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ABSTRACT

Although the management of Motor Neuron Disease @YIKkemains devoid of a
cure, persons affected by this devastating comdér@ nonetheless entitled to the best
quality care that is available. A paucity of infation exists documenting the
perceptions of healthcare consumers regarding toreagement that is provided. In
addition optimal healthcare comprises an intrigateraction of patient-centred care,
patient-centred communication, and bioethical pcactand when these three
dimensions are implemented according to acceptat@ndards, high-quality
healthcare is perceived by the healthcare consuareen however the socio-political
challenges that face healthcare systems, the manesgeof MND needs to be
considered against current trends in service dgligad the need for evidence-based
medicine. An exploratory study was therefore comeltito investigate the perceptions
of persons with MND and their family members regagdcurrent medical and
rehabilitative management. The sample comprised pgrssons with MND who
presented with a communication impairment, as vesl six family members.
Participants’ perceptions were elicited through uke of a semi-structured interview
schedule, and questions focused on healthcare sgiof@ls’ behaviours during
healthcare encounters. In addition emphasis waseglaon the potential of the
communication impairment to influence management.stAndardised dysarthria
assessment was conducted to characterise the wdtine speech impairment in each
person with MND. Qualitative responses obtainednftbe interviews were analysed
in accordance with a matrix-based approach, whilantjtative data from the
dysarthria assessment were analysed using deserigtiatistics. Despite individual
variability, perceptions of both persons with MNBdaheir family members revealed
general dissatisfaction with regard to medical agldabilitative management. The
majority of persons with MND were not referred fotervention following diagnosis,
and the recommended team approach for the manageh®iND was absent. In
addition the bioethical practice of many healthcam®fessionals was deemed
guestionable, and the communication impairment \pasceived to impose a
significant burden on the healthcare encountertheamore all participants perceived
a lack of available support systems for person$ WAND, and it was thus not
uncommon for individuals to pursue complementaryg allernative medicine. South
Africa’s current healthcare climate also appearedutther limit healthcare for this
clinical population. In an attempt to improve thamagement of MND, implications
are provided in terms of health communication, riveation, bioethical practice, and
support systems. A proposed new framework of idealice delivery for healthcare
consumers of MND management is also presentedhétuninplications are outlined
with regard to the need for innovative models alviee delivery in South Africa’s
healthcare context, as well as the role of speagftage pathologists, other
healthcare professionals, policy makers, and eduzah the improvement of the
medical and rehabilitative management of MND. Hin#ieoretical implications and
implications for future research are also docuntnte
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CHAPTER ONE
INTRODUCTION

“On the day of diagnosis the whole world dropped &thought ‘what now?’. There
was just a black hole. Nobody tells you what @ilable out there and I felt so alone.
They just don’'t understand and they have no conias3Vhy don’t they forget | am
going to die and rather give me some hope?”

(Beipant in this Study)

1.1 OVERVIEW OF THE STUDY

For more than a century, traditional models of thealre have viewed the diagnosis
of Motor Neuron Disease (MND) as synonymous withdeath sentence and
anonymous to the idea of hope or the belief thgtfarm of intervention can be of
value to this patient population. Stemming froralrsan attitude of nihilism, Leigh et
al. (2003) state that the management of MND has legelving for the last 20 years
such that whilst a cure remains unidentified, MNDnbw a treatable condition. It
thus behoves professionals to assist patients ényeway possible, facilitating the
transition from active life to death in an as dfggd, respected and compassionate
manner as possible (Gelinas, 1997).

Current transformations in modern medicine meart timealthcare professionals
(HCPs) must now respect patient autonomy and chHmyceelinquishing their power
and authority, and recognising the patient's pahtview (Ahmedzai et al., 2004;
Sullivan, 2003). The concept of patient-centre deas therefore become the crux of
“good” medicine, where the social, psychologicald dmomedical needs of the
healthcare consumer are acknowledged by a compas$sitiCP in an empathetic
environment that offers shared power and respditgibietween the patient and the
practitioner (Mead & Bower, 2000). In addition &gknowledging the patient’s point
of view in healthcare decisions and respectingepatautonomy, the behaviour of
HCPs is not only congruent with patient-centredecdout also more bioethical in
nature and regarded as morally acceptable by laaéthconsumers. For Sullivan
(2003) this shift from objective to subjective rtaabre falls within a bioethical
framework of practice, and functions not to questioe goals of objective medicine,
but rather to improve the cost-effectiveness of is@dare and the quality of life for

all patients. Moreover on this basis, quality tezdre also requires that the complex



interactions transpiring between patients and gimals be grounded in successful
communicative exchanges. As a result patient-edntommunication is therefore a
central component in patient-centred care, andriboitiés to satisfactory healthcare
encounters, improved health outcomes, and comg@iamchealthcare management
(Mead & Bower, 2002). However in light of the smqolitical challenges inherent to
the South African healthcare system (Ross & DeljeP804a) and the significant
emphasis placed upon the need for evidence-baséitine it is essential that HCPs
are provided with the best available evidence miggrtreatment options, which not
only fit defined models of managed care but are® amendable to cost-saving
strategies (Bensing, 2000). Thus in order to aehlggh-quality healthcare the need
arises to view service delivery from the perspectw patient-centred care, patient-
centred communication, and bioethical practiceireyahe backdrop of current trends
in clinical service delivery and the practicalitied scientific and measurably

obtainable outcomes which are cost effective.

While the search to establish a cure for MND ispoime importance to most
researchers, there is an ethical and professiespbnsibility for HCPs to provide the
best quality care in the interim. Even if treattniemot “curative” it needs to be “life-
prolonging” or patient-specific by providing amongshers, psychological, physical,
social and spiritual support (Ahmedzai et al., 200Bhe best possibility of achieving
quality of life in MND therefore lies in team intemtion, where the knowledge and
skills of a variety of disciplines function in haomy to enhance well-being and meet
the many needs of patients and their family membgmigh et al., 2003).
Furthermore the quality of the relationship thases between healthcare consumers
and HCPs is of prime importance, because the tierss between these two parties
have a powerful influence on the outcomes of ttaividual's health and his/her
perceptions regarding the quality of healthcaret ikareceived (Stewart, 1984).
However in the presence of the communication inmpant that is experienced by the
majority of persons with MND, the potential for comnicative breakdowns in the
relationship between the healthcare consumer andH@P is undeniable. Not only
might a patient be unable to convey his/her specincerns or preferences regarding
the medical and rehabilitative management of MNUii,ddso the professional may be
unskilled in eliciting or revealing the patient'®ipt of view. Consequently the

guality of patient-centred care and the overalis&attion regarding the medical and



rehabilitative management of MND is thus questid@alMoreover despite the vast
amount of literature which suggests that the best of evaluating the quality and
outcomes of service delivery is to elicit the p@taans of patients themselves
(Charon, 2001; Stewart, 2001), by virtue of the oamication impairment persons
with MND may be hampered from revealing their pptans regarding the medical

and rehabilitative management that is rendered.

The present study therefore investigated the p&orepof persons with MND and the
perceptions of their caregivers (i.e. family menshesignificant other individuals or
individuals trained as carers) with regard to aofrrenedical and rehabilitative
management practice for MND. It was anticipateat thy understanding healthcare
consumers’ perceptions regarding the medical artdhbitative management of
MND, implications would arise for improving standarof healthcare and enhancing
the overall quality of service delivery for thisnsumer-base. Since the management
of neurodegenerative conditions has been viewetl stepticism in light of the
impending death, improved healthcare for such @inpopulations is well overdue.
Furthermore in an era of advancements in all sghafe medicine, healthcare
consumers have urged HCPs to minimise the devagtatipact that MND has on an
individual by reducing the resulting disruptions wuality of life and by
acknowledging that until the bodily functions tlsafstain life cease, the person with
MND is as deserving of quality healthcare as indase of any other illness (Francis,
Bach & DelLisa, 1999).

1.2 LITERATURE REVIEW

At its scientific best, medicine will always be @cgl act where patients will rely on
interactions with HCPs to accompany them througrthiness (Elwyn & Gwyn,
1999). Despite remarkable advances that have bede in the diagnosis and
treatment of disease, many HCPs reportedly laclakiiidy to recognise the plight of
their patients, offer empathy to those who suféerd assist individuals through their
illness with honesty and courage. On this bassiantifically competent medicine
alone is insufficient to help patients make serfdevimg with a loss of health, and to
attach meaning to suffering that is experienced a(@m, 2001, Kaba &
Sooriakumaran, 2007). Patients, their familiesgy #fCPs themselves have thus
commented in the literature on the lack of commassempathy, and concern for the



psychosocial aspects that are believed to be inhdéceany healthcare encounter
(Jotkowitz & Clarfield, 2005). Consequently thésewidespread encouragement for
members of the medical community to renew their miiment to professionalism,
where the uniqueness of patients, their indivicue¢ds and preferences, and their
emotional status are placed at the forefront ofhallthcare encounters (Charon,
2001; Jotkowitz & Clarfield, 2005). HCPs are tHere called to use the best sources
science has to offer to their patients, withoutleeting important psychosocial issues
or the uniqueness of each patient as a person i(BgrZ000). After all,“It is as
important to know the patient who has the diseaset is to know the disease which
the patient has'(McCormick, 1996 as cited in Bensing, 2000:21).

Prior to the 1980s health and illness were conedised in terms of a biomedical
model. The nature and cause of disease were as=aevith specific etiologies, and
intervention was based on medical knowledge antsskihe HCP practised from a
paternalistic framework where he/she had completetrol over the healthcare
encounter, and the patient was simply a passivipieet of any treatment provided.
The focus of this approach was to therefore treatdisease of the patient’s body,
rather than treating the person (Gilbert, Selikow\&lker, 2002). Contrary to this
view of disease, Engel (1977 as cited in Borreltsida Suchman & Epstein, 2004)
believed that because a biochemical alteration doesranslate directly into illness,
it must be the interaction of diverse causal factocluding those at a molecular,
individual and social level, that contribute to tiygerience of illness. As a result the
only way to understand and respond to a patientifesng is to consider
simultaneously the biological, psychological andciagb dimensions of illness.
According to Borrell-Carrio et al. (2004) Engel’'sopsychosocial model was
therefore an alternative to the biomedical moddiictv aimed not to condemn the
significance of biomedical research but ratheiaisiéd the narrow thinking that lead
HCPs to believe that patients were mere objectstudy. Consequently Engel's
biopsychosocial model has gained momentum sincertide20" century, and has
been viewed by many as an ideal philosophy andaetipal clinical guide that not
only brings equality, empathy and compassion inédlical practice, but also aims to
avoid both the dehumanisation of medicine and dmemerment of patients (Borrell-
Carri6 et al., 2004).



Since the inception of the biopsychosocial modet, ¢mphasis placed on empathy
and compassion is believed to have transformedaakgractice to a more superior
level. However in view of the ever-changing andgsessive nature of medicine,
HCPs are challenged to question whether the ptexi@nd practice of the
biopsychosocial model can be applied 25 years latghout any change or
reconsideration of how to achieve optimal healtbaelivery in the present context.
Whilst Borrell-Carri6 et al. (2004) suggest thag¢ thiopsychosocial model has been
viewed by many as a shift towards “better” mediciaecloser look reveals that it is
perhaps only a philosophy of clinical care thaerdfa way of looking at illness on
multiple levels, and acknowledging on a superfidalel the patient’s subjective
experience as a contributor to diagnosis, healthomoes, and humane care. Alone
the biopsychosocial model appears insufficient dbciting and understanding in
detail the patient’s full experience of iliness &a& Sooriakumaran, 2007), and is
therefore also inadequate in terms of treatmenrdudmee Charon (2001) posits that it is
only once the patient’s personal meaning of illnessnderstood in-depth, that HCPs
can begin to intervene effectively and alleviatéfesing. As a result of the criticism
surrounding the biopsychosocial model, a more pabeented approach in the form
of patient-centred care has therefore become algoand closely associated concept
with the biopsychosocial perspective (Kaba & Sdarmaran, 2007). Within the
realm of patient-centred care, HCPs are urgedtéma@ttio patients’ psychosocial and
physical needs, convey a sense of partnership asiliye regard to patients, and
facilitate patients’ involvement in decision-makiadpout their healthcare (Kaba &
Sooriakumaran, 2007; Mead & Bower, 2000; Mead, Bo®eHann, 2002). In
addition patients are also encouraged to communigéh their HCPs, speaking their
mind and refusing to accept passively that whicheisdered by any professional.
Patient-centred care is thus a product of the nergeived limitations associated
with conventional medical practice, and functiomstbe HCP’s ability to integrate
the patient’s perceptions into the healthcare enmtssuMead & Bower, 2000; Mead
et al., 2002). When such integration is achiewedcomes pertaining to care are said
to improve such that patients report greater satigfn and reduced anxiety during
healthcare encounters, as well as demonstrate egreatherence to treatment,
improved symptom resolution, and enhanced psyciedbgnd functional well-being
(Kinmonth, Woodcock, Griffin, Spiegal & CampbelDd8).



Despite the concept of patient-centred care beapnmcreasingly popular and
indicating a mark of quality healthcare, the tesnnbt well understood beyond a
superficial level and is most commonly acknowledfm@dvhat it is not — technology-
centred, doctor-centred, or disease-centred (SteviZé01l). Due to a lack of
conceptual and methodological clarity in studyirggignt-centred care, the concept
remains vague and conceptual and empirical devedonhave therefore been
hampered (Mead & Bower, 2000; Mead et al., 2002)wever given the widespread
importance that the literature attributes to patmantred care (Mead & Bower, 2000;
Stewart, 2001), irrespective of its lack of spetiyi or exact definition, conceptual
and methodological uncertainties should not prevkatstudy and development of
this relatively new concept in medicine. RatherR4Gshould perhaps make every
attempt to broaden and consolidate their knowledge the concept because
understanding patient centeredness is fundamentaldlity healthcare. Furthermore
according to Stewart (2001), studies indicate thast patients desire patient-centred
care and want HCPs to a) explore their concernsards for information, b) seek an
integrated understanding of their world, their el needs, and their life issues, c)
find common ground on their problems and agree allytton management, d)
enhance health promotion, and e) enhance the camginrelationship between
themselves and their patients. And thus in viewheke patient desires, HCPs are
encouraged to engage in a patient-centred apprratimplement it into the current

healthcare arena.

According to Mead and Bower (2000), patient-centtace differs from biomedical
practice on the basis of five key dimensions. tkirsn accordance with the
“biopsychosocial” dimension, HCPs are called toaoien their perspective on iliness
and consider not only the biomedical variables haf patient but also the social,
emotional and psychological factors that are inhtete the individual as well. In
addition HCPs should also be open to the patiehitiklen requirements of the
healthcare encounter that are not overtly displdyethe individual, and which may
extend beyond his/her biomedical needs. Secordydimension of “patient-as-a-
person” looks at understanding the individual’'s engnce of illness, considering
each patient as an idiosyncratic personality withisiher own unique context. The
dimension of “sharing power and responsibility’atels to greater patient involvement

in the healthcare encounter, and promotes an adalitrelationship whereby there is



symmetry in the power and control held betweernptiteent and the HCP. The fourth
dimension of “therapeutic alliance” focuses on tt@re attributes of empathy,

congruence and unconditional positive regard toapoé the personal relationship
between the patient and the HCP. By attendin@p¢csbcio-emotional aspects of the
healthcare encounter, the relationship betweernthezak consumer and professional
is optimised. The final dimension of “doctor-aggmn” looks at the personal

gualities of the doctor and his/her self-awareneggarding the manner in which

medicine is practised. While the literature spesfscifically of the qualities of a

doctor, it is possible that such attributes coyddhato any HCP. According to Mead

and Bower (2000) this final dimension therefore sidars healthcare as a “two-
person medicine”, whereby the patient and the H@fRiance each other in the

healthcare encounter and cannot be separatedhedasis of this conceptualisation
it is evident that patient-centred care thus cosgwimultiple components, and
embodies a complex set of professional, socioldgica political ideals about the

healthcare consumer-HCP relationship (Mead & Bo2@02; Mead et al., 2002).

In view of Mead and Bower’s (2000) preceding défom of patient-centred care, it is
clear that all five dimensions of this concept rely successful communication
between the patient and the HCP so as to achideetigé health outcomes. For
example in order to acknowledge the psychologicadl socio-emotional factors
relating to the patient, and to understand hisdmégue view of illness, the HCP must
be able to elicit these experiences through theogpate communicative means. In
addition, “two-person medicine” and an egalitarratationship are dependent upon
effective communication between the patient andptiséessional in order to achieve
mutual agreements regarding various aspects ofthceaé. A burgeoning of
literature thus agrees that good communicatiohascbrnerstone of a patient-centred
consulting style and is fundamental to bringing bemefits of medical advances to
patients (Boon & Stewart, 1998; Mead & Bower, 20B2iiz-Moral, Rodriguez, de
Torres & de la Torre, 2006; Teutsch, 2003). Theerse of delivering superior
guality healthcare, building constructive healtlecaronsumer-HCP relationships,
achieving desired health outcomes, and enhancitignpasatisfaction is therefore
founded upon sound health communication (Amment8Sghroe, Kofoed & Mainz,
2007; Boon & Stewart, 1998; Teutsch, 2003). Siiices evident that the inter-

relatedness of patient-centred care and commuoitaithus the foundation of high-



qguality healthcare, the Committee on Quality of He&are in America (2001 as
cited in Epstein et al., 2005) recently endorsetiepacentred communication as a
central component of quality clinical service delly. The goal of patient-centred
communication is to facilitate HCPs in providingeahat is both concordant with the
values, needs and preferences of patients, andadtses healthcare consumers to
provide input and participate actively in their otlalthcare. According to Epstein et
al. (2005) an operational definition of patient&ted communication encompasses
the following four domains; the patient’s perspeetithe psychosocial context, shared
understanding, and shared power and responsibilaid differently, in order to
succeed with a patient-centred way of communicatpagients must be given the
opportunity to express their thoughts, feelingspeetations, and opinions. Also,
instead of labelling patients as an object withisease, they should be treated as
people with a problem and made to feel that they wrderstood by their HCPs
(Fossum & Arborelius, 2004). By virtue of the campnts that characterise patient-
centred care and patient-centred communicatiois, ¢ear that large overlap exists
between these two concepts, and thus in orderhiew high-quality care where the
patient as a person is perceived as the pinnadieaithcare, effective communication
on the part of both the healthcare consumer an#i@fe is vital.

In acknowledging that patient-centred communicatgainst a backdrop of patient-
centred care results in high-quality care, the tjolesarises as to what specifically
constitutes quality healthcare. According to therdture, quality patient care is
delivered through effective healthcare consumer-HBRMunicative interactions,
and comprises a modality for educating patientsutliweir care, offering a human
interface to disease, empowering patients to madgoariate decisions regarding
their personal health, and demonstrating respeteampathy for the patient (Teutsch,
2003). By and large these characteristics of nagicactice are expected by both
patients and many HCPs alike, and in their simpfesin are perceived as the
“rightness” or “correctness” of patient care (Kubsklankerson & Ghoorahoo, 2005).
Questioning whether actions are morally right adtesing to obligations that one
person owes to another (Loewenberg & Dolgoff, 19960pves healthcare practice
into the realm of ethics. In recent times ethias hecome an important component of
law, business, medicine and other professions (&ed®94). According to

Beauchamp and Childress (1994) ethics is a genenim referring to the



understanding and examining of the moral life, awhelations between people allow
them to live in peace and harmony. Medical etloieshe other hand examines the
morality of medicine and asks what morality shdagdfor physicians, for patients, for
organisations, and for health policies (McCullou@mverdale & Chervenak, 2004).

Extending on from medical ethics and of relevarxéehis study, is the concept of
bioethics or the value judgements pertaining to duwmonduct within a medical

paradigm. Bioethics therefore not only includesdio@& ethics but also addresses
what morality should be for all HCPs, patients,iba&sience, clinical research, and
health policies (Beauchamp & Childress, 1994; Mdéaigh et al., 2004). On the

basis of sound implementation of bioethical pragticontroversial and troubling

issues that compromise healthcare can thus bevessolConsequently when moral
decisions regarding the maintenance of life angidity of life are made, the right of

the patient to make decisions is acknowledged, pttdessional is perceived as
truthful, loyal and beneficent, and access to tneat is available and fair. Moreover
in such instances, patients’ expectations are methégh-quality healthcare that is
concordant with bioethical practice is said to be final outcome (Epstein et al.,
2005; Strand, 2003; Strand, Yorkston & Miller, 1998

The preceding literature review has thus far dennated that superior standards of
healthcare delivery are dependent upon qualityepttentred care, quality patient-
centred communication, and quality bioethical pcact As indicated by the
schematic representation in Figure 1 all threehe$¢ dimensions overlap each other,
and it is the contribution made by each domain tlesults ultimately in the
perception of the quality of the overall healthctrat is rendered. If a HCP fails to
utilise acceptable communication with a patientéeample, his/her ability to achieve
optimal patient-centred care and engage in apmtptioethical practice may be
compromised. As a result the patient may percéinee HCP’s behaviour to be
unsatisfactory and view the overall healthcare anter to be less than adequate.
And thus the primary prerequisite for high-qualitgalthcare appears to be based
upon maximising interactions between patient-cehtreare, patient-centred

communication, and bioethical practice.
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Patient-Centred

Pl Communication

Centred Care
1‘
Bioethical
Practice

Perceived
Quality of
Healthcare

Figure 1: Schematic Representation of the Overlap fothe Contributions
Made by Patient-Centred Care, Patient-Centred Commuication

and Bioethical Practice Towards Perceived Quality oHealthcare

Although the World Federation of Neurology recogsis wide range of disorders of
the anterior horn cell, the most common form of MNO Amyotrophic Lateral

Sclerosis (ALS), also called Lou Gehrig’'s Disedsaficis et al., 1999; Norris, Smith
& Denys, 1985). Alternatively some authors hawest that ALS is a synonym for
MND (Leigh et al., 2003) and appear to use thesmgeinterchangeably when
referring to the disease. For the purpose of ftlseudsion that follows, literature

using the terms MND and ALS has been utilised.

MND is a severely debilitating neurodegenerativadition, characterised primarily
by the progressive degeneration and loss of mogoirams in the cerebral cortex,
brainstem and spinal cord. Regardless of wheth@ems experience upper motor
neuron and/or lower motor neuron signs and symptaaffecting bulbar and/or
limb/trunk musculature, it is inevitable that thatipnt will experience muscle
weakness, atrophy, and spasticity of the bulbawjica, thoracic, and/or lumbosacral
regions (Ball, Willis, Beukelman & Pattee, 2001akcis et al., 1999; Leigh et al.,
2003). As the disease progresses varying degfedisability arise in relation to the

muscles most affected, such that individuals ewahyturequire assistance with
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mobility and activities of daily living, as well agquire medical and nursing care
(Krivickas, Shockley & Mitsumoto, 1997). Furtherraoas the ability to speak,
swallow and breathe deteriorates, death usuallylteesrom respiratory failure,

undernutrition, or aspiration pneumonia (Marieb98.9Silverstein, Stocking, Antel,

Beckwith, Roos & Siegler, 1991).

MND is an idiopathic disease of adulthood with drgeaking in the fifth and sixth
decades of life (Chio, Finocchiaro, Meineri, Botthic& Schiffer, 1999; Silverstein et
al., 1991). Typically men are more commonly aféelcthan women until the age of
70 years when the rate then becomes equal (Mitsym@97). Progression of the
disease in most cases is relentless and steadytheitspread occurring in an orderly
fashion such that adjacent motor neuron groupdiesteinvolved and then vertical
groups. MND or ALS can be classified into foumatal subtypesa) classic ALS
accounts for 90% of all cases and is charactebgedpper motor neuron and lower
motor neuron signs and symptoms that affect bolibabwand limb/trunk musculature,
b) progressive muscular atrophgquires the presence of lower motor neuron signs
and symptoms only, affecting limb/trunk musculatanel rarely brainstem innervated
musclesc) progressive bulbar palancludes upper motor neuron and/or lower motor
neuron signs and symptoms and affects bulbar matseal only, andd) primary
lateral sclerosisconsists of upper motor neuron findings only, etffeg limb/trunk
and/or bulbar musculature (Francis et al., 1998resently the etiology of MND
remains unknown (Bach, 2003), although factors tirgja to pathogenetic
mechanisms, autoimmunity, oxidative stress, andskgletal abnormalities have
been suggested (Francis et al., 1999). Despiteutieertainty of these factors
however, there is certainty that the onset of MNDds with it a poor prognosis that

usually results in death within one to five yeafrsliagnosis (Walling, 1999).

Whilst the physical presentation depends on thelgmenant type and location of
motor neurons involved, a wide variety of signs agthptoms are characteristic of
MND and usually occur in the presence of clinicaliyact cognition (Francis et al.,
1999). Table 1 highlights some of the most comnsigns and symptoms
experienced. Of relevance to the present studyekiemand therefore emphasised in
more detail are the signs and symptoms arising ftleenresulting communication

impairment, given the potential influence that le@ommunication appears to have
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on perceived quality of healthcare. Approximat&@% of persons with MND
develop bulbar signs and symptoms during the coofgbe illness, and experience
impaired verbal communication (Francis et al., 19B8igh et al., 2003). The
presence of both upper motor neuron and lower mmaaron involvement results in a
mixed spastic-flaccid dysarthria that becomes nseneere as the disease progresses
(Kent et al.,, 1992). Given that upper motor neuamd lower motor neuron
involvement varies among individuals, it is unpoedable as to which signs will
predominate in any given case and what changegrelail throughout the course of
the disease (Love & Webb, 2001). Hypernasalitgag/ever the most common sign
and usually presents early in the disease, alotigr@duced vocal intensity. In terms
of phonation, patients often present with a stidinecal quality associated with low
pitch. The harshness present in MND is often aaset with a wet, gurgly vocal
quality. Other patients may however show more dukligns with poor vocal fold
adduction resulting in breathiness and short psrabonotony of pitch and loudness,
and reduced stress is also common in this patiepulption, as well as audible
inspiration (Bach, 1993; Francis et al., 1999; Kental., 1991; Kent et al., 1992;
Leigh et al., 2003; Love & Webb, 2001). While mostividuals are able to phonate
even in the advanced stages of MND, 30% show imit in vocal fold adduction
(Francis et al.,, 1999). As weakness and spasticitythe oral and laryngeal
musculature increases, articulation is usually att@rised by imprecise consonant
and vowel productions, specifically in terms of pbme distortions. Sound
production is affected further by a slow speakiaig rand reduced range of movement
of the articulators. In addition speech productieralso compromised by reduced
vital capacity, causing inadequate breath volureesidérmal phrase length. In view
of these compromising factors, imprecise phonenoglymtion, hypernasality, harsh
vocal quality, and slowed speech rate all have gmifstant impact on speech
intelligibility, which declines rapidly over a shigoeriod of time. In contrast to the
devastating effect that MND has on the speech dividuals, the expressive and
receptive language abilities of these persons igekier said to remain relatively
intact (Bach, 1993; Francis et al., 1999; Kentlgtl®91; Kent et al., 1992; Leigh et
al., 2003; Love & Webb, 2001).
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Table 1: Common Signs and Symptoms Associated witMND (adapted
from Francis et al., 1999; Leigh et al., 2003)

Common Symptoms Common Signs
= Cramps » Increased respiratory rate
=  Spasticity = Decreased chest movement
= Excessive yawning = Weak cough
= Sialorrhoea (drooling) = Sweating
» EXxcessive secretions = Tachycardia
= Emotional lability =  Weight loss
=  Anxiety = Confusion
» Respiratory distress = Abnormal nocturnal movements
» Laryngospasm = Fatigability of muscles
= Constipation = Dysphagia
= Pain = Reflux
* Insomnia
= Depression
= Choking during meals

For most of the twentieth century MND has occup&garadoxical position in
medical science. On one hand celebrities sucloas@ehrig have given the disease
widespread publicity, while on the other hand i idisease that affects fewer patients
than any other neurodegenerative condition andexprently attracts few researchers
(Oldendorf & Bruijn, 2004). As a result the managat or care of persons with
MND is a complex issue because the disorder remiiagrable and relies on
symptom-based treatment to attend to its multisdetature (Traynor, Alexander,
Corr, Frost & Hardiman, 2003). MND managementaisl $0 comprise two treatment
options, namely a disease-specific approach or teentaspecific approach. In
addition a combination of these two approachesatembe adopted. Disease-specific
therapy incorporates pharmacological interventithreg alter the progression of the
disease and improve life expectancy (Miller, Suffifsumoto, Gelinas & Brooks,
1997). For example the drug Riluzole is a benzatble derivative and a common
treatment option for MND because of the complexda# that it has on glutamate
neurotransmission. Various clinical trials havewh that the treatment improves
survival at 12 and 18 months, although the surviyain beyond 18 months is
unknown. While many neurologists question theicéih usefulness of Riluzole,
European MND specialists favour the use of the dmith its major benefit being
perceived in terms of the hope that it providesigpds (Leigh et al., 2003).

Alternatively a patient-specific approach is ainaalleviating the complications that
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arise from MND, as well as increasing autonomy, rompng comfort, enhancing
quality of life, and providing choice about intenti®n (Miller et al., 1997).

Against the backdrop of disease-specific and pe#ipacific treatments, the

multifaceted nature of MND deems coordinated teatarvention the cornerstone of
management for this population (Leigh et al., 200Bgam intervention is recognised
as the optimal approach to quality healthcare amd/olves the bringing together of

the knowledge and skills of individuals from mangaiplines, so as to ensure that
complex problems receive comprehensive attentiarip@, 2001; Ross & Deverell,

2004a; Scambler, 1997 as cited in Ross & Deve?@lD4a). More specifically the

literature supports a multidisciplinary model ohne intervention for the management
of MND (Gelinas, 1997, Leigh et al., 2003). A nidikciplinary approach whereby

multi-professional expert teams offer effective aficient rehabilitation, reportedly

heightens a patient’'s morale and provides him/hiér the strength to deal with the

debilitation of MND (Gelinas, 1997). In this typdé approach HCPs work side by
side each other with clearly defined roles andndtte different aspects of a given
problem. Consequently the involvement of multipl€Ps to address the multiple
signs and symptoms of MND, offers persons withdiszase the best possibility of
enhancing their well-being and quality of life (®als, 1997; Leigh et al., 2003;

Traynor et al., 2003; Wade, Gage, Owen, Trend, £éndh & Kaye, 2003).

According to the King’s MND Care and Research Tearhondon, the coordinated
team approach for acceptable management of MNDiresya wide variety of HCPs
to meet the many needs of the individual affectedhie disease (Leigh et al., 2003).
Figure 2 thus documents the ideal team compositiothe management of MND, as
recommended by the King’'s Care and Research Tddowever irrespective of the
benefits of multidisciplinary intervention, the sess of any team approach is not
guaranteed. Effective team management relies oallent communication between
HCPs, and how well these professionals help thatrepts and families depends
largely on how well communication is managed witkive group (Golper, 2001).
Coordination and collaboration are thus key comptsef teamwork, and contribute
to the quality of healthcare that is provided (Bl& While, 2003; Leigh et al., 2003).
Without effective communication between all membeirshe team, the functioning
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of the group runs the risk of becoming disjointedl gossibly even harmful to the
patient and his/her family (Ross & Deverell, 2004a)

Team Composition
= Care coordinator = Home carers (usually spouse)
» General practitioner = Nurse specialist
= Speech & language therapist = Occupational therapist
» Physiotherapist = Dietician
= Social worker = Consultant neurologist
= Consultant in rehabilitation = Palliative care team
= Consultant respiratory physician = Respiratory technicians
» Interventional radiologist (for = Gastroenterologist (for percutaneous
radiologically inserted gastrostomy) endoscopic gastrostomy)
»= Psychology support team Family & child counselling team
= Neuropsychologist = Neuropsychiatrist
» Voluntary association staff = Volunteer helpers
Figure 2: Ideal Team Composition for the Managemenif MND (Leigh et

al., 2003:39)

In South Africa the “official” healthcare providermclude physicians, nurses,
dentists, pharmacists and supplementary care mid Supplementary care
providers otherwise known as allied medical pratesds, include rehabilitative
therapists such as speech-language pathologistgsiopterapists, occupational
therapists and audiologists, as well as psychdlgad radiologists. For many of
these professionals however, the ability to engageteam approach is challenged by
the pressures of the South African healthcare systé-actors such as a lack of
resources, fragmentation in the healthcare sectdrimadequate referral systems,
mean that the ideals of team practice documentedteénnational literature may not
apply to the South African healthcare contextis ot uncommon in South Africa for
one HCP to take on the responsibility of two orethrother practitioners.  For
example one may find a medical professional takingooth the psychological and
social aspects of a particular case. It has thexdbeen suggested that in order to
overcome some of the challenges inherent to theeguhealthcare system, South
African HCPs require a basic understanding of vatlaér professionals do and offer,
and should accept the fact that they may be cdtiedct beyond their scope of
expertise as well as share their knowledge andsskith other disciplines (Ross &
Deverell, 2004a). Thus in the case of the managewfeMND it may be necessary
for South African HCPs to look beyond the globaktsethat document ideal
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management for MND (i.e. multidisciplinary intertem), and begin considering an
alternative model of team intervention that notyodtaws on the knowledge and
experience of international counterparts, but $ auitable to the challenges of the

present healthcare setting.

Since no one discipline or professional can medulinthe needs of a patient and
his/her family members, collaboration with other PCis paramount (McGonigel,

1994 as cited in Ross & Deverell, 2004b). Howewesyardless of the type of team
approach adopted or the context in which interegnticcurs, patients do not exist in
isolation but instead are products of an interactibetween their personal

characteristics, the physical environment, andiiclahips formed with other people
(Rubble, 1999 as cited in Ross & Deverell, 2004bh)us in accordance with systems
theory, an individual is part of multiple subsystetmat influence each other in
multidirectional ways. For most persons the famdythe fundamental subsystem
within which people interact, and it therefore @an enormous role in the life of any
individual (Lubinski, 2001). Since the patientviewed as part of a wider circle of
friends and family within a cultural and environnednsetting, the planning and

delivery of healthcare should therefore meet thedseof both this individual and

his/her family subsystem (Newbury, 1991). In thentext of healthcare, it is

therefore both the patient and his/her family memralibat lie at the centre of any
team (Bliss & While, 2003). Hence within a frametWwof patient-centred care and
team intervention, the importance of the ecologythed patient needs to be held
central to the overall management process, in cdeneet the expectations of the

system in question.

In light of the fact that MND is a progressive dder which compromises
physiological systems that are vital for sustainlifg, part of team intervention
includes affected individuals having to make impottdecisions regarding various
management options. For example choices need tmdue about life sustaining
therapies such as respiratory support and enteedlirig, as well as the timing of
palliative care (Francis et al., 1999). Howeveccese of the progressive nature of
the disease, individuals with MND and their fammembers are given some time
from the date of diagnosis to think about the diseand its treatment options, as well

as discuss their thoughts, feelings and opiniorth wach other and the relevant
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HCPs. In theory individuals should therefore begegi the opportunity to make
informed decisions with regard to the managemeat they choose to receive
(Silverstein et al., 1991). In order to ensurd thdividuals are however informed, it
is the ethical responsibility of HCPs to disclodler@levant information and respect
the choices made by patients (Hunt, 1991). Fundtahdo the ethical patient-
professional relationship, lies respect for thegmatand the provision of a sense of
autonomy for the individual concerned (Joffe, Mastoa, Weeks & Cleary, 2003).
In the case of MND the ethical obligations and oesibilities bestowed upon the
relevant HCPs are no different to any other healthsituations, and persons with the
disease reportedly welcome the opportunity to disend-of-life issues and express
their desire to participate in the decision-makprgcess (Benditt, Smith & Tonelli,
2001; Silverstein et al., 1991). However for mahngalthcare consumers and
professionals alike, it is all too familiar thattdecision-making process is not always
a simple task. In certain cases where individuale incompetent, such as
Alzheimer’s disease, a troubling ethical problenses in that the HCP is required to
establish the patient’s treatment wishes but rli@bmmunicative interactions may
not be possible. Revealing the patient’'s autonamy ascertaining certainty about
the integrity of decisions made, is therefore a glem process (Smyth, Riedl,
Kimura, Olick & Siegler, 1997). However while ongay assume that this type of
ethical problem is not experienced in MND becaukgersons’ relatively intact
cognition and language, it is unknown what impagpaired communication may
have on an individual's ability to convey his/heeferences and decisions regarding
management. As a result the ethics surroundingd#esions that are taken for
persons with MND is questionable, and it is thuslear whether individuals’

autonomy and right to self-determination is beingrewledged.

In order to address various ethical concerns Besamphand Childress (1989 as cited
in Strand et al., 1998) suggest a hierarchical @ggr to moral reasoning entitled
“levels of moral justification”. They state that order to engage in moral reasoning
different levels of abstraction must be appliedheTfirst or lowest level of the

hierarchy pertains to judgements and actions, afefs to decisions that are made
about a particular action. The second level rslaterules and states that certain
actions may or may not be performed depending oetlven or not they are right or

wrong. Principles serve as the foundation to rudesl thus comprise the third level
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of the hierarchy. Moreover principles are regardsdgeneral and fundamental in
nature. The fourth and final component of the dnehy relates to theories in which
the systematic relationship of principles and ra@esconsidered. Strand et al. (1998)
provide the following example to depict each leskthe hierarchy (Figure 3). At the
top level an ethical theory is deontology for exéenprhich states that judgments and
actions are either right or wrong irrespectiveh&f tonsequences. A principle derived
from this theory is veracity, where it is right tell the truth. This principle in turn
provides the foundation for the rule which may esttitat it is wrong to tell a lie.
Finally the action exemplifying the principle andle is for example the general
practitioner who decides to tell a patient thathles mean life expectancy is two to

five years, following a diagnosis of ALS.

Ethical Theories— Judgments and actions are either right or wrong

?
?
?

Judgments and Actions- “Your mean life expectancy is 2 to 5 years”

Principles — Veracity

Rules— It is wrong to lie

Figure 3: Levels of Moral Justification (Strand etal., 1998:193)

The two most common bioethical theories include ndi@logy and teleology or
consequentialism (Beauchamp & Childress, 1989 #=ladn Strand et al., 1998;
Beauchamp & Childress, 1994). The central tenetledntology is that a moral
person must always act in accordance with his/lgesl (Seedhouse, 1998), and a
moral person is one who follows the social comargiabout right and wrong human
behaviour (Horner, 2003). From a deontologicalspective a person should
therefore perform his/her duties without excepti@amd regardless of the
consequences, because “right” actions are notrdeted by whether or not they will
produce “good consequences”. The theory of coresgalism on the other hand
asserts that “the end justifies the means” (Beauph& Childress, 1989 as cited in
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Strand et al., 1998; Beauchamp & Childress, 19%Hcording to Bentham (1970 as
cited in Beauchamp & Childress, 1994) an individsiabuld attempt to achieve the
greatest good, happiness or number, and in doirntgesaction will be justified if it
results in more good than any other action undertakWhile these two theories
appear to provide a philosophical basis upon whiclapproach ethical problems,
Beauchamp and Childress (1994) suggest that baztpractice usually relies on a
principle-based approach to guide moral decisiokinga Principle-based ethics
operates according to the use of various principdsch are essentially general
guides that leave considerable room for judgemenarticular cases. There are four
major principles central to bioethics, including teaomy, non-maleficence,
beneficence and justice. In addition to these ggles there are three minor
secondary components that also consume a largeophrbethical practice. These
minor principles include fidelity, veracity and damentiality (Beauchamp &
Childress, 1994). While these concepts are digcuss detail in the following
chapter, it should be noted that although bothntfagor and minor principles offer
general moral injunctions to some ethical issulesy thave been criticised because
they do not provide precise guides that informaadiin a particular circumstance
(Beauchamp & Childress, 1994; McLeod, 1994).

In acknowledging the various theories and pringpleat are available for engaging in
the process of moral reasoning, some HCPs may assah such knowledge and
understanding is beyond the scope of their practic®nce medical ethics has
developed in part to the increase in medical teldgies that have allowed healthcare
providers to push the limits at the beginning and stages of life, public concern
regarding the morality of medicine and healthcaae bhecome very topical (Foye,
Kirschner, Brady Wagner, Stocking & Siegler, 2002)he dramatic life and death
responses in emergency rooms and intensive cate bave placed much of the
emphasis of medical ethics on doctors and spesialighile little attention has been
given to other HCPs. It is only in recent timeattthe spotlight has been placed on
the moral questions that confront rehabilitationfessionals caring for individuals
with disabilities and chronic illness (Sim, 19970f late the therapy professions have
therefore initiated a keener interest in the ethtcmsiderations and implications of
their practice, acknowledging that while the ethisaues that arise in rehabilitation

are much less topical and immediate in natureiveldb euthanasia and abortion for
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example, they are nonetheless fundamental to highitg healthcare (Foye et al.,

2002; Sim, 1997). According to Sim (1997) ethicahsiderations should thus be of
significant concern to all HCPs because such iddizis usually function as members
of a professional team, and a key characteristisuch an occupational group is the
presence of guiding ethical principles for professi practice. In addition the

strongest argument for a moral basis in healthtasewith the concept of health

itself. While factors such as money, knowledge atatus are important, health
seems to take precedence and it is a preconditonalinost anything else of

importance. The activities of the therapy professiare thus of particular value
because they are associated closely with the fumadticapabilities of an individual,

and it is the integrity of these functions thatedetine much of what the individual is
able to achieve in life (Sim, 1997).

It is thus clear that all HCR=e obliged to render quality healthcare servibas &re
ethically sound. And for this reason it is impottahat all HCPs familiarise
themselves with the various theories and princighes exist to facilitate the process
of moral reasoning (Foye et al., 2002). Furtheendhese same ethical
responsibilities and principles that govern medicane also available to assist HCPs
in resolving the ethical complexities surroundingN®Dl management. However
notwithstanding the theories and principles thaistexor the purpose of moral
reasoning, the question arises as to how HCP4 el reveal the concerns and
preferences of their patients with MND who are camipatively impaired, so as to
offer these individuals an opportunity for self-el@ination. Although one may be
quick to suggest that effective communication betwethe patient and the
professional can overcome such challenges in lezath and indeed there is a
significant relationship between practitioners’ aouomication behaviours and
patients’ health outcomes (Arora, 2003), the faet the person with MND is likely
to be communicatively impaired contributes an addél variable to this system. A
vast amount of emerging literature suggests thainconication abilities are the most
important skills required in the patient-professibrelationship, and studies are now
providing strategies to enhance the communicatikitis sof practitioners (Arora,
2003, Bensing, 2000; Tilden, Tolle, Garland & Ne&ls©@995). However the content
of such literature looks at aspects such as the’'si€@Pnpassion and honesty, as well

as his/her frequency of visits with the patient amdilability to attend to the patient’s
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needs. A paucity of information exists that docotsehealthcare consumer-
professional interactions when the patient presentts a significant communication
impairment, and how this impairment may impact ¢ toverall management
process. Given however that overlap does existdmt patient-centred care, patient-
centred communication, and bioethical practice @gialed in Figure 1, it is thus
possible that if ineffective communication betwdea patient and professional occurs
in view of the communication impairment, any of sbedimensions may be
compromised and the patient’'s perception regartiegoverall quality and ethical

nature of MND care may be adversely affected.

In the healthcare setting patients who have diftiesi engaging in the spoken and/or
written language modalities may thus be excludedeuoessarily from informed
decision-making and the provision of consent famegle. Adequate communication
abilities are therefore fundamental to patient aatoy, and not only contribute to
improved healthcare but also enhance quality ef fidr all individuals with MND
(Bach, 1993; Francis et al., 1999; Leigh et alQ30While it is not the role of the
speech-language pathologist to determine a pati@®cision-making capacity, it is
this very professional who is most often able tsisisin the process of self-
determination (Brady Wagner, 2003; Pannbacker, Midd & Lass, 1994).
Moreover although the same ethical issues thatodimgr patient may encounter are
also likely to affect individuals with diminishedmmunicative competency, these
individuals are inherently more vulnerable to lgsitheir self-determination and
capacity to make authentic decisions. Speech-Eygpathologists thus play an
especially important role in not only promoting tlsemmunicative abilities of
communicatively impaired individuals, but also irofecting and advocating for the
rights of these patients (Brady Wagner, 2003). seqnently of particular relevance
to the present study is the importance of effectiosmunication and the fact that it
is a prerequisite for individuals when participgtim society, healthcare and life in

general, as well as experiencing satisfactionigmngard (Simmons-Mackie, 2001),

In order to improve and/or safeguard the qualitgt athical nature of healthcare with
regard to the management of MND, it therefore seaptgo suggest that by eliciting
the perceptions of healthcare consumers in termpatient-centred care, patient-

centred communication, and bioethical practice, thquirements necessary for
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enhancing service delivery to this patient popalatmay be revealed. Moreover
while the literature confirms the importance ofciing patients’ perceptions about
their treatment experiences in order to investigaiasumer satisfaction and the
outcomes of healthcare delivery (Arora, 2003; Stew2001), no literary findings
could be located that establish the perceptiongeo$ons with MND regarding the
management that they receive. Investigating thegptions of persons with MND
with regard to medical and rehabilitative managemneetherefore well justified in an
attempt to enhance healthcare for this populatiblowever if one hopes to achieve
improved service delivery to persons with MND ateit families, one needs to
appreciate that although the elicitation of heatlbcconsumers’ perceptions will
certainly inform the changes necessary for impray@msuch ideals are only likely to
be realised within the reality of the current hiecdire setting. By virtue of the socio-
political changes that have reformed many of theldi® healthcare systems, and the
financial challenges faced by many service prowdand healthcare funders
(Hallowell & Chapey, 2001; Pietranton, 1998), pat# perceptions of healthcare
alone are simply not practical for determining oy management practice. Ideal
management needs to be considered against a bpckélirtihe current issues and
challenges inherent to healthcare service delivedn this basis while eliciting the
healthcare consumers’ perceptions regarding the icaledand rehabilitative
management of MND will go a long way towards untsrding the steps needed to
be taken to improve healthcare for this populatgurch ideals are likely to only be
assimilated into a healthcare system if they amapadible with the standards and
trends that govern current clinical service delyver

On this basis ideal management needs to be baseshiily, and the trends in current
clinical service delivery need to be understood ackhowledged. In response to the
dramatic upward spiral of healthcare costs throughbe world, for the last two
decades healthcare funders have realised the neetplement strategies to ensure
cost effective service delivery. Managed care &awrks of service delivery have
therefore become a trend in healthcare aroundltie gHallowell & Chapey, 2001).
The ultimate goal of a managed care approach fricgedelivery is to shift the
financial risk from the payer to the healthcarevpter. However managed care is not
merely a different healthcare funding strategyisian entirely novel framework of

service delivery with different rules that govets practice (Pietranton, 1998). A
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comparison of the principles of traditional servamivery versus those of managed
care can be found in Table 2. Thus whilst managg@ functions primarily to
achieve cost effective management, it also aimprbavide access to care for all
individuals and enhance the quality of servicesleead. In restructuring healthcare
systems to achieve such cost effectiveness, th&otoof access to care and the
duration of care has been transferred from heakhgpeoviders to healthcare funders.
In doing so however, patients’ access to care laadjtality of care has unfortunately
been placed at risk. As a result healthcare persitiave been challenged and forced
to act as a “middleman” between patients who exppality healthcare, and
healthcare funders who demand cost effective ietgion (Hallowell & Chapey,
2001; Pietranton, 1998). Specifically the challengaced by most HCPs in terms of
managed care include a) healthcare consumers’ satoeservices, b) the quality,
intensity, duration, and frequency of care provid®dhe livelihood of professionals,
and d) the maintenance of the each professionegiity (Hallowell & Chapey,
2001).

Table 2: A Comparison of the Principles of Traditicnal Service Delivery
Versus Those of Managed Care (Pietranton, 1998:671)

Traditional Service Delivery Managed Care Service Delivery
» Retrospective reimbursement = Prospective reimbursement
= Financial risk on payer = Financial risk on provider
= Per visit/procedure payment = Capitated rate for covered
= Authorisation is needed population
* Provider-driven system = Clinical autonomy

= More visits/procedures generate Payer-driven system
more charges (i.e. more potential Fewer visits/procedures reduce cagsts

revenue) (i.e. more potential profit)

= Payer wants provider to do as litfle Payer wants provider to do
as possible (control costs) everything possible

* Provider wants to do as much |as Provider wants to provide minimum
clinically justified services necessary (control costs)

An additional factor relating to managed care idekitreatment outcomes (Tompkins
& Lustig, 2001). In the American marketplace thegses “satisfaction guaranteed”,
“‘money back warranty”, and “the best value for yodollar” have become

commonplace (Pietranton, 1998). It is no longereatable for healthcare providers

to show simply that their treatment is effectiveheut also demonstrating the cost
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involved versus the benefits derived. Healthcarelérs are no longer interested in
paying for clinical services without the certairdl “buying” measurable outcomes.
Consequently healthcare providers are therefonegbasked to provide proof of the
measurable value of their services (Pietranton819%mpkins & Lustig, 2001).
Evidence-based medicine has thus become a donpassdigm in modern medicine,
and involves the integration of individual clinicekpertise and external scientific
evidence, so as to offer HCPs the best availakilerge about the most appropriate
treatments for their patients (Bensing, 2000). Ewesv as discussed earlier in this
chapter, patient-centred care is also a dominaaigm in modern medicine. While
both of these approaches are reportedly essentialirtical decision-making and
quality healthcare practice, Bensing (2000) st#tes they share little commonality
between one another. Firstly evidence-based mredisi disease-orientated and not
patient-centred. It relies on the “good standartitandomised clinical trials to find
evidence, thereby ignoring the diversity of sympsoimetween patients and the
diversity in the way that patients evaluate andecefih these symptoms. In addition
evidenced-based medicine relies on the HCP’s agandais/her knowledge gained
from scientific research on homogeneous populatiand does not tap the individual
patient’s unique experiences and preferences. h®wther hand patient-centred care
places emphasis on patient participation in clindecision-making and meeting
patient’s individual needs. A paradox thus arisethe sense that although evidence-
based medicine offers patients high-quality cam pnotects them from questionable
treatments, patient-centred care may come undeatthwhen patients’ personal
perspectives are bypassed. And without patientregrcare, medicine comes under
threat of losing its humane face and being reduwednere technology, paper
guidelines, and statistical figures (Bensing, 2000As a result Bensing (2000)
suggests that in order to integrate these two jmaresj such that evidence-based
medicine becomes more patient-centred and patemited care becomes more
evidence-based, health communication and commumicaesearch is necessary.
Since the best way of knowing a patient’s storyoidisten to his/her agenda, and at
present there is no other means of establishind aipatient’s preferences will be, it
follows that communication is the royal pathwayptttient-centred care. Hence the
key to strengthening the evidence base of patientred medicine lies in health
communication. For example evidence-based meduamnereportedly become more

patient-centred by incorporating patients’ prefeemnin randomised clinical trials,
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while patient-centred care can become more evidbased through more focused
study designs that pay specific attention to comoation. Thus whilst patient-
centred care and evidence-based medicine are iampocomponents for quality
healthcare, communication between healthcare comsuamd HCPs has the potential

to bridge the gap between clinical practice andicdl science (Bensing, 2000).

1.3 CONCLUSION

As a result of the paradox between patient-certegd and evidence-based medicine
(Bensing, 2000), as well as the requirements ofanoanedicine in general, it thus
appears that the stakes have been raised for padseHCPs. A need is apparent for
HCPs to strike the optimum balance between a mdkitof factors in order to ensure
that healthcare service delivery is of a high ssadd bioethical in nature, and
satisfactory to all healthcare consumers, healéhpaoviders and healthcare funders.
In achieving a balance between patient-centred gateent-centred communication,
and bioethical practice, as well as acknowledgihg significance of revealing
patients’ perceptions regarding management in dalarform change within clinical
service delivery (Sullivan, 2003), the value ofdmnce-based medicine must not be
overlooked as to the vital contributions that aradm towards medical science
(Bensing, 2000). However to ensure that managemémth is informed by a
combination of patients’ perceptions and evidernaseld medicine has the potential to
be assimilated into the present healthcare systement trends in clinical service
delivery need to be considered. Moreover in acmocd with models of managed
care, management must not only be cost effectivk antessible to all healthcare
consumers, but also its outcomes must be cleargflmeal and measurable so as to

enhance further the quality of clinical serviceidsaly (Pietranton, 1998).

Thus in view of the devastating effect that MND has both the patient and the
family system (Trail, Nelson, Van, Appel & Lai, 280 as well as the perceived
dissatisfaction and challenges regarding healthcaBouth Africa (Beck & Falkson,
2001), the present study investigated the perceptad persons with MND and the
perceptions of their caregivers with regard to entrmedical and rehabilitative
management of the disease. Attention was givethéoresulting communication
impairment and how this may have influenced paréints’ perceptions, given that

effective patient-centred communication has thempinl to alter patient-centred care,
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bioethical practice, and thus the perceived qualitgverall healthcare. Moreover by
considering clinical service delivery through explg the perceptions of healthcare
consumers regarding the medical and rehabilitathamagement of MND, it was
anticipated that areas in need of improvement @ngh would be highlighted for
HCPs, healthcare organisations, and speech-langpati®logists in view of the
significant influence that communication has on theality of healthcare.
Furthermore by acknowledging areas of improvemantcltange that healthcare
consumers perceived to be necessary for enhancedgement of MND, in relation
to considering the limitations and restrictions ttlee placed upon the current
healthcare setting, the next step towards achiekighg-quality healthcare for this
catastrophic condition was envisaged. Also whilst present study in no way
proposed to raise solutions for resolving the aurohallenges of healthcare in South
Africa, it did propose to better understand healtbcconsumers’ perceptions and
experiences relating to the management of MND ,rars# implications for enhancing
service delivery to this patient population. Fipajiven the dramatic transformations
that have occurred in healthcare across the gldhetr@nton, 1998), and the
realisation by some HCPs that it is time for a reaginning in ALS (Brooks, 1999),
it seems only fitting that efforts are made to stigate MND management in order to
initiate change. Moreover a need arises to impobvécal service delivery for MND
healthcare consumers in order to rectify the faat‘tManagement in this country is
feeble because medical people are not professemaligive up on you too easily. All
we wanted was support and to know that he actuadiyed” (Participant in this
Study).



27

CHAPTER TWO
METHODOLOGY

2.1 AIMS

2.1.1 Main Aim

To investigate the perceptions of persons with MA the perceptions of their
caregiverSwith regard to the medical and rehabilitative ngemaent received on and

following diagnosis.

2.1.2 _Sub-Aim
The following sub-aim was formulated in order taeess the main aim:
1. To explore the perceptions of persons with MNID ¢he perceptions of their
caregivers with regard to the role that the comration impairment may

have on healthcare.

2.2 RESEARCH DESIGN

An exploratory research design was employed fa #hudy as the researcher was
unable to manipulate any independent variablesetivas no control over extraneous
variables, and participants could not be assigaadamly to different test conditions
(Pannbacker & Middleton, 1994). Thus the reseateBign did not allow for
experimental investigation to be conducted, buheatfacilitated the process of
exploring, analysing, and describing the reseamghictin detail (Pannbacker &
Middleton, 1994).

Specifically the exploratory design that was ugdisfor this project was the "case
study” method. Although case study research has beticised for its expansionistic
rather than reductionistic nature, which contriBute proliferation rather than a
searching for and refining of the essences andedignts that build theory, its
exploratory power does allow for deep probing amdensive analysis of a
phenomenon occurring in one’s life that is indivatuholistic, and based on actual
practice (Lewis, 2003). The case study desighasefore invaluable in that it allows
for in-depth information to be explored and anatyse the specific context of the
research (Lewis, 2003; Stake, 1978). Furthermdniéstncase studies do not allow for
generalisation, or correlations or causal relatigs to be established, they are

! In this context caregiver refers to any family nibem significant other individual, or trained
individual that cares for the person with MND oregular basis.
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appropriate for obtaining powerful stories aboué ttesearch topic in order to
illustrate a specific social context (Doehring, &9%rbich, 2003). Thus, since the
limited number of persons with MND and the hetersgty of this population
deemed a large experimental design inappropria¢ecase study method allowed for
a great deal to be learnt from a few exemplarf®fphenomenon in question (Patton,
1987). In addition the researcher selected alparalse study design as opposed to a
single case study, because no one perspective radg a full account of the
experiences pertaining to the research discoursehiing, 1996; Grbich, 2003).
Multiple single case studies therefore offer a mbodistic, comprehensive, and
contextualised understanding of the research t@wis, 2003). Consequently this
study employed a collective case study design, e/berdetailed parallel case studies

were performed in order to gather the necessagytdadddress the research question.

The multiple parallel case studies followed a cremstional design in that each
participant was involved in one episode of datdectibn, as opposed to gathering
data over a period of time (Drummond, 1996). Tinuke present study, although all
participants were at different stages of diseasgrpssion they were all studied at the
same point in time. Despite longitudinal studiesg more effective for generalising
findings from a small sample to the broader popaatand for studying change over
time (Drummond, 1996; Lewis, 2003), the researchemnot wish to focus on change
per sé, but rather explore the broader contextinvithich change occurs so as to
capture a set of factors that participants perceasg contributing to the medical and

rehabilitative management of persons with MND.

Finally the research design fell within a predonghaqualitative research paradigm,
involving the use of in-depth interviewing. Althglua small quantitative component
was included by virtue of a motor speech assessiieit relied on numerical

evaluation, the aim of this section was to assisguantifying the communication

impairment of the sample participants rather thandfata capturing per sé. Thus in
spite of this small quantitative aspect of the glesthe researcher did not wish to
employ a multi-method study because although ong lmeatempted to assume that a
dual qualitative-quantitative paradigm of data ection yields more information, the

quality of data capturing and data analysis shaoldbe sacrificed for the quantity of
data collected (Silverman, 2000). In addition Siwan (2000) states that although
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gualitative research has been criticised as a™sofence and labelled as exploratory
only with little scientific rigour, quantitative ¢tk in the form of formal statistics is
simply inappropriate to some aspects of socialnegieor everyday situations. Hence
while quantification is often useful, it sometime®nceals fundamental social
processes (Silverman, 2000). In saying this howeyealitative research does run
the risk of threats to reliability and validity, dns susceptible to fallacies of
interpretation. On this basis in the absence angific vigilance and rigour, a

gualitative study’s significance may be limited emly (Silverman, 2000; Stake,
1978). In light of these concerns the presentysthdrefore employed a variety of
strategies as discussed towards the end of thierhander the sections on reliability
and validity, in order to protect and enhance dierdific rigour. Reliability is after

all not about the choice made between a study usingbers or one using words, but
rather about a pragmatic decision that is besegdud investigating the research topic.
No one specific methodology can offer automatictgeton from rigorous, critical

standards that must apply to any enterprise coedefmith sorting “fact” from

“fancy” (Hammersley, 1992 as cited in SilvermanQ@Q0Silverman, 2000).

2.3 RESEARCH PARTICIPANTS

The term “Unit” was adopted to describe the persath MND and all other
individuals encompassed within his/her ecologigatem. Such individuals referred
to those who were involved in the direct managenwntare of the person with
MND, and included medical HCPs (e.g. general ptiacer and neurologist), allied
medical or rehabilitative professionals (e.g. pbiserapist and psychologist), non-
medical or alternative professionals (e.g. homdopatl Reiki healer), and caregivers
(i.e. family members, significant other individuadach as friends, and individuals

trained as formal carers).

2.3.1 Participant Inclusion Criteria
2.3.1.1 The Person with MND

Persons with MND were selected for the study basetthe following criteria:

1. A diagnosis of MND based on a neurologist's etipe, regardless of the

clinical subtype or stage of progression of thease.
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2. The presence of a communication impairment ctgss of the degree of
severity, as reported subjectively by the recrgitagent, person with MND, or
caregiver.

3. The presence of one caregiver who was willing alble to participate in the
study.

4. First language English or Afrikaans speakersabse the importance of
knowing the language of the interviewee is esskftiaasking understandable
guestions and interpreting the responses accurgelg, 1989). In addition
interviews conducted in the interviewee’s primagiduage minimises threats
to the validity of responses arising from cultueadtors (Helman, 1984).

5. The approval of the recruiting agent that inles opinion the person with
MND was capable from an emotional and psychologist@ndpoint to

participate in the study.

2.3.1.2 Members of the Unit

Members of the Unit who were required to particgat the study did not include
HCPs or alternative professionals, but rather idi@ls who were involved in caring
for the personal needs of the person with MND (edvities of daily living).
Caregivers were thus selected for the study baséldeofollowing criteria:

1. He/she had been involved directly in the managgrand care of the person
with MND on a regular basis (i.e. involved at le#istee to four days per
week), and knew the person relatively well (i.evoived for at least one
month prior to participation in the study). Sucfiteria were adopted to
ensure that this member of the Unit had had sefficopportunity to observe
and formulate his/her own perceptions with regarthe general management
practices of MND, prior to engaging in the study.

2. First language English or Afrikaans speakergiersame reason documented

for the person with MND.

2.3.2 Participant Exclusion Criteria
2.3.2.1 The person with MND

Persons with MND were excluded from the study bawsethe following criteria:

1. Individuals who presented with a concomitantrakagical and/or psychiatric
illness which may have predisposed them to additiophysical,
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communicative and/or cognitive deficits, and thperated as a confounding
variable within the study. Concomitant neurologead/or psychiatric illness

was determined by confirmation from the neurolqgishd/or subjective

reports from the recruiting agent, person with MNDhis/her caregiver.

2. The presence of a premorbid history of commumnaimpairment (e.g.
stutter), as the sub-aim formulated for this studg to investigate healthcare
with respect to the communication impairment ex@aed in MND alone,
and not as a combination of communication impairtsien Prior
communication history was established through siivje reports provided by
either the person with MND or his/her caregiver.

3. The presence of any physical disabilities uteelao MND, as the researcher
aimed to minimise additional variables that persores/ have perceived as
impacting on their management, although not rejatoirectly to the

experience of MND.

2.3.2.2 Members of the Unit
Caregivers were excluded from the study based @folfowing criteria:

1. He/she presented with a disability (e.g. commaton impairment or hearing
impairment) that may have affected the interviewcpss. Such history was
determined by subjective reports from the recrgitigent, person with MND,
or the potential participant himself/herself.

2. He/she would be unreliable to participate in gtedy as reported by the
recruiting agent or person with MND. One such dacthat may have
impinged on the reliability of caregivers’ respamnseas that of denial of the

presence of MND.

2.3.3 Sampling Procedure

Persons with MND that participated in the study eveecruited from the MND

Association of South Africa, as well as from neogi$ts and rehabilitative therapists
known to treat individuals with MND. Recruitmentaurred via a criterion sampling
procedure where all individuals that met the predwrined criteria as described

earlier, and consented to participation, were a@rsid for the study (Patton, 1987).
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Criterion sampling belongs to a qualitative sangplparadigm and is a form of non-
probability sampling, where the sample that is&el& is chosen because of features
or characteristics that enable detailed exploradioth understanding of the topic under
investigation (Ritchie, Lewis & Elam, 2003a). Wi quantitative probability
sampling that aims to generate statistically regmegtive samples in order to provide
estimates of the prevalence or distribution charastics that apply to the wider
population (Grbich, 2003; Silverman, 2000), the am this study was not to
determine statistically significant discriminatomariables. Rather the present
sampling procedure aimed to recruit a heterogensamsple of individuals with
MND, in order to gain a detailed understanding hd phenomenon in question by
generating ideas and trends, and developing exjpdaisa Thus by recruiting samples
based on meeting the predetermined selection ieritend hence possessing specific
characteristics that were salient to the studyh @and meaningful data could be
yielded (Grbich, 2003).

In addition to meeting prescribed selection crggriterion sampling requires that
the sample be as diverse as possible within thadsoies of the defined population
(Ritchie et al., 2003a). Diversity maximises thpportunity to explore a full range of
factors associated with the research topic, as wsllallows investigation of
interdependency between variables such that the mebsvant variables can be
detached from those of less importance (Grbich,320Ritchie et al., 2003a;
Silverman, 2000). Consequently the researchemitedr participants at varying
stages in the progression of MND, and with varytlegrees of severity in terms of
the communication impairment, in order to offer tbpportunity of determining
trends related to variation in such variables. héltgh the literature acknowledges
that criterion sampling limits generalisation tolaager population, provides the
researcher with an opportunity for bias when cotidgcselection, and is devoid of
the benefits of quantitative sampling (Grbich, 20@3tchie et al., 2003a), a
gualitative sampling strategy was beneficial irstsiudy in order to recruit a diverse
sample of participants most appropriate for yiedddata rich in detail. Moreover
because qualitative samples are often criticisechfit possessing the features of a
guantitative sample (Ritchie et al., 2003a), iessential that if one wishes to assess

the quality of a qualitative sample the approprsg&ection criteria must be applied,
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and sampling strategies from an alternate reseaerladigm must be avoided
(Drummond, 1996; Grbich, 2003; Ritchie et al., 2803

2.3.4 Description of Participants

A total of twelve individuals participated in thgudy, including six persons with
MND and six caregivers. It should be noted thatrfrhere on the term “caregiver”
has been replaced by “family member” because iballone Unit (Unit 2) a family
member participated in the study and not a sigmificother individual or individual

trained as a carer. A detailed demographic profileach Unit is set out in Table 3.

2.3.4.1 Persons with MND

The sample of persons with MND comprised five fessand one male. This sample
was however not representative of the broader pdipul of individuals with MND in
view of the fact that typically men are more aféstthan women until the age of 70
years when the rate then becomes equal (Mitsum8®/). The average age of the
participants with MND was 58.9 years with a stadddeviation (SD) of 9.7 years.
According to Chio et al. (1999) MND peaks in thighfiand sixth decade of life, and
thus the average age of the present sample wadstoswith the literature.
Although Shadden (1988) states than many of thél@nmms associated with the
geriatric population are related to communicatiofiicdiities and that there is an
increase in incidence of cognitive and communieatiecline with age, the researcher
chose to exclude age-limiting criteria that mayeéavevented variables of a geriatric
origin from confounding the results of the studyhe reason for this decision was
based on recent literature which reports that thasebeen a gradual improvement in
the overall health of the elderly, with the majpritf individuals over 85 years caring
for themselves. Moreover new neuroimaging and wieheal methods, as well as
evolving research into the molecular study of tieevaus system, have resulted in
agreement between some researchers that despibssaof neurons, the brain
undergoes continuous adaptation as it ages (Ch&agegllowell, 2001). Thus it is
possible that an individual at the age of 75 yéare&xample, may present with intact
cognition and communication skills relative to aueterpart of 55 years. On this
basis the oldest person with MND (Unit 6) was ined in this study based on the
fact that her daughter stated that although hehenst muscles had become weak, her

brain had in fact become “sharper”. In additiothaligh formal assessments were not



34

conducted, by virtue of observation and interactlmresearcher was able to confirm
the absence of overt cognitive difficulties in adirsons with MND at the time of each
interview. The researcher does however acknowlettgg subtle cognitive

impairments may have gone unnoticed.

In terms of the diagnosis of MND, the average tinoen the month of confirmation
of the disease with the neurologist to the monthdafa collection was 17.5
months (SD = 19.1 months). The average time siheeonset of symptoms to the
month of data collection was determined as 33.0th®o(6SD = 12.9 months). Thus
from the onset of symptoms until the diagnosis diMan average of 15.5 months
(SD = 10.7 months) had lapsed. Gelinas (1999#&ssthat worldwide the mean time
from onset of symptoms to confirmation of diagnosisapproximately 16 to 18
months. However due to the small sample sizetttestcal data of the present study

should be interpreted with caution.

In terms of occupation all persons with MND had sszh gainful employment,
excepting for Unit 4 where the individual was semiployed and Unit 5 where the
individual was engaged in full-time employment.n the case of Unit 6 the person

with MND had never been employed premorbidly infil& instance.

With regard to physical presentation, three persaitis MND (Units 1, 3 & 4) were
wheelchair bound and one individual (Unit 2) wadrden, either relying totally on
or requiring assistance from a family member foraativities of daily living. The
two remaining persons with MND (Units 5 & 6) werenlaulatory, although the
individual from Unit 6 required the assistance evalker, as well as assistance for all
activities of daily living. The person with MND dm Unit 5 was completely

independent and only required assistance withrfiotor tasks.
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Table 3: Demographic Profile of Each Unit
PERSON WITH MND
Unit 1 Unit 2 Unit 3 Unit 4 Unit 5 Unit 6
Gender Female Female Female Male Female Female
Age in years 62.5 58.5 64.5 48.9 46.8 72.3
Time since diagnosis 19 months 16 months 10 months 54 months 1 month orihm
Time since onset of 33 months 23 months 23 months 57 months 26 months 6 mdhths
symptoms’
Current / previous Secretarial work (no| Nursing sister (no | Sales executive (no| Farmer & champion| Sales executive (full{ Housewife (no longer
occupation longer employed) longer employed) longer employed) | show-jumper (semi-| time employment) fulfilling previous
employed) duties)
Physical presentation | = Wheelchair Bed ridden Wheelchair =  Wheelchair =  Ambulatory =  Walks with
bound Partial use of left bound bound = Slight weakness assistance

of legs / right weakness = Limited weakness
hand Limited movement of legs
movement of legs / right hand
Extent others relied

= No functional use|
of arms / legs

hand

No functional use

Functional use of
both hands but

=  Partial use of left
hand

of both hands

=  Functional use of
both hands but

Total reliance for all

Total reliance for all

Requires assistance

Total reliance for all

Requires assistance

2 Requires assistance

upon activities of daily activities of daily for all activities of activities of daily | with fine motor tasks| for all activities of
living living daily living living daily living
Living arrangements Lives with daughter Lives with close Lives with husband | Lives with wife and |2 Lives with husband| Lives with husband,
and daughter’s family friend children and son

daughter and
daughter’s family

Current medical &
rehabilitative

illness illness illness & with neurologist with neurologist &
intervention consultations with PT| consultations with PT
& SLP when & SLP when
necessary necessary

GP in the event of
illness

GP in the event of

GP in the event of

GP in the event of

Regular follow-up

Regular follow-up

% Time since diagnosis indicates the time calculfiaah the month of diagnosis to the month of datiection.
% Time since onset of symptoms indicates the tinieutated from the month of onset of symptoms torttumth of data collection.
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PERSON WITH MND

Unit 1 Unit 2 Unit 3 Unit 4 Unit 5 Unit 6
Current non-medical / - Reflexology Drug therapy - - -
alternative intervention Reiki healing
Previous interventions SLP, PT - PT Stem cell therapy - oT
Homeopathy
Feeding status Severe difficulty PEG Occasional difficulty] Occasional difficulty;| No difficulty; normal Severe difficulty
during all meals; soff but not perceived ag soft diet diet during all meals; soff
diet problematic; normal diet; arrangement fo
diet PEG
Communication mode Non-verbal Non-verbal Speech — Speech - Speech - Speech -
AAC (alphabet board AAC (computer) unintelligible. unintelligible. intelligible unintelligible.

with eye gaze)

Facilitation with
written language

Facilitation with
written language

Facilitation with
written language

PARTICIPATORY MEMBER OF THE UNIT

Gender Female Female Male Female - Female
Relationship to person Daughter Friend Husband Wife - Daughter
with MND
Age in years 34.7 78.3 68.9 47.9 - 47.1
Current occupation Runs own business Retired Sales; semi-retired s#ssen farm - Artist

Role in the Unit

Provides physical,
emotional & financial

Provides physical,
emotional & financial

Provides physical,

emotional & financial

Provides physical,
emotional & financial

Provides physical,
emotional & financial

support support support support support
Other members of Unit | 2 fully trained carers - 2 fully trained carers qualified intensive - Husband
involved care nurse
Formal training -
received for care giving None None None None None
Formal communication None None None None - None

training received

GP = general practitioner; PT = physiotherapist? SLspeech-language pathologist; OT = occupatitweahpist; AAC = alternate &

augmentative communication, PEG = percutaneousseoge gastrostomy
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In terms of current medical and rehabilitative magntion, two persons with MND
(Units 5 & 6) attended regular and ongoing follop-appointments with their
neurologist, while the remaining participants oobnsulted their general practitioner
in the event of illness. In addition although twalividuals (Units 4 & 6) were
receiving intervention from allied medical professals in the form of physiotherapy
and speech-language pathology, these consultaiere not regular and only
occurred when the person with MND deemed it necgss&urthermore while two
persons with MND (Units 1 & 3) had received rehiddiion following diagnosis and
shortly thereafter discontinued such interventiarg other individuals (Units 2 & 5)
had never consulted a rehabilitative therapistlatldese findings were noted despite
the literature which states that individuals withNB® should receive multi-
professional intervention on a regular basis (@aljirl997; Kazandjian, 1997). With
regard to non-medical or alternative interventidng persons with MND (Units 2 &
3) were undergoing such treatments, with one pe(sbmnt 4) having abandoned
homeopathy and stem cell therapy. The alternatiterventions that persons with
MND referred to included reflexology, Reiki healirfgpmeopathy, stem cell therapy
and “drug therapy”. In this instance stem cellrépy has been labelled as an
alternative intervention because for the time being not recognised as a cure for
MND or a means to arrest disease progression, auyétat does not appear to form
part of conventional management that is documeintéloe literature. In addition the
treatment labelled “drug therapy” referred to gpdnserted twice weekly of unknown
content. According to both the person with MND draat spouse (Unit 3), there is a
centre in the Johannesburg region that claims tiwvatugh the use of this “drug
therapy” they are able to heal individuals withaaiety of disorders, including MND
and HIV/AIDS. However no additional information wd be obtained on this
treatment, and the participant who had taken pathis therapy also reported that at
the outset of this intervention she was requiredsign an indemnity form
acknowledging her involvement in an experimentabgpamme that could not

guarantee a cure.

With regard to dysphagia only one participant (Uitpresented with no difficulties
in this regard. All other persons with MND expecded problems of varying degrees

of severity, with the majority of participants hagito modify their dietary intake to
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achieve improved feeding. Furthermore the persiin MND from Unit 2 engaged
in non-oral feeding through the use of a percutas@mdoscopic gastrostomy.

On the basis of participants’ communication statsislepicted in Table 3, it is evident
that the degree of severity of the communicatiopairment was variable across
participants. Two persons (Units 1 & 2) with MNCere non-verbal and utilised no
oral language. The participant from Unit 1 made w an alphabet board in
conjunction with eye gaze as a means of commupitatihile the individual from
Unit 2 utilised a computer. Persons from Units 8, and 6 used verbal
communication, although speech was perceived asaliigible and they relied on
either written language or interpretations by thimily members to facilitate
conversation. Finally the participant from Unipgesented with intelligible speech in

the presence of mild articulatory errors.

Given that persons with MND were required to préserth a communication
impairment on the basis of subjective opiniondpfeing consent to participate in the
study the researcher chose to verify these subgeatports through the use of
objective means. The Frenchay Dysarthria Assess(R&A) (Enderby, 1984) was
thus used to assess formally the motor speechiabitif each person with MND, with
the aim to quantify and ensure the presence ofnanmamication impairment in the
sample participants. The FDA was selected forimisleis study based on the fact that
it was efficient and easy to conduct, given theacland systematic guidelines
provided in the manual. According to Enderby (1984se of administration is
important in that tests must be clear and pract@a@dminister, so that therapists are
not tempted to change procedures in order to retheéme taken to administer the
assessment. Also training for correct adminisiratof the FDA was minimal, thus
contributing to the reliability of the tool. Moreer the FDA is well standardised for
describing and differentially diagnosing dysarthaad has good test-retest reliability.
In addition the FDA is not merely a checklist oé foresence or absence of the various
components of dysarthria, but also yields dataittfatms clinical practice and allows
for quantitative comparisons to be made over timell as across patients (Enderby,
1984).

The FDA comprises eleven sections including aeretb) respiration, c) lips, d) jaw,

e) palate, f) laryngeal, g) tongue, h) intelligityij i) rate, j) sensation, and k)
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associated factors. Each section is further dd/idéo various subsections which can
be viewed on the score sheet that is provided ipeAgixA. The majority of these
sections and subsections assess speech from teebasatomical and physiological
functioning, while the section on associated factms to identify variables that may
further influence communication (e.g. hearing) (&ny, 1984). Administration and
scoring of the FDA was done in accordance withghelelines that are documented
in the manual for this assessment battery. Fanhdéurdetails regarding administration
and scoring the reader is referred to Appendix Babernatively the Frenchay

Dysarthria Assessment manual (Enderby, 1984)

With regard to quantifying the communication impaent Table 4 depicts the
participants’ average scores across the entire Batery, where 1 represents no
articulatory function and 9 represents normal fiomality. Based on this table,
statistical findings revealed that all persons WIND presented with some degree of
speech impairment thereby confirming the subjectonions of participants.
Furthermore these findings agreed with the subjedthpressions of communication
evident in Table 3, where persons with MND who weam-verbal (Units 1 & 2)
achieved the lowest score on the FDA, while thelviddal from Unit 5 who
presented with intelligible speech attained thehégy average score. A graphical
representation of each individual’'s performancealenFDA is presented in Appendix
C, along with the combined average scores of altiggants for each subtest.
Although a description of the features of each \hial's communication
impairment is beyond the scope of this discussimegause all participants did
experience reduced function on almost every sulutesite FDA, the multi-system
nature of dysarthria was highlighted (Love & WeBbB01). Moreover, the fact that
most participants presented with a variety of uppetor neuron signs (e.g. impaired
rate and range of lingual function) and lower mateuron signs (e.g. atrophy and
fasciculations of the tongue) confirmed the present a mixed spastic-flaccid
dysarthria, which is characteristic of the motoeeh impairment associated with
MND (Kent et al., 1992).
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Table 4: Participants’ Average Scores Across the Eime FDA Battery
Unit Number of Person with MND Average Per Participant (each subtes
scored out of 9)
1 3.00 (SD = 2.51)
2 2.50 (SD = 2.05)
3 4.57 (SD = 2.73)
4 4.11 (SD = 2.08)
5 7.68 (SD = 1.09)
6 3.64 (SD = 1.57)
Average (Standard Deviation) 4.25 (SD = 1.84)

Finally with regard to the associated factors Hratdepicted in Table 5, no significant
variables were apparent that may have had a furithifwence on the speech
impairment of each person with MND. Although itpsssible that factors such as
Meniére’'s Disease, glaucoma and posture could h#feeted the communication of
individuals, the researcher interpreted all finding context and therefore did not
believe that such variables were problematic inilkdévziduals who participated in the
present study. The reader is referred to Tabltedsder to obtain a further description
and understanding of each person with MND.
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Table 5: Possible Influencing Factors for Each Peon with MND
Unit No of 1 2 3 4 5 6
Person with
MND
Hearing NAR; adequate at a | NAR; adequate at a | NAR; adequate at a | NAR; adequate at a | NAR; adequate at a | NAR; Meniere’s
conversational level | conversational level | conversational level | conversational level | conversational level | Disease left ear;
adequate at a
conversational level
Sight NAR; wears glasses| Glaucoma; wears NAR; wears glasses | NAR; wears glasses | NAR; wears glasses | Reduced sight in righ
for reading & glasses for reading & for reading & for reading & for reading & eye; wears glasses fc
watching television | watching television | watching television | watching television | watching television | reading & watching
television
Teeth Full set of dentures; | Full set of dentures; | Full set of dentures; | Own teeth in-situ; Full set of dentures; | Full set of dentures;
teeth & gums teeth & gums teeth & gums teeth & gums teeth & gums teeth & gums
appeared healthy appeared healthy appeared healthy appeared healthy appeared healthy appeared healthy
Language | NAD based on NAD based on NAD based on NAD based on NAD based on NAD based on
conversational conversational conversational conversational conversational conversational
interactions; no interactions; no interactions; no interactions; no interactions; no interactions; no
additional testing additional testing additional testing additional testing additional testing additional testing
required required required required required required
Mood Very insightful; Very insightful; Questionable insight;| Very insightful; Questionable insight;| Insightful;
cooperative; cooperative; cooperative; cooperative; cooperative; cooperative;
motivated; very motivated; resentful | motivated; very motivated; very motivated; tearful motivated; appeared
tearful positive positive; occasionally] “down”

udownn

=



42

Unit No of 1 2 3 4 5 6
Person with
MND
Posture Sitting upright in Lying in bed; Sitting upright in Sitting upright in Sitting upright in Sitting upright in

wheelchair; slight
asymmetry of chest
& head; no obvious
tension in shoulders
head control
appeared adequate

propped up by
pillows; symmetry of
chest & head; no
obvious tension in
shoulders; head
control appeared
adequate

chair; symmetry of
chest & head; no
obvious tension in
shoulders; head
control appeared
adequate

wheelchair; slight
asymmetry of chest §
head; slight tension i
shoulders; head
drooping slightly to
right side

chair; symmetry of
: chest & head; no
n obvious tension in
shoulders; head
control appeared
adequate

chair; symmetry of
chest & head; no
obvious tension in
shoulders; head
control appeared
adequate

Rate (words /
min

Not applicable —
communicated via
alphabet board & ey
gaze

Not applicable —
communicated via
e computer

Slow & laboured
speech; less than 15
words per minute

Slow & laboured
D speech; less than 15
words per minute

Normal speech rate;
D150 to 200 words per
minute

Slow & laboured
speech; less than 15
words per minute

Sensation

NAD for upper lip &
tongue; overall
sensation reportedly
intact

NAD for upper lip &
tongue; overall
sensation reportedly

intact

NAD for upper lip &
tongue; overall
sensation reportedly
intact

NAD for upper lip &
tongue; overall
sensation reportedly

NAD for upper lip &
tongue; overall
sensation reportedly

intact

intact

NAD for upper lip &
tongue; overall
sensation reportedly
intact

NAR = No abnormality reported
NAD = No abnormality detected
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2.3.4.2 Participatory Member of the Unit

For each person with MND, one of his/her family nbems participated in the study
(Table 3). The sample of participatory memberthefUnits comprised four females
and one male, which included more specifically tdaughters, one close female
friend, one wife, and one husband. It should haweéwe noted that for Unit 5 no
family member, significant other individual, or imdlual trained as a carer
participated in this study. Although the husbahdhe person with MND in Unit 5
had agreed verbally to participate in the resedreHailed to arrive at the scheduled
interview and instead informed the researcherhikato longer wished to be involved
in the process. According to this individual’'s ihe had not yet accepted her
diagnosis of MND, and perhaps perceived partiogpatin the study to be too
overwhelming. Although the participant inclusioniteria required the presence of a
family member, significant other individual, or iudlual trained as a carer, the
person with MND from Unit 5 was interviewed befdrer husband withdrew from
the study. Furthermore upon examining the datewha provided by the person with
MND, it was evident that very interesting infornmatihad been yielded, which the
researcher believed would contribute to the valuéhis study. Moreover because
this individual from Unit 5 was the only particigan the study who had been newly
diagnosed with MND and presented with relativelielingible speech, her inclusion
contributed further to the diversity of sample mapants. Apart from the advantages
of sample diversity mentioned earlier, because ctisdy research also allows for
continuity and change in the dynamics of each studly to be documented, and
accommodates variation between cases (Grbich, 2@@3ysion of this individual
was deemed appropriate. On this basis while aclaumging the importance of
adhering rigidly to participant selection criteffaorder to ensure the integrity of a
study, the researcher in this case believed tlanttiusion of Unit 5 was of benefit to
this study in terms of the valuable informationtttize person with MND provided

and the diversity that was added to the sample.

The average age of participatory members was 58atsy(SD = 17.8 years). All
participatory members of the Units claimed to pdeviphysical, emotional and
financial support for the person with MND. In ailohh to these participatory
members, Units 1, 3 and 4 also comprised formabynéd carers who provided

additional physical and emotional assistance to peesons with MND. The
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individual from Unit 6 also relied on her husbamdaddition to her daughter for
further support. Finally in terms of caregiveritiag and training to facilitate

communication, no family members received inpuhie effect.

2.4 RESEARCH PROTOCOL

2.4.1 Data Collection Procedure

Data collection was conducted based on the follgwgystematic procedure:

1. Ethical clearance was obtained from the Committe Research on Human
Subjects (Medical) and from the Faculty of Humastat the University of the
Witwatersrand, granting permission for the studypéoconducted. A copy of
the Research Clearance Certificate can be fouAgpendix D.

2. Following ethical clearance a summary of theaesh proposal was submitted
to the MND Association of South Africa and variausurologists, informing
them of the study that the researcher wished tcemtiakie. A letter of
permission was submitted to each of these recgulizdies requesting access
to the contact details of persons with MND (an eplnof which is available
in Appendix E). In addition various rehabilitatitimerapists who work in the
field of adult neurogenic disorders were also ccieih In cases where such
professionals were able to access persons with MiNBiter of permission as
set out in Appendix E was either faxed or e-maitethese HCPs.

3. In instances where the researcher’s requeghéirontact details of persons
with MND was approved, the various recruiting bedmontacted potential
participants to inform them of the study and tangaiovisional consent.

4. Once gaining provisional consent the reseanctagte telephonic contact with
each person with MND. The availability of a familyember who was able
and willing to participate in the study was alstablished. In the event that
the person with  MND was unable to communicate tedepcally, the
researcher made contact with a family member agdested that he/she re-
establish consent with the individual through nembal means.

5. Following verbal or non-verbal agreement by hudities to participate in the
study, the researcher made an appointment to egterson with MND and
his/her family member.

6. Upon meeting the person with MND and his/herifamember, the aim and

protocol of the study was reviewed and the writbeformation sheet was
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provided (an example of which is evident in AppenB). The aim of the
information sheet was to communicate to both thesqgre with MND and
his/her family member a) the purpose of the stugya formal invite to
participate, c) the basis for participant selectidhthe requirements of their
involvement, and e) an assurance of confidenti@®gbich, 2003). Both the
person with MND and his/her family member were isgpito sign separate
consent forms, agreeing formally to participatethe study (Appendix G).
The principle of informed consent implies that mapants are entitled to
know their role in the study by understanding tipeirpose in the project, and
the nature of the research instrumentation to bésed. Such an
understanding and willingness to participate redwegnerability and acts as a
protective mechanism for participants (Grbich, 2003 the event that the
person with MND was unable to sign the consent faromsent was obtained
verbally and the family member was required to sagnbehalf of the person
with MND.

Following consent the researcher conducted t@nview with the person with
MND and performed a motor speech evaluation. Tdfegean interview was
also conducted with the family member. Both intmms were conducted
separately, such that while the person with MND \pasticipating in the
interview his/her family member was not presentl @ice versa.

On completion of the interviews and motor speeehluation, for those
persons with MND who had not been recruited bywalegist, the researcher
requested their permission to contact the diaggogpimysician in order to
confirm the presence of the disease. Althoughrotberuiting bodies and
members of each Unit were certain of the diagnakes researcher wished to
obtain accurate details from a neurologist.

Upon contacting each person’s neurologist, tbsearcher informed the
professional that the person with MND had providpdrmission for
information regarding his/her diagnosis to be dijea. The researcher

requested medical details about the person with MiNe time of diagnosis.

10. On completion of the data collection procesatticipants were provided

with a letter from the researcher, thanking thempiarticipating in the study.
In addition, participants with MND who were not eddng management from

a speech-language pathologist were provided with d¢bntact details of
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various bodies that either offer the appropriateesp-language pathology
services, or would assist the individual in makaaptact with an appropriate

speech-language pathologist in his/her area (Aprédtd

2.4.2 Data Collection Method
The data collection method comprised two componewsiely an interview with the

person with MND and an interview with his/her fagmhember.

2.4.2.1 Interview with the Person with MND

Persons with MND were interviewed by the researcimertheir homes. The
interviews were conducted alone in the absencefaindy member, as the researcher
wished to prevent responses being influenced betweeties. Although interviews
were envisaged to take approximately 60 minutes, aerage interaction with a
person with MND took approximately two hours inwief the severe communication

impairment that was experienced by almost all pgdnts.

Each interview followed a semi-structured formaheneby the researcher utilised a
predetermined interview schedule to guide the auiion between herself and the
person with MND. The interview schedule comprisadous questions accompanied
by a variety of appropriate probes, so as to dl@tnecessary information that would
address the research question. These probes wesmvér not worded as specific
guestions, because the use of probes is aimedaidpry a mere indication of the
subtopics that the researcher wishes to explorgetail (Arthur & Nazroo, 2003).
The probes on the present interview schedule viraied guide to simply facilitate the
interview process, and allowed for the inclusionadflitional statements or probes
based on what was deemed appropriate during edehadgtion with a particular
participant (Arthur & Nazroo, 2003). As a resuietresearcher was consequently
afforded a degree of control during the intervienwwgess in that she was able to ask
specific questions while probing responses simelasly to yield rich and in-depth
information, as well as achieve a level of consisyebetween participants (Arthur &
Nazroo, 2003; Drummond, 1996). Moreover allowaneese also made for the
interviewee to expand on any questions asked, imupudifferent points of interest as

they arose (Drummond, 1996).
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In the event that the person with MND presentechwitinimal or absent verbal
communication, the researcher modified the intevviprocess in order to
accommodate the interviewee’s response mode. sksoahere the person with MND
utilised a form of alternate and augmentative comication, the interview was
conducted via the available communication modalitidowever in situations of
compromised verbal communication and no alternasigmentative communication
in-situ, the researcher implemented a means of aorwation that best suited the
individual. For example in the presence of funtdlouse of the hands, the person
with MND was requested to use written languageatalifate his/her communicative
attempts. Alternatively head nodding or eye blgkiwas introduced if reduced
motor ability prevented the use of the written niidgar any other form of alternate
and augmentative communication. Furthermore im $astances the researcher also
modified questions and probes in such a way so &didit closed-ended responses,
particularly of a yes-no nature. It is acknowledigieat by reducing the interview to a
single-word response format, the richness of data wndoubtedly compromised and
the researcher was offered an opportunity to biadigipants’ responses either
consciously or unconsciously. However, the realityhe situation is that such forms
of communication are often the only means of irgtng with individuals who are

communicatively impaired.

Prior to the commencement of each interview, theeaecher spent time with the
person with MND familiarising him/her with the commication mode that would be
utilised in an attempt to achieve successful afidbie communicative interactions.
All participants were requested to provide as muadbrmation and detail as they felt
comfortable. During the course of each intervigyyticipants’ responses were
recorded on the interview schedule below each mresind the accompanying
probes. Any additional information that was yieldend deemed relevant to the study

was noted in the space provided on the intervidvedale.

2.4.2.2 Interview with the Family Member

Unlike the interview with the person with MND thatmed to determine his/her
specific perceptions regarding management praébicéhis condition, the interview
with family members aimed to establish their peadgrerceptions concerning both

the medical and rehabilitative management of tiseatie. In addition the interview
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with the family members also provided a means ofyiag certain factual responses
(e.g. time of diagnosis) obtained from the persdh WIND.

The interview with the family member took placetlhé home of the person with
MND and took approximately 60 minutes to complelteterviews were conducted in
the absence of the person with MND so as to prefaanily members from feeling

pressurised to provide responses that would beptaide or desirable to the
individual with this disease. The same semi-stmgdt interview format and
interview schedule was utilised, as described lier interview with the person with
MND. Questions and probes were however wordeditit &he perceptions of the
family member, and not what he/she thought the guensith MND might have

perceived. Participants’ responses and additiorfarmation rendered were again
recorded on the interview schedule in the spacesiged. Family members were

also encouraged to provide as much informationcetdil as they felt comfortable.

It is important to note that although the literatueports the benefits of tape recording
interviews so as to allow the interviewer suffidi¢éime to respond appropriately to
the needs and cues of the interviewee (Legard, &eé&gWard, 2003; Patton, 1987),
neither the interviews with persons with MND or timerviews with their family
members were tape recorded in the present studyringpthe interview with the
person with MND, tape recording was not practicaleg that the majority of
individuals were either non-verbal or had limitgeesch intelligibility. Also given
that participants responded very slowly and exbiiteduced sentence complexity,
the researcher had sufficient opportunity to recalldresponses provided by the
interviewees. In addition where persons with MN&dlused written language to
respond to questions, the researcher kept theponss sheets and therefore had
recordings of verbatim responses. With regard e interviews with family
members, tape recordings were also omitted frond#ta collection method in order
to achieve consistency in the methodology. Simeedubtleties of communication
(e.g. intonation and pause) can have a signifieffatt on data interpretation (Legard
et al.,, 2003), by eliciting equal amounts of datween persons with MND and
family members, bias in the data interpretationsgheas prevented. Furthermore

since semi-structured interviews run the risk afitthg vast amounts of unnecessary
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detail (Arthur & Nazroo, 2003), the absence of tegeprding allowed the researcher
to record only that which was deemed salient tcstbdy.

2.5 RESEARCH INSTRUMENTATION

The research instrument that was utilised to etloét perceptions of persons with
MND and the perceptions of their family membershwitggard to MND management
was that of the interview schedule.

2.5.1 Rationale for a Combined Face-to-Face Intergiv with Guiding Interview

Schedule
In conjunction with the interview schedule, theadabllection process took the form
of face-to-face interviewsSuch interviews minimise the possibility of missidgta
and facilitate the establishment of rapport, whichportedly improves the
interviewee’s willingness to co-operate in a st@dgat, 2002). A combination of an
interview and guiding schedule is thus describedaalseneficial means of data
collection because a schedule allows one to fondscantain the interview, while the
researcher also has the opportunity to explairatigypants any ambiguous questions
that may emerge and clarify participants’ answarseisponse to certain questions.
An interview is therefore a means for validating timterview schedule (Gorden,
1969; Phillips, 1971). Moreover in the presentdgtut was important for the
researcher to assist in the interview process,Usecalthough patients are said to be
apt in reporting their feelings, they often canoainment on with sufficient detail the
communicative behaviours of HCPs (Epstein, 200@)was thus necessary in this
study for the researcher to facilitate the intews® as to ensure that the participants
did not merely “vent” or provide their emotions abonanagement practice in MND,
but rather highlight different behaviours of HCRattengendered such feelings. To
this end Berg (1995) states that an interview sglkeeid therefore an effective method
for exploring any particular area in depth, as vesligaining an understanding of the
perceptions of participants with regard to a paféic topic and how they attach

meaning to the phenomenon in question.

2.5.2 Construction of the Interview Schedule

According to Fossum and Arborelius (2004) it isesdml that one studies the
communication behaviours between patient and HEPaurse factors such as patient

satisfaction, patient compliance, patient undeditay) treatment outcomes and
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efficacy, and thus the patient’s overall percegiohhis/her healthcare encounter, are
founded upon patient-professional communicativeeraittions. The researcher
therefore believed in the present study that iftipgants were questioned about
communicative interactions between themselves aedt HCPs, then perceptions
regarding patient-centred care, patient-centredhzonncation, and bioethical practice
would be elicited, thereby giving rise to their oalé perceptions relating to the
medical and rehabilitative management of MND. lgisg this however, although
there are a variety of measures available to atkessommunication that arises in
healthcare (i.e. health communication), there iesently no gold standard for
measuring patient-centred communication (ZandIssitets, Oort & de Haes, 2005).
Moreover there are no instruments available thailifae the exploration of
communication behaviours between the patient amghtbfessional in the presence of
the patient being communicatively impaired, ashi& tase of individuals with MND.
Thus in view of the failure to locate a researcétrunment that was sensitive to the

current study, the researcher developed an origiioako elicit the data required.

In order to construct the interview schedule aeevof the relevant literature was
conducted (Berg, 1995), so as to ensure that theegbof the research instrument
was appropriate and suitable to meeting the aimsabehim of this study. Additional
information and insight beneficial for constructitfte interview schedule was also
obtained through a preliminary interview phaseditiduals with experience in the
field of MND, such as a speech-language pathologisl a medical HCP were
interviewed, as well as persons and their familyniners who had been exposed to
various health conditions that require ongoing ma&di and rehabilitative
management. Although it is acknowledged that uisving individuals with MND
and their family members would have been more agpate for aiding the
development of the interview schedule, the researttad difficulty in recruiting
sufficient numbers of persons with MND for both hreliminary interview phase of
the study and the actual data collection stage. tt@s basis an individual with
Parkinson’s disease and his wife were consulted,thés disorder is also a
neurodegenerative condition and is in many wayslaino MND as it too requires
ongoing medical and rehabilitative management.addition an individual who had
suffered a severe gunshot wound to the face, andife were also interviewed. This

dyad provided beneficial information during the Ipnénary interview phase, as the
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victim and his wife had been involved in years n§oing management with a variety
of medical, allied medical and alternative professis, and he had been required to

make many important decisions regarding his future.

The preliminary interview phase comprised sepdiate-to-face interviews with the
persons mentioned in the paragraph above. Thedajadch interview was to yield
information that would assist the researcher wiih development of an instrument
suitable for addressing the aims of the currerdystu=or example when interviewing
the professionals, questions were asked with reg@artheir opinions on current
management practice for MND, whether or not the moimication impairment was
perceived to impact on management, whether chamgesded to be made in terms of
the way in which professionals communicate withspas with MND, and whether
they felt that current management for MND is patieentred and bioethical. For the
Parkinson’s disease and gunshot wound dyads, questelated specifically to the
communicative interactions experienced betweenegsibnals and the patient, and
between professionals and the family members. @msstherefore addressed issues
such as communication preferences, for example hghethe HCPs should
communicate with the patient, with the family memlm with both individuals. The
communication style of HCPs was also investigated| focused on aspects such as
maintaining or avoiding eye contact, and the usgagjon during communicative
interactions. In addition dyads were questionedamdigg patient-centred and
bioethical behaviours that are conveyed through noonication. For example
guestions were asked about disclosing or withhgldwfiormation, and the amount of
autonomy and power given with regard to decisioestgining to management.
Finally dyads were also requested to provide angitiatal information or

experiences that they had endured and felt woddtabe researcher in any way.

Prior to conducting all preliminary interviews, pegation was done in terms of the
probes that would be used by the researcher tedh&ldiscussion, so as to elicit the
underlying issues, opinions, attitudes and expedsrpertinent to the research topic
in question. Questions posed by the researchex wy@en-ended in nature, offering
participants maximum opportunity to convey theioughts and ideas in detail. All

information provided by participants was recordgdle researcher for possible use
when developing the research instrument (Frey &t&wm 1993). Based on the
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information provided from the literature review atie preliminary interviews, the
researcher then developed a research instrumenga(i.interview schedule) entitled
“The Communication Taxonomy of Perceptions Regaydie Medical and

Rehabilitative Management of Motor Neuron Disedggipendix I).

2.5.3 Types of Questions

“The Communication Taxonomy of Perceptions Regaydie Medical and
Rehabilitative Management of Motor Neuron Diseasahprised mainly open-ended
guestions, with the inclusion of some closed-erglasktions. A combination of both
guestion types was used because effective in-defgtviewing includes a mixture of
both broad and narrow questions (Legard et al.3200

In terms of the open-ended questions, both desai@nd probing questions were
predominately utilised. Descriptive questionsielicwealth of information from the
interviewee about a topic that he/she knows wdlhey are also used early in the
interview process when the interviewer begins veitbad questions (Grbich, 2003).
In terms of the current study many general desedptjuestions were posed
throughout the entire interview. For example squbstions includedHow did you
feel after the diagnosis?0r “What recommendations were given to youZ®'further
descriptive technique that was used by the researnsfas the rendering of polar
positions to discover the interviewee’s stance aoraroversial issue (Grbich, 2003).
For example a question might have been posed sjt8ane individuals with MND
said that the support group offers much assistacaes and information, while others
said that the group is completely useless and ofatwe. What are your views on this
issue?” Although this technique requires the researchelivolge information given
by another interviewee, a preliminary exposé céadly gained knowledge is essential
if confirmation of certain issues is to occur. thermore this type of questioning
focuses the interviewee on very specific issuestibgshe might have not considered
previously, while also opening the discussion taae topics that the respondent
may have felt uncomfortable or vulnerable discuggi@rbich, 2003). In addition to
descriptive questions, the researcher utilised ipgpluestions to narrow the broad
information provided throughout the interview. oBing techniques included the use
of silence, facial expressions and verbal cues as¢bh” , “really” , “well” , and“so

let me get this straight, first this..., then thjsand now this’ The aim of these
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probing questions was to highlight to the intenaéewthat although the information
that he/she had provided was valued and far gréaderthe interviewer’'s knowledge,
a discrepancy had been noted. Thus the probirtmpigees helped to ensure that the
researcher was a "critical friend" rather than dyeaecredulous recipient of any story
(Grbich, 2003). Another open-ended questioningrigpe that was employed in this
study was the use of hypothetical questions. Gmthetical question adopted by
the researcher waslf a support group was established for MND that tnza a
weekly basis to provide education and rehabilitatido you think this would make a
difference to you?” Such questioning poses an ideal or confrontsirttezviewee,
thus probing his/her opinions and provoking furthiescussion (Grbich, 2003). A
final technique that was used included summary tgues to clarify and verify
participants’ responses. At the end of each seabio the interview schedule the
researcher provided a summary and integrationefriformation yielded, and asked
the interviewee for confirmation or further expléoa. This technique reportedly
orders data and prevents it from becoming too aliffito handle (Grbich, 2003).
Moreover summary questions also aimed to wind ddweninterview, as Arthur and
Nazroo (2003) suggest that it is important thatipigants are given the opportunity
to move away from any feelings of distress or arigeexample that may have been
generated during the discussion.

With regard to closed-ended questions, questiooirbis nature occurred throughout
the interview process although its use was limitedcomparison to open-ended
guestions. Following each interview the researdwnpleted a self-evaluation to
assess her interviewing techniques. On evaluatioras established that although
several closed-ended questions were used suchH'Hasie you ever attended
physiotherapy?”they were followed inevitably by an open-endedsgjoa such as,
“What are your opinions with regard to physiothey&d Such questioning was done
intuitively on the part of the researcher in ortteyield maximum data, and therefore
confirms the fact that closed-ended questions alofier limited responses to
individual contexts, and prevent the generatiorineflepth information (Arthur &
Nazroo, 2003). Furthermore in the medical encaurterd, Fallowfield and Lewis
(1996 as cited in Zandbelt et al., 2005) state thased-ended questions limit the
range of patient responses and discourage infosmdisclosure, as opposed to open-

ended probing that gives patients space to resp@nml.this basis a combination of
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both open-ended and closed-ended questions wadarsind present study, deeming
it particularly beneficial when little is known almothe research topic in question
(Peat, 2002).

2.5.4 Content of the Interview Schedule

“The Communication Taxonomy of Perceptions Regardiime Medical and
Rehabilitative Management of Motor Neuron Diseaseds designed to elicit
participants’ experiences, attitudes, opinionsagdand understanding of medical and
rehabilitative interventions that are received ol dollowing diagnosis of MND.
The interview schedule therefore aimed to yieldadhat would inform the researcher
about patient-centred care, patient-centred comration, and bioethical practice
that is inherent to the overall management of MNDFurthermore since
communication is a fundamental part of the manageérmeany disease (Fossum &
Arborelius, 2004), communication and the compon@usiprising communication
were used as a “vehicle” for eliciting data thataoreveal participants’ perceptions.
The principles and components that govern commtioitdhus laid the foundation
for the interview schedule upon which to questi@mtipipants and provoke further

discussion surrounding their journey relating t® mtanagement of MND.

The content of the interview schedule comprised fimain sections and various
subsections as set out in Table 6. The main seciteluded a) personal information,
b) perception-based communication profile, ¢) coditlg comments, and d) ethical
behaviours. Each section was designed accordiagftonelling sequence, whereby
general questions were asked first followed byaasmgly more specific ones. Such
a format was adopted so that the interview woutavfand interviewees would not
feel pressurised at the outset of the interactidh the researcher (Arthur & Nazroo,

2003). The content and rationale for each secpears in the write-up that follows.
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Table 6: Content of the Communication Taxonomy of PBrceptions
Regarding the Medical and Rehabilitative Managemenbf Motor

Neuron Disease

Section Heading
Section A Personal Information
Section B Perception-Based Communication Profile

Subsection a | Communicative Style of the Profesdion

Subsection b Communicative Content

Subsection ¢ | Healthcare Consumer-ProfessionatiBeship

Subsection d The Person with MND as a Communicator

Section C Concluding Comments

Section D Ethical Behaviours

Subsection a | Bioethical Principles

Subsection b | Principles Relating to the Patienfd3asional
Relationship

Section A: Personal Information

According to Berg (1995) the initial questions atke a questionnaire or interview
should be easy straightforward questions that elageufull participation in the study.
This first section of the current interview schexluherefore aimed to establish
personal or case history information about theigpeint. Within this section of the
interview schedule two separate components wereloged, one to be completed
when interviewing the person with MND, and the otlier completion when

interviewing the family member. The first componheelevant to the person with
MND was designed to elicit his/her biographicabimmhation. Questions for example
pertained to diagnosis and symptoms, as well ascygation in daily activities,

members of the Unit, communication competency, @athagement or intervention
history. The second component specific to the nezrob the Unit who participated
in the study (i.e. a family member), addressed taiplical details regarding the
person with MND, so as to verify responses provigtethe previous component by
this individual. In addition questions were alsed about the family member’s role
in the Unit and his/her relationship with the persath MND, as well as training that
might have been received to prepare himself/hefselicaring for a terminally ill

individual, and communicating with a communicativempaired person. Such
opening questions not only eased the respectiesvieivees into the study but also
facilitated the development of rapport and trustmeen the interviewer and the
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interviewee, which is essential for eliciting réli@ responses as the research process
progresses (Berg, 1995).

Section B: Perception-Based Communication Profile

This section of the interview schedule elicitedtiogyzants’ perceptions with regard to
the communicative interactions that occurred betwssrsons with MND and treating
HCPs. It aimed to establish a communication peofib depict the areas of
communicative strengths and weaknesses, and coroativei concerns and

preferences that arose during interactions betweesons with MND and their HCPs.

Reportedly health communication encompasses nagatround health, perceptions
of health, medicine, and healthcare services arltig® (Thiede, 2005). More
specifically health communication focuses on specifasks and observable
professional behaviours such as interviewing, erjig, providing instructions and
information, and offering counselling. In additiamterpersonal skills are a further
building block for good health communication (Duffgordon, Whelan, Cole-Kelly
& Frankel, 2004). However while such an explanatid health communication may
seem sufficient at a glance, and indeed elemerth as information-giving and
counselling are vital components of any qualityigrgtprofessional interaction, it
does not focus on the very essence of communicatiwh fails to encompass the
fundamental or core theoretical elements that caamommunication. Theoretically
authors believe communication is the process oflisgnand receiving messages in
order to transmit information between persons oougs (McLaughlin, 1998).
Beyond this “mechanistic” process McLaughlin (198&tes that communication is
also a social behaviour, where social interactibase the capacity to affect the
actions of other people or groups of people, a$ aginfluence their thoughts, ideas
and decisions. Similarly, interactions betweenigmas and HCPs also have the
capacity to influence individual behaviours andeeffhealth outcomes (Fossum &
Arborelius, 2004). On this basis when devisingti®ad of the interview schedule in
order to elicit participants’ perceptions regardimpmmunicative interactions,
attention was given not only to the importance eélth communication but also to
the theoretical underpinnings of communication emegyal. In acknowledging health
communication and the core elements of communicatiagyeneral, Section B of the

interview schedule was divided further into four bsections including a)
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communicative style of the professional, b) commative content, c) healthcare
consumer-professional relationship, and d) theqrevdth MND as a communicator.

Subsection a - Communicative Style of the Profegsilo

The communicative style of professionals referethe manner and techniques used
by HCPs to interact or engage with patients. Hiyde was evaluated by eliciting
participants’ perceptions regarding HCPs’ behawaamd actions relating to various
domains of communication. The subsection was fberadivided into five further
components, including a) speech / paralinguisbg¢gjon-linguistics, ¢) language, d)
meta-linguistics, and e) integration of subsectiorhese components were selected
by virtue of the fact that communication is a ndittiensional and multicomponent
process that comprises more than speech and lamgalage (McLaughlin, 1998).
Researchers such as Dore (1986 as cited in McLand8198) and Skinner (1957 as
cited in McLaughlin, 1998) claim that speakers dorenthan talk, and therefore
making sounds, speaking words, and producing graioahaentences does not imply
that one is a competent communicator. Communieatiompetency only occurs
when speakers are understood by their listenersaduesh they are able to influence
effectively their listeners’ behaviours. Thus tessence of communication goes
beyond mere production, and includes effective rganmeent of all properties vital for
meeting the speaker's overall goal, and thus effgcthange in the listener's
behaviour (McLaughlin, 1998).

A brief discussion of the five components that Bsted in the previous paragraph
follows below. Statements in italics representexample of the content that was
used to introduce each component to the participmtiddition examples of probes
used to elicit information about each componentprozided. While the probes are
indicative of jargon common to speech-language @atfists, such terminology was

simplified during the interviews to aid participantinderstanding.

» Speech / Paralinguistics
The professional speaks in a clear and understaledaianner

Examples of probesirticulation, vocal intensity, rate and flow

Speech is the dynamic production of sounds to comwate meaning through the

neuromuscular control of the vocal tract. Howewenveying meaning is not done
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through words alone, but also through the mannewlmch they are produced.
Paralinguistics therefore refers to the melodic ponents of speech production, such
as stress and intonation, which modify the meanaiga delivered message
(McLaughlin, 1998). For the purpose of the intewi schedule, speech and
paralinguistics were incorporated into one compgnieecause participants from the
preliminary interview phase of the study did notgeéve these constructs as being

impaired in treating HCPs.

» Non- Linguistics
The professional facilitates verbal communicatiorotigh non-verbal means
Examples of probegye contact, gesture, facial expressions and prseem

Non-verbal communication is provided through the asnon-linguistic cues such as
body language and gesture, and accompanies th&esfseavords to enhance the
quality of verbal communication (McLaughlin, 1998\ccording to Burgoon, Buller
and Woodall (1989 as cited in Gallagher, Hartungyrzina, Gregory & Merolla,
2005) non-verbal contributions are a central paft tike content of health
communication, and not only augment the spoken vimridalso make meaningful
statements in their own right. The inclusion ohdmguistic cues when investigating
patient-professional interactions is thus importéetause the absence of non-verbal
communication inhibits disclosure of psychosociahaerns and the professional’s
awareness of these concerns, as well as signalsatikeof involvement of the

practitioner in the interaction (Gallagher et 2005).

» Language
The professional’s manner of speaking and the cwrdé what is said is easy to
understand
Examples of probes:sentence complexity, jargon, turn-taking, repairnda

information quality and quantity

Language can be defined as a social behaviouradd behaviour, or a system of
mental rules in which shared symbols or words aeiio convey ideas or feelings.
The main components of language include syntax,as@os and pragmatics
(McLaughlin, 1998). For the purpose of this stutlg constructs of syntax and

semantics were dealt with on a superficial levéhis decision was made because
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participants from the preliminary interview phasa& dot perceive syntax and
semantics as areas of language having a major tropacommunicative interactions,
relative to the significant reports made with rejgw the pragmatic behaviours of
HCPs. More attention was therefore given to pragsar the use of language, as
this aspect reportedly comes closest to the héadrmamunication and focuses on the
speaker’s achievement of a practical outcome thrdhg use of language as a tool
(McLaughlin, 1998). In addition to elements of gmaatics such as topic initiation,
turn-taking and repair, discourse or the extendmtal exchange of information was
also considered. Cooperation principles describgdGrice (1975 as cited in
McLaughlin, 1998), which are fundamental for effeetconversation, were included
as probes on the interview schedule. Exampleshege probes included the
appropriate quantity of information provided, adatgu quality or truthfulness,
relevant information on the topic, and the delivefyinformation in a manner that is

clear and understandable.

» Meta-Linguistics
The professional thinks about what he/she says whaesmitting messages
Examples of probesawareness of communication breakdowns, makes matibins
to suit the individual's needs, adjusts contentrappately (e.g. jargon), and directs

conversation to person with MND and/or family membe

The professional thinks about messages that aved
Examples of probesprobes further when limited information or singleordd
responses are provided, accurate interpretationincbming signals, and responds

appropriately to incoming signals

Meta-linguistics refers to the skills available ttlemable one to talk about language,
analyse language, and focus not only on what rsstnétted but also the manner in
which the transmission is accomplished (Shamesg W&ii Secord, 1998). This
component of the interview schedule therefore itatdd the researcher in trying to
ascertain whether HCPs appeared to demonstratesa o€ self-awareness regarding
the messages that they transmitted and receivetbbe® for this section were
generated on the basis of experiences and pernsppi@vided by the Parkinson’s
disease dyad and the gunshot wound dyad, as wedipasts from the literature that
describe meta-linguistics (McLaughlin, 1998; Shamtesl., 1998).
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» Integration of Subsection

Additional comments regarding the communicativiesifthe professional

This component of the interview schedule did notnpose any predetermined
probes. It simply provided the interviewer an appoity to review and summarise
the findings yielded by the participant, as wellvasify any misunderstandings. In
addition the interviewee was given a chance to ipewany additional information

deemed significant to the topic under discussion.

Subsection b - Communicative Content

This subsection of the interview schedule focusedtlee content of information
exchanged between the treating HCP and the pergbrMMD. Health information

is important for patient-centred care and playgyole in facilitating individuals to
become autonomous within their own healthcare @r2003). However because the
exchange of information from patient to professlararom professional to patient is
not consumed automatically or processed homogehedi$iede, 2005), this
subsection of the interview schedule looked atcibretent of information transmitted
between the healthcare consumer and HCP, and teatiab for communication or
informational breakdowns. In addition the pragmatierequisites necessary for the
consumption and utilisation of health informatiorere also considered (Thiede,
2005). The components of this subsection of therwew schedule included a)

transmitting information, b) receiving informaticamd c) integration of subsection.

» Transmitting Information
The professional provides information about MND
Examples of probesnformation on diagnosis and progression, reviemf®imation,

sufficient information for decision-making, and semf “hidden information”

The professional provides information about manag@nn general and the future
Examples of probesecommends management, discusses implicationsjiaodsses

support groups and collaborative decision-making

A large component of any consultation with a HCRally comprises information
exchange. Moreover patients usually view the HGPtle primary and most
important source of information (Leopold, Cooper Glancy, 1996). Ironically
however, studies have reported limitations in ptiaciers’ abilities to convey health
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information (Arora, 2003; Leopold et al., 1996;dgh et al., 1995). Consequently
patients often leave a consultation feeling cordused unsure about aspects of their
health and/or treatment (Arora, 2003). The prgivesided in this component of the
interview schedule therefore aimed to establish thality and quantity of
information provided about MND, looking specificalat the type of information
rendered and the participants’ perceptions abautugefulness. The detail and
adequacy of information with regard to the manageméMND was also probed, as
well as information surrounding long-term considieras and decisions. Given that
the literature reports that professionals sometiowesestimate the understanding of
information delivered to patients in oncology (Aapr2003), and the fact that a
diagnosis of either cancer or MND is devastatinghe person and family concerned
(Arora, 2003; Kazandjian, 1997), this finding wastrapolated to the MND
population and hence probes for this study focusesimilar occurrences reported by

individuals with cancer.

» Receiving Information
The communicative behaviours of the profession&hawledge the needs of the
person with MND and/or the family member
Examples of probelarifies information or re-explains information seinderstood,
provides opportunity for questions, acknowledgedividual opinions, provides a
sense of confidentiality, and listens and actshendecisions of the person with MND

and/or the family member

Receiving information from the patient is as impaottas giving information, because
a clear understanding of the subjective experiefd®ing with an illness is likely to

result in a more comprehensive treatment planntzatimises the quality of life of the
individual. In order to receive information, preftonals should therefore listen
actively and attentively to the patient's story aitit interruption (Arora, 2003).

According to Arora (2003) the manner in which thefpssional does this is vital
because when one listens to a patient attentivetly sympathetically, using open-
ended questions, focusing on and clarifying psyafichl aspects, and
communicating empathy, greater quality discoursieractions result which are
beneficial for both the patient and the profesdiorRRrobes in this component of the

interview schedule thus looked at the manner inctvhprofessionals elicited,
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received, and acted upon information from persoints WIND and their family
members, acknowledging that healthcare consumenes daneed to be recognised as

individual and unique human beings (Arora, 2003).

» Integration of Subsection

Additional comments relating to communicative conte
The aim of this component was as per that discussx previous subsection.

Subsection ¢ — Healthcare Consumer-Professional &einship

In light of the uncertainties associated with maypes of diseases and their related
treatment options, patients require significantsse@ance about the legitimacy of
their concerns and reactions (Rose, 1990 as aitédara, 2003). This reassurance
stems from a good patient-professional relationshipd is characterised by
compassion, care and respect. When patients eatedr as a “person” and feel that
the professional genuinely is interested and seastb his/her needs, successful
information exchange and decision-making is saidcur (Arora, 2003). In order to
acknowledge the healthcare consumer as a perssnsuhsection of the interview
schedule was divided into the following componeajsperson with MND, b) family
member, and c) integration of subsection. Sineeaiin of these components was to
discover the perceptions of the person with MNDva#l as those of his/her family
member with regard to the quality of the healthca@nsumer-professional
relationship, many of the probes that were devisete based upon patient-centred
care, patient-centred communication, and bioethpicattice. The researcher chose to
separate the person with MND and the family memimo two independent
components based on findings from the preliminamgrview phase. Reportedly
patients and family members from both dyads notédrdnces in the way in which

professionals had treated the patient in compatistis/her family members.

» Person with MND
The communicative behaviours of the professionkhawledge the individual with
MND as a person
Examples of probedreated with compassion, respects individual's siecis, sense

of honesty and truthfulness, is warm, friendly antpathetic, and gives support
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The probes used in this component aimed to estabiether the person with MND
perceived himself/herself, on the basis of variousractions with HCPs, as being
treated like a unique and valued person. In auditd persons with MND having to
respond to the probes pertaining to this compoo€étte interview schedule, family
members were also asked to provide their perceptadoout the way in which the
individual with MND had been treated by various fpssionals. Probes were
generated on the basis of input provided duringpiteéiminary interviews with the

Parkinson’s disease dyad and the gunshot wound. dfaese individuals drew on
their personal experiences, and provided theirepeeices in terms of what they

perceived contributed to quality healthcare consypnefessional relationships.

» Family Member
The communicative behaviours of the professionahewledge the family member as
a person
Examples of probesprovides ease and reassurance, promotes wellghanmeated
with warmth, friendliness and empathy, and ackndgés the family member’s

involvement in the management process

The aim of this component of the interview schedudes to determine whether family
members perceived themselves as being treatedvéikeed individuals within the
management process. Family members were thereéuapgired to provide their
perceptions about the healthcare consumer-professioelationship between
themselves and HCPs, while persons with MND weledsow they perceived
HCPs had treated their family members. Probes agaen generated by virtue of the
findings and recommendations yielded from both dyaaring the preliminary

interview phase.

» Integration of Subsection

Additional comments relating to the healthcare eoner-professional relationship
Rationale is as per that discussed in the pre\sabsection.

Subsection d - The Person with MND as a Communicato

Since the manner in which patients communicate pitliessionals is essential to the
healthcare process, and studies have indicated pu#tnts in general are often
ineffective in terms of their communicative attemptith professionals (Post, Cegala
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& Miser, 2002), the inclusion of the perceptiongasding the person with MND as a
communicator were deemed important. This subseatiothe interview schedule
therefore comprised three components and inclujedaasmitting information, b)
receiving information, and c) integration of suliset These components were
determined in accordance with a broad definitiomahmunication, being a process
of sending and receiving messages in order to mrangformation (McLaughlin,
1998; Shames et al., 1998).

» Transmitting Information
The person with MND is able to transmit messages®@iely
Examples of probesspeech, non-verbal communication, alternate / augaiwre
communication, topic initiation, topic repair, andillingness and honesty in

transmitting opinions, preferences and concerns

Regardless of the mode of communication utiliseds €component of the interview
schedule investigated the ability of the personhwMND to transmit messages
successfully. Thus the perceptions of persons MiND and their family members
were elicited to establish the communicative compey of the individual with MND.
Probes were generated by reports from participarttee preliminary interview phase
about the ease and/or difficulty of transmittingsseges as a healthcare consumer.
Information was also obtained from the literatube@wt patient communication in the
healthcare setting (Post et al., 2002).

» Receiving Information
The person with MND is able to receive messagesandpon them
Examples of probes:awareness of miscommunications, requests repair or
clarification, listens and acknowledges informati@mteived, and asks questions for

information that is difficult to understand

The aim of this component was to investigate howsqes with MND perceived

themselves, or are perceived by their family memlasra recipient of the information
that is conveyed within the healthcare settingobBs explored how persons with
MND received information, and how this informatimas used and acted upon. As in

the previous component, probes were generated gayrtsefrom participants in the
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preliminary interview phase, as well as from infatran obtained from the literature

regarding patient communication in the healthcasaa

» Integration of Subsection
Additional comments relating to the person with Mada communicator

Rationale is as per that discussed in the pre\sabsection.

Section C: Concluding Comments

The final section of the interview schedule comgutifive open-ended questions,
requiring the interviewee to provide as much detaipossible for each question. The
aim of these open-ended questions was to summianisy and draw conclusions
from the interview, while offering the interviewsanultaneously a final opportunity
to provide any additional information deemed retdvep the study. No specific
probes were provided for this section because #iar@e of open-ended summary
guestions is such that no defined responses ang@dcpnd the interviewee should be
allowed to answer each question freely (Grbich,3300

The five open-ended questions follow below:
Can you comment on whether you feel the managemh&hiD is influenced by the

communication impairment?

Do you feel that the professional’s communicatikiissare representative of his/her

interactions with all patients, regardless of thmramunication impairment?

Which members of the Unit do you feel are mostctafée in terms of their

communication abilities?

What changes should persons with MND make to ingpribreir communicative

interactions with professionals?

What changes should professionals make to impkwie communicative interactions

with persons with MND and other members of the Vnit

Section D: Ethical Behaviours

The purpose of this section of the interview wasirtgestigate the perceived

bioethical behaviours that arose during interactibatween persons with MND and
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their HCPs, or between family members and varioG®81 However unlike Sections
A, B and C, Section D did not appear as an indepeindection on “The
Communication Taxonomy of Perceptions RegardingMieelical and Rehabilitative
Management of Motor Neuron Disease”. Rather thitisn was integrated within
the other sections of the interview schedule. Esearcher rejected the inclusion of
an isolated section relating to bioethics basedhenfact that communication and
ethics are intimately related constructs, and oherefore cannot separate
communication between a patient and a professimaal the bioethical behaviours
that are inherent to the patient-practitioner refeghip. Moreover in order to abide
by an ethical code of conduct, good communicatiorthe part of the professional is
essential (Gillon, 1985). On this basis bioethieas thus an integral part of the
interview schedule. In theory Section D comprised subsections and included a)
the most commonly discussed principles of bioethiosording to the literature, and

b) the principles relating to the patient-profeasiarelationship.

Subsection a - Bioethical Principles

Moral decision-making in medical ethics is dependapon the use of ethical

principles. Although authors differ in terms of s principles are the most

important, how such principles relate to one amgtlad which principles take

precedence over others, the most commonly discugsadiples in the literature

include a) autonomy, b) beneficence, c) non-matefie, and d) justice (Strand et al.,
1998). The probes that were generated to addness tvarious bioethical principles
were based not only on a definition of each prilggigput also on concerns and
dissatisfaction, as well as positive experiences$ #nose during the interviews with
the Parkinson’s disease dyad and the gunshot wibyeml

» Autonomy
Examples of probes:sufficient information for informed decision-making
collaborative decision-making within Unit, acknodgges individual’s opinions, and

respects decisions made by person with MND

Autonomy refers to the individual’'s right to detene his/her own course of action,
including decisions regarding medical care (Gill@885). Moreover while respect
for autonomy is fundamental to medical managemerg,dependent upon adequate

communication skills (Strand et al., 1998). Iniéidd to reports provided during the
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preliminary interview phase, the inclusion of awoty was important in view of the
possibility that although persons with MND have tognitive capacity to make their
own decisions, self-determination may be comprodiiseased on limited

communicative abilities.

> Beneficence
Examples of probestreated with warmth, compassion and empathy, offers
reassurance and encouragement, delivers informatiora tactful manner, and

promotes well-being

Beneficence is the act of doing good for an indraildoy being kind and merciful, and
facilitating health and well-being. In its simpldsrm it is any action that will result
in benefiting another person (Strand et al.,, 1998Mhlthough autonomy and
beneficence are often in conflict at the root afdbhics, and that performing actions
which are beneficial may place an individual’'s ipdedence at risk (Strand et al.,
1998), the principle of beneficence was includethminterview schedule because in
a sense it follows on from autonomy. If a patientight to self-determination is
denied, then in certain instances the professisngbportunity for being kind and

promoting well-being may also be compromised.

» Non-Maleficence
Examples of probesifeeling of being harmed, feeling of being damagw¥usical

versus emotional harm, and intentional harm

Non-maleficence or preventing a patient from hamaplves the avoidance of both
intentional harm and the risk of harm (Strand, 300Bhis principle was included in

the interview schedule because some researchdestht non-maleficence is the
most important rule according to which HCPs shqarlactise, and it has the capacity

to override all other principles (Gillon, 1985).

» Justice
Examples of probes:makes self available, gives time of day, and wgitimes /

ability to get an appointment

From a medical standpoint justice usually refershi distribution of services, and

focuses on factors such as limited resources aadathount of time available to
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dedicate to each patient (Strand, 2003). In thélSAfrican context where resources
are limited and healthcare is not accessible t@iadens (Ross & Deverell, 2004c),

the significance of incorporating this ethical gipie could not be denied.

Subsection b - Principles Relating to the Patienteiessional Relationship

According to Strand (2003) the three most imporgairiciples relating to the patient-
professional relationship include a) veracity, ljefity, and c) confidentiality.
Overlap is said to exist between these principlesboth a practical level and a
principle level. As in the case of the bioethipahciples, probes were generated in
accordance with definitions documented in the ditigre (Gillon, 1985; Strand, 2003;
Strand et al., 1998), as well as input providedrduthe preliminary interview phase.

» Veracity
Examples of probessense of “hidden information”, sense of being ttie truth,
sense of honesty in the relationship, and trutlsiodl honest about own concerns

regarding health

The principle of veracity relates to a professi@mabbligation to tell the truth and
refrain from deception (Strand, 2003). Profesdwraae therefore obliged to be
honest in their relationship with a patient, antlguds are expected to be truthful and
honest about their own concerns regarding theiltineand mental status (Strand et
al., 1998). Since patients and their spousesarmthliminary interview phase felt that
they were not always informed fully about the présey medical condition and the

future, the principle of veracity was included lre tcurrent interview schedule.

» Fidelity
Examples of probessense of lies and broken promises

In addition to telling the truth, professionals ambliged to keep promises or
agreements inherent to the relationship with aepati Keeping promises includes the
professional’s responsibility to be truthful and wieceive the patient, as well as an
obligation to be beneficent by not causing harng amaintaining confidentiality
(Strand, 2003; Strand et al., 1998). Given thelapehat exists between veracity and
fidelity, a comprehensive understanding of theguatprofessional relationship relies
on adequate knowledge of both principles, and heéheeimportance of including
both constructs in the interview schedule is appare
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» Confidentiality
Examples of probessense of confidentiality or privacy within the redaship

The principle of confidentiality holds the profemsal from disclosing any
information entrusted to him/her regarding a padtieft is therefore an essential
principle necessary for preserving fidelity (StraB803; Strand et al., 1998). On the
basis of the overlap that thus exists between theiples of veracity, fidelity and
confidentiality, the inclusion of the latter prip& in the interview schedule was
indicated. Furthermore confidentiality is consatkrof grave importance in the
healthcare arena, because it is essential for rdsloealthcare consumer-professional
relationship that is based upon trust and hon&ttaigd et al., 1998).

2.6 PILOT STUDY

Prior to engaging in the formal data collection sghaf this study, a pilot study was
conducted. Pilot studies are of particular bernvefien no previous research in a given
field exists, as the researcher is provided witloportunity to determine in advance
whether the proposed plan will result in the datquired in order to answer the
research question. Based on these findings pratiemspects of the research design
can then be modified, prior to commencing dataectibn for the planned study
(Doehring, 1996; Pannbacker & Middleton, 1994).e®im of the pilot study in the
current project was to identify potential problemgh the research protocol, and
demonstrate the appropriateness and feasibilitythef overall research design
(Drummond, 1996). Feasibility studies ensure grattical problems with regard to
the research design and protocol are identified @@t with, so as to facilitate
accessibility to high quality data during formaltalaollection (Berzon, 1998; Peat,
2002). In addition, pre-testing of the intervieehedule is recommended because it
allows the researcher to modify questions that m&yorded poorly, change items
that expose the researcher’s bias, and replaceswshich are emotionally laden
(Baker, 1988). Finally pre-testing also aids ie Buccess of the interview schedule

with regard to obtaining information that is relavéo the study (Berg, 1989).

Following development dfThe Communication Taxonomy of Perceptions Regaydin
the Medical and Rehabilitative Management of Mdteuron Disease”, a single case
study was performed for the purpose of the pileidgt The single case study
comprised a 71 year-old female with MND and hery88r-old son. The full data
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collection protocol as described under “Data Coilbec Procedure” and “Data
Collection Method” was undertaken, including bdte £DA and the interviews. The
FDA was conducted to determine whether it was &atebe tool for assessing motor
speech competency in the sample population, apwbitided the researcher with an
opportunity to refine her skills with regard to thdministration and scoring of this
assessment battery. Thereafter the interview stbedhs administered to the person
with MND and her son individually, in order to ageén whether the content of the
tool was sensitive to the aims of the study, anelstablish whether the predetermined
guestions and probes were worded appropriately wece not ambiguous or
misleading. On completion of both interviews papants were required to identify
any ambiguous or difficult questions that they dordmember, as well as comment
on the researcher’s interviewing style, and provid@y suggestions or
recommendations felt to enhance the data collegioness or the study as a whole.
In addition to suggestions made by participantandependent observer was present
throughout the entire pilot study. The independebserver ensured that the
guestions asked and the manner in which the rdseaasked the questions was not
ambiguous, and did not lead the interviewee intwvigling desired responses. The
manner in which the researcher recorded responses also evaluated by the
observer, so as to ensure that the researcher bladcanote responses accurately

while still engaging with the participant and maining adequate eye contact.

On completion of the pilot study the researchem@rad the findings obtained to
determine whether the questions and probes utilgee an adequate range of
responses, and provided sufficient data to meetntha aim and sub-aim of this
study. Feedback provided by the participants aedrdependent observer was also
considered, and based on these comments, modfisaéind refinements were made
to various aspects of the data collection proceskthe interview schedule (Peat,
2002). On the basis of the findings from the pdtidy the following changes were

made:

» The initial research protocol included a telephomterview with medical
professionals, allied medical professionals, amerative professionals who
comprised each participant’s Unit. The proposed @i these interviews was

to establish the perceptions of HCPs with regardtite medical and
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rehabilitative management of MND. However uporestigation for the pilot
study it was established that most persons with M&e not consulting
professionals on a regular basis, and thus thiscasy the protocol was not

deemed feasible for inclusion in the present refeandertaking.

While conducting the interviews for the pilot studige researcher noted that
participants interpreted certain questions diffdyerto what had been
intended. Such questions were thus reworded fptAnned phase of data
collection. In addition the researcher’s awareneas also heightened with
regard to the use of leading questions. Becausdepth interviewing aims to
yield detailed information, interviewers are atkri®r asking questions that
may suggest a possible answer (Legard et al., 2003h this basis the
researcher therefore made every attempt to aveidsk of questions that may
have guided the participant towards a desired respo For example rather
than the researcher sayinfifThat could not have been very nice?he
guestion was reworded d$jow did that make you feel?thus allowing the
interviewee to provide any response that he/shevied appropriate (Legard et
al., 2003).

Unlike the pilot interviews that followed the intgw schedule rigidly, the
formal interviews for the purpose of this study &v@onducted with greater
flexibility. The researcher established that ppehdue to the emotional nature
of MND, patrticipants were eager to “tell their sé&" without much probing
from the researcher. Thus participants were offea@ opportunity for
detailed discussions regardless of the order tppeared on the interview
schedule. According to Legard et al. (2003) flditibin an interview is good,
because it allows responses to be explored inahdl offers the researcher a
chance to be responsive to the issues that aredraigontaneously by the
interviewee. Despite this flexibility however, tihesearcher did ensure that
the specified questions and probes set out in rikerview schedule were
utilised throughout the interview, so as to fochis tiscussion and elicit the

information necessary for answering the researeiston.

A decision was made to administer the FDA aftehgaerson with MND had

been interviewed, as opposed to at the outset etingethe participant. By



72

conducting the interview first the researcher wale & establish rapport and
build trust with the participant. This rapport wasportant so that when
various tasks from the FDA had to be performed, esavh which were
perceived as invasive and/or embarrassing, theopesdsth MND felt more

comfortable performing them in front of the reséarc

2.7 RELIABILITY

Reliability refers to the replicability of researdimdings and whether or not such
findings would be obtained if the same or a simif@thodology was to be repeated.
Within the realm of qualitative research howevke éxtent to which findings can be
replicated has been questioned (Lewis & Ritchid)d30 Some qualitative writers
have therefore coined reliability equivalent teradogy and talk about the
“confirmability” of findings, or the “trustworthings” or the “dependability” of the
data (Glasser & Strauss, 1967 as cited in Lewisitkhie, 2003; Hammersley, 1992
as cited in Lewis & Ritchie, 2003; Lincoln & GukE985 as cited in Lewis & Ritchie,
2003). Regardless of the terminology that is usedever, there needs to be some
certainty that internal elements, dimensions, autofs of the original data set would
recur outside the study population. In additiomcsi the reliability of findings
depends on the likely recurrence of the originahdand its manner of interpretation,
consideration must also be given to the restristimlaced on the data by the
researcher, and whether or not they have been getloonsistently and rigorously
(Lewis & Ritchie, 2003).

Within the present study several threats to theliity or repeatability of the
research findings were identified. Firstly givemat the researcher conducted the
interviews herself there was a risk of experimebias, whereby she may have lead
participants into making responses that confirnied htypothesis of the study, either
through a conscious or unconscious thought procédso modelling effects may
have occurred where the interviewer modelled undonsly a desired behaviour or
response for participants to adopt (Drummond, 1996gcondly, since reliability
refers to the trustworthiness of research findinigs, also essential that the research
instrumentation utilised in a study yield consisteesults (Babbie & Mouton, 1998;
Lewis & Ritchie, 2003). Given the novelty of theterview schedule used in the

current study and its qualitative nature, the teBability of the tool or its ability to
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replicate data in future studies was not determihesvis & Ritchie, 2003). Thus it
is uncertain whether the use of “The CommunicafiGaxonomy of Perceptions
Regarding the Medical and Rehabilitative Managenwntotor Neuron Disease”
would yield consistent results. On a practicakleby virtue of the emotional nature
of MND and the fact that most of the interviewswgarticipants were emotionally
charged, it is possible that the data elicited rhaye been clouded by the strong
feelings or emotions experienced by individuals.hig/it could be said that some
participants used these interviews as an oppoyttmivent their emotions, it must be
acknowledged that it is the very experience anlityez such feelings that contribute
to an individual’'s perceptions, which is in facetbasis of this study. Hence the
emotionality of this population was not seen agjaificant enough factor to prevent
the study from being undertaken. A fourth factmattmay have compromised the
reliability of this study was the fact that manytbé questions posed to participants
required them to rely on their memory of past esentt is therefore possible that
some participants may not have remembered cenxpi@riences or events with great
accuracy and detail. In raising this concern hawewhen participants were asked
by the interviewer to remember specific episodesvants, many of the respondents
replied with the comment that a person does nalydasget such a life-changing and
traumatic experience. On this basis the retrospeetspect of this design was not
believed to place too great a threat on the rdiigbof the study. A final yet
significant threat to the reliability of this studgcurred in the interviews with persons
with MND who were non-verbal and relied on a closeded response format. On
numerous occasions the researcher feared that loyfying questions to a simple
yes-no format, participants would be forced int@mvling one of two response
options with minimal opportunity to explain or etahte on their thoughts and ideas.
In addition the researcher may have made her otenpiretations about certain points
of discussion, in view of the fact that participamtere not able to offer their own
explanations spontaneously. For this reason mdreoprobes on the interview
schedule were repeated, to ensure that participgietded the same or similar
responses throughout the discussion. While theareber thus made every effort to
clarify and validate all responses provided by ipgrénts so as to avoid unreliable
data due to assumption (Legard et al., 2003), thvaenonetheless apprehension that

words may have been placed into the mouths ofgiaatits unintentionally.
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In view of the potential threats posed to the kelity of this research project, a

variety of strategies were thus employed to eitatect or enhance the study’s
trustworthiness or sturdiness. Firstly Lewis arnttlite (2003) state that there is a
need to assure the reader of the research proaedsthe reasons why certain
protocols are adopted. To this end the reseammoerded a very detailed chapter on
the methodology adopted for this study. Every pduce that was undertaken was
described in as much detail as possible, along raitionale and literature reports to
enhance the quality and value of the informatioovjgted. In addition a detailed

account of the data analysis process was alsoibedcfat the end of the chapter),
documenting the steps that were taken to ensurpredransive and objective analysis
of the data (Lewis & Ritchie, 2003).

The second major precautionary measure suggesteeviig and Ritchie (2003) is to
obtain certainty that the research is robust, bydaeting various internal checks on
the quality of the data and its interpretation.e Tesearcher therefore utilised several
methods to safeguard the internal reliability aétstudy. Firstly all interviews that
were undertaken were done so by the researchehowgh this condition may have
resulted in experimenter bias and modelling effattsady mentioned in this section,
the reliability of a study is strengthened whenirgerviewer has a vested interest in
what the participant has to say and is stimulatgdhe topic. Moreover in such
instances the participant is better able to lay mdws/her own thoughts, feelings,
knowledge and experiences (Patton, 1987). Secoimdlyiew of the emotional
component of this study, the researcher gave dicpants sufficient time to provide
answers to questions, and elaborate on such responH a participant became
emotional during the interview he/she was provideith time and support from the
researcher, and was encouraged to think aboutehisfhotions and opinions, as well
as take time to compose himself/herself beforeicomg with the interview. The
researcher hoped that by providing participants aihple time they would be able to
think about their thoughts and emotions as objebttias possible, before responding
to any questions or probes. Thus by ensuringfiblaivork is conducted effectively
and participants are given sufficient opportunity dortray their experiences, the
reliability of a study is strengthened (Lewis & &ite, 2003). Finally with regard to
the persons with MND who were non-verbal, the redesr made every effort to ask

whether he/she had anything more to add after elase-ended response, regardless
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of how difficult or time-consuming it may have betnelicit complex open-ended
information. The importance of providing detaiieformation was reinforced to all
participants, as well as the need for accuracyeniiewees were therefore requested
to indicate to the researcher if any miscommurocesti or misinterpretations of

information occurred.

A further strategy that was employed to protectréiiability of this study was the use
of two independent raters. The purpose of an ieddent rater is to strengthen a
study’s reliability by ensuring that judgements mady the researcher are in
agreement with judgements made by an unbiasedways@doehring, 1996). The
first independent rater that participated in thelgtwas a speech-language pathologist
who has completed a Master’s Dissertation. Thidividual was suitable for
participation in the study given her knowledge odmenunication and her
understanding of research. The researcher therdfelieved that such grounding
enabled this independent rater to evaluate thearelser's performance accurately,
and thus make a valid contribution towards the aleeliability or trustworthiness of
the study. Despite these qualities however, ftossible that this independent rater’s
knowledge may have posed as a form of bias by eviri experiences and
expectations that are perhaps inherent to speedud@e pathologists and/or
researchers. On this basis the second indeperatentthat participated in the study
was a graduate from university, and knowledgeabtheoresearch process, but not in
any way familiar with either MND or the medicaliad medical professions.
Furthermore the researcher chose to provide thigidual with minimal information
regarding the aims and hypotheses of the studbn iattempt to keep her involvement

in the project as unbiased and impartial as passibl

Of the two independent raters only one was prepentcase study (i.e. the same
independent rater was present for both the intervigth the person with MND and

the interview with the family member), and was etdd at random. Prior to

participation in the study the researcher fam#iadi each rater with the interview
schedule and the FDA, informing her of the protdabak would be followed and what
she was required to do during data collection. the case of the rater who was
inexperienced in the field of speech-language pagyo additional time was spent

with her in order to explain in greater detail wais terms and concepts used in the
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interview schedule and the FDA. During each inewthe independent rater was
requested to observe the interactions betweenegearcher and the participant, and
record the interviewee’s responses and behaviouss much detail as possible. The
rater was also asked to record any other informatiat she felt was of value to the
study. Immediately after each interview the resear and the independent rater
crosschecked and discussed the responses thaela@ted by the participant. The
aim of this crosscheck procedure was to ensuretkteatesearcher’s recording and
understanding of the data was in agreement with dhahe independent rater. In
instances where the researcher and the indeperatentvere in disagreement further
discussions were held to deal with possible migimetations. Every effort was made
to resolve any disagreements and reach a reliabf@nse outcome. The independent
rater was also required to comment on the resedscierviewing techniques,
making her aware of any misleading behaviours otiquéar questions for example
that were asked in an ambiguous fashion. Suchemgas was aimed to prevent

similar recurrences in the future.

An additional factor that was perceived to threatss reliability of this study was
related to data analysis, and the fact that quiaalata analyses are very subjective
and at risk of being influenced by researcher &sencer, Ritchie & O’ Connor,
2003). Also the evaluation and interpretation afadthat falls within the domain of
ethics is very subjective and can be affected bysqmal attitudes and beliefs
(Beauchamp & Childress, 1994). Given these pdaikrthireats and the fact that
relative to more experienced researchers and sthithe researcher of this study had
little experience in evaluating and interpretingadaf an ethical nature, the need arose
for additional measures to be employed that woutthér enhance the reliability of
this study from the perspective of data analy$istwithstanding this need however,
a paucity of literature is available that documdriw data of an ethical nature can be
safeguarded from subjective one-sided analysesa rasult the researcher introduced
a novel dimension to the data analysis componetitigfstudy, in the form of a once-

off focus group that was conducted after data ctibe and interpretation.

A focus group comprises a small number of people pdssess certain characteristics
and meet to provide their feelings and opinionsualaogiven problem or experience
(Frey & Fontana, 1993; Kevern & Webb, 2001). Bytue of the focus group
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context, participants are able to present their owemws as well as hear from other
people, thereby offering them an opportunity téelisto and reflect on what is said.
Focus group interviews therefore yield tacit, unfted and experiential knowledge

that can be used by social scientists to arriva hetter understanding of a social
context (Frey & Fontana, 1993; Kevern & Webb, 2001Yloreover Morgan and

Krueger (1993) state that it is important for tleenplexity of human behaviours to be
discussed in relation to views elicited in groupscdissions, in order to avoid
oversimplification and achieve a greater degreecarhplexity that more closely

resembles human motivation. Consequently grougractions are thus a valuable
means for generating different perspectives andiggigreater insights into complex

and controversial topics (Finch & Lewis, 2003).

In the case of the present study individuals kndgémable and experienced in the
field of research and ethics were invited to pgréte in the focus group. In total the
focus group comprised five individuals, includingeomedical doctor, one social
worker, two speech-language pathologists and omkolagist. These individuals
were asked to participate in the focus group basedhe fact that they all had
postgraduate training and experience in bioethigs, well as experience in
postgraduate research. In addition one individuad also serving on the Committee
for Research on Human Subjects at the Universitythef Witwatersrand, while

another professional had previously been a menfiean &thics Committee.

The initial phase of the focus group revolved arbuhe researcher informing
participants about the study in terms of its ais@nple, methodology, and research
protocol. Thereafter the researcher presented sdiee raw data that was obtained
during data collection, along with her interpredas of these findings. According to
Spencer et al. (2003) it is important that reseenshmake the content of their
gualitative analyses available to other individualsorder that they might interrogate
the data to enhance its trustworthiness. On cdiopleof presenting the data a
discussion between the focus group participants prasoked. All participants
contributed to the discussion by providing their novepinions, perspectives,
interpretations and potential solutions for reswdvvarious ethical dilemmas. These
perceptions were tape recorded to ensure that tmtemt of the focus group

discussion was accurate upon review. Finally byuei of the participants’ diverse
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backgrounds and individual insights, the researeves provided with a variety of
different perspectives and opinions associated wigh numerous issues that were
debated. Such diversity thus contributed to tHbiity or trustworthiness of the
researcher’s data interpretation, as well as peavid deeper understanding of the

study’s findings and its application within a breadontext.

Notably the focus group was not part of the initnethodology and was only
conceived of once the study was already undervzonsequently an additional letter
had to be submitted to the Committee for ResearcliHoman Subjects (Medical)
stating the motivation behind the focus group, agluesting approval for it to be
assimilated into the study’s methodology. A copy tlke additional clearance
certificate can thus be found in Appendix J, folmvby Appendices K, L and M
which contain the information sheet for potentiatticipants, the consent form for
participation in the group, and the consent formtf@ tape recording of the group

discussion respectively.

2.8 VALIDITY

Traditionally validity refers to the “correctnesst “precision” of a research finding,
and the extent to which the construct under ingastin is measured and evaluated
successfully (Lewis & Ritchie, 2003). There areotwimensions pertaining to
validity. The first dimension of internal validityefers to whether or not the
researcher investigates that which he/she clainisviestigate. External validity on
the other hand determines whether abstract cotstou@ostulates that are generated,
refined or tested are applicable to the broademladipn or a broader context or
setting (Grbich, 2003; Lewis & Ritchie, 2003; Silwean, 2000). As with the case of
reliability there is contention with regard to whet terminology characteristic of
guantitative research can and should apply to i@k studies. Terms such as
“correctness”, “credibility”, “plausibility” and ‘fansferability” are thus believed to be
more appropriate for naturalistic enquiries or gatle studies which require in-
depth investigation (Lewis & Ritchie, 2003).

Reportedly the primary validity question that slibbke asked in relation to internal
validity is, “Are we accurately reflecting the phenomena undadg as perceived by
the study population’{Lewis & Ritchie, 2003:274). This question givese to a

host of additional questions relating to the sttergf the research methodology, and
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highlights the need for continual interrogationtloé various methods utilised in the
study in order to achieve precision and credibilibgwis & Ritchie, 2003). For
example according to Lewis and Ritchie (2003), g@mple frame should be
guestioned in relation to any known bias. Throtlghuse of criterion sampling this
sample was believed to be free of known bias, giben participants presented at
different stages of MND progression, exhibited eli#nt degrees of severity in terms
of the communication impairment, and were recruftedn different sources. With
regard to the capturing of the phenomena, Lewis Ribchie (2003) state that one
should question the quality of questions used fiaer the views of participants. To
this end the preliminary interview phase with paiseand experienced professionals
facilitated construction of the interview scheduldile the pilot study assisted in
determining whether the schedule investigatedwimth it aimed to investigate. The
face validity of the tool was therefore ensuredadose “on the face of it” an
association appeared to exist between what paatitspin the interview were asked,
and that which was intended to be investigatedha study (Berzon, 1998; Peat,
2002). Also the interview schedule appeared telalequate content validity in that
a wide range of questions and probes based ont¢hatlire and prior experiences of
individuals, were used to elicit an adequate samoptee content domain (Pannbacker
& Middleton, 1994).

A further question relating to internal validityvaves around data interpretation and
the need for internal evidence to support accoontgxplanations that are posed
(Lewis & Ritchie, 2003). This internal evidencendze seen in chapter four where the
results of the study are discussed. Every explamair statement that is made is
supported by rationale depicting how and why tlseaecher made the various claims
that are documented. Furthermore Lewis and Rit(2003) also suggest that data be
displayed in a way that is faithful to the originddta set or depicts the original
material that was yielded, and allows the readeset the analytic constructions that
occurred. On this basis the researcher has deghlag much of the raw data as
possible, through the text provided in chapterghr@hereafter a detailed discussion
in chapter four illustrates the analytic constrocs that were used to transform the

original data into various interpretations and dosions.
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External validity is considered an inherent paryeheralising because it asks whether
study findings are applicable to broader populaion contexts. In the midst of
generalising it is therefore crucial that findireyge corroborated by other sources and
validated against other evidence (Lewis & Ritch2©03). Corroboration in the
present study was performed via the use of thesfagoup. Participants from the
focus group were required to either confirm or cejihe researcher’s interpretation
and conclusions of findings, as well as provideeralite perspectives and greater
depth to the data analysis. Part of the groupudson thus centred around whether
the findings of the present study could be appieedther persons with MND in other
contexts, and whether certain results are perhapsesentative of other clinical
populations besides MND. Finally data interpretatias also validated through the
use of current literature, in an attempt to essabdind consider current trends in MND
management outside of the sample of participadtsvever even with such checks in
place, Lewis and Ritchie (2003) state that all ledse methods to secure a study’s
validity and reliability are limited. “We can never know with certainty that an
account is true because we have no independentcangbletely reliable access to
reality. We must therefore judge validity on tlaesib of the adequacy of the evidence
offered in support of the phenomena being desctilfeimmersley, 1992 as cited in
Lewis & Ritchie, 2003:276). One way to thus enssweh adequacy is to provide
very clear descriptions of both the research methwdi research findings (Lewis &
Ritchie, 2003). A detailed description of the nwetblogy has therefore been
provided in this chapter, followed by detailed cage of the results and the
discussion reported in chapters three and fourestsly. The provision of such
“thick description” permits readers to verify fdreimselves that claims made by the
researcher are valid, and allows for the considmradf whether transferability of

findings to other settings is possible (Lewis &dRie, 2003).

2.9 ANALYSIS OF DATA

Apart from the FDA that was analysed in a quanu¢atmanner, all other data was
analysed from the perspective of a qualitative gigra. The purpose of a qualitative
approach to data analysis was based on the factIthaumans are studied in a
symbolically reduced, statistically aggregated fash there is danger that
conclusions, although numerically correct, may failfit reality” (Mills, 1959 as

cited in Berg, 1989:58). The use of a qualitatipproach thus opens the whole realm
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of human experience as it lends itself to the stafdyuman communication disorders,
which cannot be investigated easily by quantitatnethods (Doehring, 1996).

A matrix based analytic method was used for datayars, because it facilitates
rigorous and transparent data management. Thegt&ntdol that was used was a
thematic framework, which is a central componentaofmatrix based analytic
methodology and assists in the organisation of ddtakey themes and concepts.
This particular form of analysis follows an anatythierarchy and comprises
subsections of a) data management, b) descriptteeuats, and c) explanatory
accounts (Ritchie, Spencer & O’Connor, 2003b; Spertal., 2003).

2.9.1 Subsection a - Data Management

The first phase in managing the data was to estalbiemes under which the data
could be labelled, sorted and compared (Spenceal.et2003). Even before
determining themes however, the researcher hadmdidrise herself with the raw
data. Familiarisation is a crucial foundation $otid data analysis, and the researcher
should review the material looking for potentiapgar overemphasis in the data, as
well as the diversity of circumstances and chareties specific to each participant
(Ritchie et al., 2003b). The researcher familediherself with the data until such
time that she felt she understood participant€uwistances and characteristics, and
was aware of any possible flaws in the data satllowing familiarisation, many
recurring and general themes were identified andled into those of a substantive
nature (i.e. attitudes, motivations or views) amolse of a methodological ilk (i.e. the
general atmosphere of the interview) (Ritchie et 2003b; Spencer et al., 2003).
Indexing then occurred where all main themes arwr thub-ideas were listed
(Spencer et al., 2003). At this stage of the datalysis process the researcher
ensured that the general themes were describedns tsimilar to that of the language
used in the raw data, as the words used by resgantitipants have explanatory
power for later analytical tasks (Ritchie et 2D03b; Spencer et al., 2003). Having
constructed this initial conceptual framework, libg of the general themes then
occurred. The aim of labelling is to show whickrtte or concept is being mentioned
or referred to in a particular section of the dataabelling involves reading each
phrase, sentence or paragraph in detail, and agcwdnat it is about and which parts

of the index apply (Ritchie et al., 2003b). Follog/this labelling process the general
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themes were sorted so that material with similarteat was located together (Ritchie
et al., 2003b), thus allowing the researcher arodppity to focus on each subject in
turn, unpacking all the necessary detail that eelab similar data. The researcher
was also aware of the possible need to assign sbthe data to multiple occasions.
This awareness is important because two seeminglglated pieces of data may
provide clues for later explanations. The finampmnent to the data management
phase was that of synthesising the original themetsspnly to reduce the amount of
data to a more manageable size but also to assigpicting the essence of the data
for later discussion (Ritchie et al., 2003b). Threcess required the researcher to
work through the themes very systematically, emguthat the “new” data set was
documented coherently so that its essence coulthtderstood without referral to the
original material. While the data management phasse very laborious and time-
consuming its importance could not be dismissedhasarly stages of analysis are
vital for the later phases that require in-depterpretation (Ritchie et al., 2003b).

2.9.2 Subsection b - Descriptive Accounts

Once the data had been managed, descriptive amalggan by studying the content
and nature of each theme (Spencer et al., 2003tecilon was used whereby the

researcher noted the range of perceptions, viewseaperiences within one theme

across all cases (Ritchie et al., 2003b). On th&isbof this range the researcher
considered the key dimensions of the data andifehbroader categories (Ritchie et

al., 2003b; Spencer et al., 2003). Thus a prooksategorisation occurred whereby

descriptive data was assigned to broader categofibereafter a classification phase
was entered where the researcher allocated thedirocategories to new themes. Up
until this particular stage of data analysis thecdi@tions used by the researcher had
stayed close to the original text. However by@ssig a description to each piece of
data that had been placed in a newly classifiech¢he¢he analysis then moved beyond
the original text and data interpretation enterettiae conceptual level. Thus the

new themes occupied a more abstract position apaesented the final phase in

ordering and describing the data (Ritchie et &03b).

2.9.3 Subsection c - Explanatory Accounts

Explanatory analysis of the data occurred followthg classification of abstract

themes. The aim of this section of data analysas wo establish possible
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explanations for the study’s findings, because adetstanding of what influences
various phenomena to occur is inherent to answehi@gesearch question (Spencer et
al., 2003). In order to construct such explanaiennumber of strategies were
employed. Firstly explicit reasons and accountsewadopted in some instances
where participants were asked to describe how fisleypr what they believed about a
certain issue for example. Such explicit contitmg are of immeasurable value in
understanding the motivations and intentions behimtian behaviour (Ritchie et al.,
2003b; Spencer et al., 2003). However when pp#itls were unable to convey overt
factors relating to a specific situation or expece, the use of inference and
underlying logic was then of value for establishimigeper explanations of
phenomena. In some instances the researcher @de ose of common sense to
search for plausible explanations, although on@sdéhcommon sense explanatory
accounts had been made explicit they had to beragated to ensure that their
explanatory base was supported and reliable (Ritehal., 2003b). A fourth strategy
that was used to generate explanations was baseldeonse of other researchers’
empirical studies (Spencer et al., 2003). Sometimesearchers arrive at certain
explanations and understandings by comparing tidiniys of their own study with
those that have been carried out by others ini¢e f Thus when drawing from other
empirical studies the researcher may “borrow” cpte®r explanations to see how
they might fit his/her own findings (Ritchie et,aR003b). Finally Ritchie et al.
(2003b) state that various explanations can alsddse=d on particular bodies of
literature or particular theoretical perspectivaattare inherent to the discussion.
Hence the researcher utilised various existing ritesal frameworks to explain

patterns in the present study.

On completion of the explanatory accounts offeredeiation to the present study’s
findings, the final tier of data analysis involvednsideration of whether evidence
from the study could be applied to a broader cdn{Bxchie et al., 2003b). The
researcher thus considered whether findings of ghesent study had a wider
application, albeit towards the development or msittn of an existing theoretical

framework, or the formulation or realignment ofozigl policy for example.
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2.10 CONCLUSION

In conclusion, this chapter offers a detailed aotaef the methodology that was
adopted for the present study. Although long amdepth, the researcher believed it
essential that readers are knowledgeable of thearels protocol and underlying
rationale utilised in the study, in order to undensl the data analysis and how the
overall conclusions were reached. After all Kvdl896 as cited in White, Woodfield
& Ritchie, 2003:289) notesQualitative research methods are often a ‘blackxbo
which needs to be opened up to the reader or ustrecofindings. Written accounts
therefore need to explain not only how the reseaxels conducted but also why

particular approaches and methods were chosen &t the aims of the research”.
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CHAPTER THREE
RESULTS

This chapter presents the qualitative findings fribra interviews with all persons

with MND and their family members.

A considerable challenge is posed in reportingdépth and richness of qualitative
data. Unlike quantitative studies where the figdican be captured in a neat series of
statistics, qualitative data reporting involves tindering of disorderly data so that the
reader can follow the “story” that is being unvdil@Vhite et al., 2003). However not
only is the ordering and management of qualitatiaga a challenge, but also
reporting the findings in a manner that will satitie research objectives and enable
the reader to understand them is equally diffi¢@ilverman, 2000; White et al.,
2003). The key is therefore to report the data way that is both faithful to the
original material and provides clarity about thdermpretative process that was
undertaken. The integrity of a study thus stenmenfithe researcher’'s ability to
demonstrate that the discussion and conclusioratiegbresented have been generated
from and grounded in the data acquired (White gt2803). Notwithstanding this
importance is the temptation for qualitative resbkars to include too much material,
given the nature of qualitative data that is acpi{Silverman, 2000). Thus in order
to manage the data of the present study so adievaca balance between the quality,
accuracy and quantity of findings, this chapter hasn divided into three sections
and comprises a) participants’ perceptions, bhfaihess to the original data set, and

c) major themes.

3.1 PARTICIPANTS PERCEPTIONS

This section of the results chapter presents thiecyeants’ perceptions of the medical
and rehabilitative management of MND. The findirege reported in accordance
with the order that is evident on the interviewesdblle. However the results have not
been presented Unit by Unit because this processcaaducted as part of the data
management phase that occurred prior to the wptefuthis study. Moreover the
restrictions that were placed on this study in tewh length did not allow for an
extensive presentation of all the research findingence by presenting the results in
a combined manner the researcher was provided amtlopportunity to report the

findings in a coherent fashion, and prevent exgesasnd overwhelming detail for the
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reader (White et al., 2003). In addition this oppoity also allowed the researcher to
provide firm evidence upon which the themes andugdision portrayed later in this

study were generated. After all, the quality ofaljative research lies in the

researcher’s ability to move beyond the mere prorisf ad hoc labels by providing

clear proof and an analytical basis of the intdgiree process (Silverman, 2000;
White et al., 2003).

The results presented in this section do not irel8dction A (Personal Information)
of the interview schedule, because such biograptatails have been reported in the
previous chapter. Furthermore little attention basn given to the frequency with
which items occurred or the Units in which they wted, because in qualitative
research it is the content that contributes tonthele picture and not the frequency or

percentage counts (Ritchie et al., 2003b).

Section B: Perception-Based Communication Profile

Subsection a — Communicative Style of the Profesaio
» Speech / Paralinguistics
The professional speaks in a clear and understaledalanner

On the basis of communicative interactions withoas HCPs, all persons with MND
and their family members perceived the speech analipguistic components of the
professionals’ communication style to be appropridtactors such as articulation,
vocal intensity, and speech intelligibility were uth viewed as clear and
understandable, and any communication breakdowrst titcurred between
healthcare consumers and professionals were no¢iged to be a result of defective
speech and/or paralinguistic features.

» Non-Linguistics
The professional facilitates verbal communicatiorough non-verbal means

All persons with MND and their family members peveel the non-linguistic style of
professionals to be appropriate. Participants veerd@ident that the HCPs’ use of
gesture and facial expressions for example waspéaoe, and likely to have
contributed to or facilitated communicative intdrans between themselves and these
individuals. Both participants from Unit 2 howevesmmented on the use of eye
contact by one particular professional, and thet that throughout the entire
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consultation he looked at his desk and failed tousoon them. This behaviour
reportedly resulted in the person with MND feeliregy uneasy throughout the entire

healthcare encounter.

Although most of the participants were unable togent on proxemics and body
posture, three respondents were certain that lddgsionals behaved inappropriately
in these domains they would have remembered anyooddmarkable behaviours.
For the most part the non-verbal features of H@®s Munication skills were thus

perceived to be intact.

» Language
The professional’s manner of speaking and the cwrndé what is said is easy to

understand

With regard to the language used by HCPs, few@patints perceived aspects such as
sentence length and sentence complexity to be ppate. For the majority of
individuals the use of long complex sentences bwfassionals reportedly
complicated their understanding of the diseasepaiadented them from assimilating
all given facts pertaining to the nature of the diban. Such compromised
understanding was highlighted by the person withDVifkom Unit 2. Despite this
individual's medical knowledge and experience asiising sister, she stated that the
manner or style in which the new and traumatic eonwas imparted to her, was not
conducive to revealing a clear understanding of disease. As a result, this
particular individual questioned how other patienihh no medical knowledge coped
in a similar situation. In addition the use ofgan or medical terminology was
perceived by more than half of the participantsafiscting their understanding of
MND. Thus by virtue of inappropriate sentence tbngnd sentence complexity,
and/or the use of jargon, content provided by msifinals was perceived as being too
complex to understand. Furthermore such complegipprtedly resulted in a variety
of emotions such as confusion, anger, and anxidfpr two participants of this
majority however, despite the difficulties expeded in trying to understand the
communicative contributions made by various HCRgs¢ inadequacies were not
perceived as problematic because the bottom-linkenfinal outcome of MND was
still made clear to them. Hence this broader wtdaeding was reportedly sufficient

for both participants as highlighted by the husbantUnit 3 who stated;it was a
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death sentence and nothing could be done, he neededay anything more”
Finally the four participants who did not reportyaconcerns regarding sentence
length, sentence complexity, use of jargon, ancldonplex explanations, informed the
researcher that by virtue of their assertive pabies they had no qualms about
asking the professionals questions. As a resu#trvdn issue arose that was unclear,
the HCP was questioned immediately so as to atleviany confusion or
misunderstandings that may have been experienbtateover of these participants
who did not perceive difficulties with the languagged by HCPs, three were family
members. On this basis although these family mesntid not perceive the language
used by professionals to be entirely appropriatey twere more satisfied and

accepting of such behaviours than the personsMiND.

When questioning participants about turn-takingpidanitiation, and repair, most
persons with MND and their family members infornibd researcher that they were
unable to remember any remarkable instances tlthbbeurred and were worthy of
comment. In addition despite providing particiganith various examples in order
to facilitate elicitation of responses, several ivitlals suggested that no
extraordinary behaviours had occurred that haducag@ttheir attention or appeared
inappropriate. The person with MND from Unit 1 didwever state that the one
professional she had consulted had failed to engagg&urn-taking behaviours.
Reportedly this HCP was so hasty to convey infoionatthat there were no
opportunities for either herself or her daughtemterject. Furthermore in terms of
conversational repair, the same professional weseped by the participant to be so
disengaged from their communicative interactioreg the appeared unaware of any
breakdowns or miscommunications that might haveuwed and warranted repair.
As a result this participant stated that the distabetween herself and the HCP had
prevented a solid patient-professional relationdfam being established.

Related to the language used by professionaldcipants were questioned about the
quality and quantity of information that was conedyto them. All participants
expressed dissatisfaction in this area and sthtgdatpaucity of information had been
provided by HCPs, and this had therefore impactedheir ability to cope with the
disease. For example, three persons with MND ctiduzt they were not informed at

the time of diagnosis about the speech and swallpwifficulties that were likely to
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arise. As a result of this lack of information therson from Unit 1 expressed her
concern to the researcher about swallowing diffieslthat she was experiencing at
the time of the interview, and wondered whether Isaé an additional illness over
and above that of the MND. All three of these widlials believed that had they been
better informed about the nature of MND, they woh&l’e been better equipped to
face the challenges inherent to this disease. dbhitian the majority of family
members also stated that the limited input provibgdHCPs lead them to feel
anxious and fearful about adopting a caregiving.rdflost of these individuals were
unsure about what would be expected of them in fitere, and they felt
overwhelmed and unprepared knowing that a pointldévaome when they would
have to assist the person with MND with all actestof daily living. Furthermore as
a result of this lack of information, at least oparticipant from each Unit
acknowledged the importance of the Internet as anseof furthering their
knowledge.

When participants were questioned as to why thég\uel the quality and quantity of
information provided by professionals was so p@owariety of suggestions were
yielded. Firstly individuals from almost all Unikelieved that HCPs are simply not
concerned about their patients, especially in viéwhe finality of MND. This idea
was confirmed by the person with MND from Unit 1 evhshe stated that the poor
quality and quantity of information was not so muelated to the professional’s poor
communication abilities per s€, but rather reldatetis/her poor attitude. The idea of
a poor attitude of the HCP was also encompassaahother statement made by the
same person with MND from Unit 1 when she stat@tiey just can’t be bothered,
nobody takes the effort”. In addition there was also significant convictitrat
because HCPs believe that nothing can be donesist asdividuals with MND, they
see little reason to provide information and suppecause they know the patient’s
situation will not improve. The person with MNDofn Unit 2 highlighted this fact
when she stated that the HCP sent her home knoovitygthat her diagnosis was a
death sentence and nothing could be done to help beit 3 reinforced this belief
further when the husband reported that the pradaasiwhom they had consulted
implied that he and his wife go home and get orhwite job of living because,

“Nothing can be done for you”.
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» Meta-Linguistics
The professional thinks about what he/she says whasmitting messages

The professional thinks about messages that aved

With regard to meta-linguistics, the first questihiat was probed by the researcher
aimed to establish whether or not HCPs were peedeas demonstrating a sense of
awareness in terms of their communicative contidmst Although most participants
were unable to comment with certainty about thefgm®ionals’ use of topic
adherence for example, the person with MND fromtUWrdid state that a certain HCP
whom she had consulted was very tangential. Reglgrthis individual’'s output was
disjointed and incoherent such that the particiigaability to make sense of any
information provided was compromised severely. \@osely however, the same
opinion was not elicited from this individual’'s dghter. According to the daughter
from Unit 1, the difficulty in understanding thegfessional’s communication lay not
in following the topic of conversation but rathaerunderstanding the jargon that was
used. Furthermore, questions pertaining to peimepdf professionals’ awareness of
communication breakdowns and the need for repaealed that there were many
breakdowns in the interactions that participantkegi participated in or observed.
However both persons with MND and their family mer®were uncertain as to
whether this lack of conversational repair wassalteof professionals being unaware
of these breakdowns, or merely indifferent to theedh and manner in which to
attempt repair. Consequently of the participanith wWIND who experienced
communication breakdowns, a sense of dejectioradieeling of being devalued as a

communicative partner was reported.

Questions pertaining to the modifications or changwde by HCPs to facilitate the
listener's understanding of communicative conteewealed the same responses for
the majority of participants. There was agreenamoss all Units that HCPs made
few attempts to ensure that participants understio@dnformation that was conveyed
to them. Reportedly most professionals impartédrimation in a once-off manner
regardless of the time required by listeners tc@ss the details. As a result of this
haste many participants stated that they expernkermticulty in following and
understanding the information that was providedhem. Contrary to this finding

however, the husband from Unit 3 stated that aquéar professional who he and his
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wife had consulted did make an effort to complentestverbal explanations through
the use of diagrams. While this effort was apped, the husband nevertheless
reported that his understanding of the professismalmmunicative attempts was still
compromised by virtue of the jargon that was wdiso explain the drawings. For the
wife from this Unit however, she reported that tdeagrams aided in her
understanding of the disease irrespective of armyojathat the HCP had utilised.
Moreover both participants from this Unit commentadthe success of alternative
professionals in terms of their communicative iatdions. Reportedly the alternative
professionals demonstrated an awareness and wenathirsg of the needs of both the
person with MND and her husband, explaining anéxaining information until
both parties understood. In addition the husbatated that the alternative
professionals were also able to read non-verbauage, because if he or his wife
appeared to misunderstand information or explanatidhat were rendered,
clarification was then provided spontaneously.

Related to the needs of patients and their famijesticipants revealed that most
HCPs directed conversation to the family member faildd to include the person
with MND. As a result persons with MND reportecetliegs of isolation, exclusion,
stupidity and frustration in not being a part oheersations regarding their own
health. Although several family members expregbed understanding behind this
exclusion in that it is simply easier and quicker professionals to converse with a
communicatively intact individual, they still expemced discomfort with this
particular behaviour. While most family membersoaktated that they knew the
person with MND very well and could probably speakbehalf of this individual,
many believed that they were unaware of all theceams and questions that the
person with MND had relating to his/her health. n€@l consensus between Units
therefore highlighted participants’ desires for coomicative interactions to be
directed to both the person with MND and his/henifg member, given that the
disease affects both individuals either directlyiradirectly. In opposition to these
findings however, the wife from Unit 4 reported tth&ofessionals should direct
communication to the person with MND alone and @del any family members,
because it is this individual who is affected bg thsease and has to bear the brunt of
it. In addition to this comment, the wife of thgarticular Unit also stated on

numerous occasions that she did not wish to leaoutaMND in its entirety, but
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rather preferred to acquire information about tihgease in small amounts as her
husband’s condition progressed. In this way shetat she did not have to fear the

future knowing the different challenges and obstmthat would arise.

The second meta-linguistic component that was tiy&ted aimed to determine
whether professionals appeared to demonstrate aareaess of the messages
conveyed to them. The majority of participantsextahat although HCPs were apt in
acknowledging contributions made by family memb#rey were never aware of the
needs and concerns of the person with MND. Moredvecause of their
communication difficulties, persons with MND wereldom given an opportunity to
communicate their thoughts. In addition the m#joof participants also reported that
most HCPs were not willing to facilitate the comnuative attempts of persons with
MND, and were not patient in receiving incomingrsitp from these individuals.
When questioning participants further about thiglilng, two main ideas were found
to exist. Firstly many participants felt that pss$ionals chose to avoid interactions
with persons with MND, stating that HCPs do not Wnleow to communicate with
communicatively impaired individuals. Secondlytgapants also felt that HCPs are
too busy to consult with one patient for more tliha typical 10 to 15 minute
appointment, and therefore cannot or will not aff@ patient more time in the
presence of slow and laboured speech, and/or a naroation modality that relies on
any other mode besides oral language. Hence ipartis felt that it is easier for
professionals to direct communication simply to amily member, rather than

spending the time that is required to interact witommunicatively impaired person.

In view of the perceived disengagement and lackineblvement by HCPs to
communicate with persons with MND, all participamtso stated that professionals
failed to converse with them were consequently lenbcomment on aspects such as
the practitioner's awareness of communication kiealkns and his/her ability to
request clarification. In general participantséfere reported that professionals were
simply unaware of the communicative needs of perseith MND. For the few
remaining participants who presumed that HCPs waesare of communication
breakdowns and/or the need for repair for exang#eeral participants once again
suggested that had any overly bizarre or unacclptammunication behaviours
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occurred on the part of the professional, they wddve remembered such instances
and been able to report on them.

Of the minority of Units who reported satisfactisith regard to the HCPs’ abilities
to facilitate communicative attempts and demonstpattience in receiving incoming
signals, the alternative professionals were agamneended on their communication
skills when interacting with persons with MND. Ehermore the participants from
Unit 4 spoke very highly of the communicative ah@k of the medical and allied
medical professionals in Germany responsible ferstiem cell therapy. According to
both the husband and wife from this Unit, the H@P$ermany were prepared to
spend as much time as was necessary in order tnhoelicit the thoughts and ideas
of the person with MND, but also interpret thesauthts in an as accurate manner as
possible. On this basis, the participants fromt Unieportedly found more value in

the professionals and the treatment that they éeeived abroad.

Finally when questioning persons with MND and ttiamily members regarding the
professionals’ interpretation and responsivenessdoming signals, all participants
perceived this area to be unproblematic. As stdigdalmost all participants,
incoming signals were interpreted accurately bezdlisy were usually conveyed by
a family member, and thus the HCPs did not haveadjpe with the challenge of
decoding information that was produced by a compatiiely impaired individual.
However while this behaviour seemed to provide gssionals with a way of
understanding the person with MND, some participadid not find it entirely
appropriate. As one individual with MND statéde will never truly understand my
concerns and experiences unless | am given thertynity to express them myself”.
Such desire to express one’s own thoughts wasigight further by the Units who
consulted the alternative professionals and the H@RBctising in Germany. In both
instances persons with MND were afforded the opmirt and time to communicate
directly with these HCPs regardless of the time shgeh interactions required. As a
result of these experiences both individuals exqa@gheir satisfaction at being able
to contribute to their own healthcare, as well amdp acknowledged as a competent

person despite the communication impairment.
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» Integration of Subsection

Additional comments regarding the communicativiesifthe professional

In conclusion it would thus appear that althougle ttommunicative style of
professionals did not seem to be affected by aspaath as speech, paralinguistics
and non-linguistics, language and its components lthve an impact on the
interactions that occurred between patients and $:1CPhe ability of persons with
MND and their family members to understand the meatof the disease and its
associated factors was affected by the compleXittarmguage structures utilised by
HCPs, as well as the over-use of medical terminologonsequently the majority of
participants perceived the quality and quantity ioformation provided by
professionals to be inadequate. Related to thdirfg was the fact that the attitude of
many professionals was one of hopelessness andsa #eat because no assistance
can be provided for persons with MND, individualsigh live-out their time until
death with minimal assistance. With regard to rii@@uistics most participants were
unable to comment on the various questions posdteoyesearcher. Probes relating
to communication breakdowns and conversational irepgere difficult for
participants to comment on because few professa@mhmunicated directly with the
person with MND. While the family members acknosged the rationale behind
HCPs directing conversation towards themselves raotdthe person with MND,
individuals affected by the disease expressed ivegamotions and a desire to be
included in interactions regarding their life. @@my to these negative experiences
however, the communicative style of alternativefggsionals and/or professionals
abroad was perceived in a more positive light. didy did these HCPs reportedly
offer persons with MND time to convey their messageut they also facilitated

communicative attempts and ensured that they utobetshe person with MND.

Subsection b - Communicative Content
» Transmitting Information
The professional provides information about MND

The professional provides information about manag@nn general and the future

With regard to communicative content and the trassion of information,
participants were questioned about the facts tlemewwrovided by HCPs in terms of
MND, and whether they perceived their knowledge anderstanding of these details
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to be adequate. All persons with MND and theirifprmembers reported that the
provision of information by professionals was egifirinsufficient and had failed to
prepare them for the challenges of coping with MNBpproximately half of the
participants stated that although they understbedrtevitable consequence of MND,
they would have liked a simple explanation of wbeturs in the body to result in the
weakness that is experienced. As a result ofgérseived lack of information, all
Units reported to source their own information abthe disease. Although a
minority of participants reported some value in phevision of information from the
MND Association of South Africa and Hospice, thgngficance of the Internet was
common to each Unit. Despite this significance &esv, for some participants the
Internet was also perceived as an additional sooirstress. Given the multitude of
sites that can be accessed on the worldwide wetlyiduals reportedly felt
overwhelmed in deciding which would be the mostusgale to read. In addition one
person with MND also reported that many of thessgbe had located were created
abroad, and few were South African specific. Timsling lead her to believe that
little is known about the disease in South Afriaad perhaps HCPs are not as well
equipped and as knowledgeable as their interndtmmnaterparts. In addition to the
Internet, participants from Unit 4 also acknowledigjeeir experience in Germany as a
significant source of information. Prior to leagifor Germany the wife reported that
her and her husband knew very little about MND desithat which they had
accessed on the Internet. However while receitfiegstem cell therapy they were
provided with a wealth of information such that whéey returned to South Africa
they felt better equipped to deal with the diseasel its progression. Both
participants thus expressed their appreciation tfee opportunity to travel to
Germany, stating that without this experience thbility to cope with the disease and

support each other along the journey would have kegerely compromised.

In view of the scant information provided by mangfpssionals, participants thus felt
that they were still unclear about the course efdisease and what to expect in the
future. Although some individuals were told thia¢it muscles would get weak and
that they would eventually stop breathing, manyip@ants were uninformed about
specific functions that would cease. For exampégerson with MND from Unit 1
was unaware of the likelihood that swallowing diffities would arise, while the

individual from Unit 3 was unaware of the speechpamment that loomed.
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Participants therefore reported that for a longlevhfter the diagnosis, not only did
they experience extreme hopelessness regardinduthes, but also there was an
overwhelming sense of inadequacy wondering how theyld prepare themselves to
cope with the disease. In addition, various fanmigmbers who felt completely
unprepared to function in the capacity of a caregaiso experienced inadequacy.
Concerns were raised with regard to transfers ftbenwheelchair to the bath for
example, as well as appropriate steps that shautdken in the event that the person
with MND began to choke. Moreover of the particitsafrom the six Units who did
ask their professionals about future expectatiam$ support systems, many were
informed that nothing could be done to help themmis finding was highlighted by
the comment made from the person with MND in Unwi®re she stated’He was

adamant that nothing could be done to help me”.

When discussing with participants the possiblelegw of MND, all Units reported

that their HCPs had informed them that no knownseauwof the disease could be
specified. For many participants however the @esirexplore plausible causes was
highlighted to the researcher, and the possibiligt knowledge of potential causal
factors may have assisted some individuals in battderstanding and accepting the
disease. The benefit of understanding possibiéogical factors was also apparent in
Unit 4. While in Germany the person with MND wasjuired to undergo a number
of blood tests. The results of this testing resdalarious heavy metals in the
individual’s system. Although unable to say witbrtainty, the HCPs in Germany
suggested that these heavy metals may have bemssiblpe factor associated with the
onset of the disease. Furthermore this suggeappeared to correlate with the fact
that many of the heavy metals that were identifiexte used by this person with
MND in the poisons on his farm. Thus on returnfrgm Germany changes were
made on the farm to eradicate the use of thoseop®isontaining heavy metals.
Although the person with MND acknowledged that sakbhnges may have come too
late or were possibly even unrelated to the MNL2, thct that he was able to do
something tangible provided him with a sense ohgpeénvolved actively in his own

health and well-being.

In view of the consistent reports by most partinigathat the information provided by

professionals was insufficient, the researcher tquesd individuals surrounding this
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finding. Several participants stated for examphat tinitially the amount of
information provided to patients should be limitedcause the overwhelming nature
of MND does not allowior many facts to be processed and assimilated dratedy.
However while this rationale may hold firm, becatePs failed to provide follow-
up appointments there were no opportunities fotippants to have information
repeated, reviewed, or re-explained. Consequémtlyperson with MND from Unit 1
stated,’If you miss the information the first time therotbad”. Also the participant
from Unit 5 suggested that HCPs need to ensurepti@nts do in fact understand
their diagnosis and its ramifications. Reportedhen this individual was diagnosed
with MND, the professional put the responsibility ber by asking her whether she
knew what the diagnosis meant. When given thel lab®ND she was reportedly
shocked, as she assumed that the abbreviation “Md by the professional was
the same as “MS” (i.e. Multiple Sclerosis). Thissamption was perhaps made
because she had a friend with Multiple Sclerost smautomatically thought that the
two conditions were the same. On this basis sheetbre informed the HCP that she
knew about the disease. It was only weeks latearmghe saw the written diagnosis
in a magazine article did she realise that sheahdifferent condition. Upon learning
about MND in this manner the person with MND repdly experienced significant

fear and anxiety, and also questioned the accuwflogr diagnosis.

In relation to the provision of information, paifiants were asked whether they felt
that the content provided had been sufficient t&kendecisions about their future.
They were also asked to comment on whether theyekpdrienced harm in any way,
either physically or emotionally. In response he first question the majority of
participants reported that few if any decisions tade made about the future because
most professionals had said that nothing coulddmedo alleviate the situation. As a
result more than half of the persons with MND bedi@ that they had been harmed by
virtue of a lack of information provision. For ewple following information
provided by the researcher, the person from Uniell that had she been better
informed about the swallowing difficulties assoe@twith MND and the role of the
speech-language pathologist in dysphagia, she dwud taken more active steps to
seek intervention in this regard. Notably howetrgs participant did in fact attend
speech-language pathology for a short period follgwdiagnosis. Further to a

paucity of information, several participants alsergeived the way in which
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information was delivered by professionals to benaging. Reportedly most
professionals were cold, tactless, unsympathete ldatant about the prospect of
death. The commentShe doesn’'t have much longer to livelas damaging and
overwhelming to both the person with MND and heungtaer from Unit 1. Further
devastation resulted from the statement made towifeein Unit 4, when she was
informed that her husband had two years left te.livAt present both participants
from Unit 4 regard this comment as particularly rhiai, because the person with
MND had at the time of data collection survived weVer two years. These
individuals therefore felt that professionals sldoulot put a time limit on an
individual's life, and suggested that HCPs rather Honest by saying that most
persons live for up to two years, although soméviddals do survive longer. In this
way individuals are not only provided with the trdaut are also offered a form of
hope. An additional experience that was percei@edharmful by a minority of
participants was the fact that they felt abandoogdheir professionals. Although
abandonment was most commonly reported in termsa ofack of follow-up
appointments, one person with MND expressed adurknse of isolation in view of
the lack of interest that was demonstrated by beeral practitioner. Reportedly she
had consulted the same physician for many yearshaddestablished a good rapport
with him. Following the diagnosis of MND howevée no longer seemed concerned
about her well-being. For example both participainbm this Unit stated that the
general practitioner was unwilling to make a houss# on one particular occasion
when an emergency arose, and when the patientreelgainebuliser urgently, he took
longer than one month to provide a letter of mdiorato the Medical Aid. As a
result both the person with MND and her daught#rtfat the abandonment by the

general practitioner signified the loss of a suppgstem in which they had trusted.

Finally with regard to truth-telling, all participts stated that because of the blatant
manner in which information had been deliveredreghgas never a need to question
the integrity of the content that HCPs had reportBdrticipants were therefore in no
way concerned about lies or any distortions of théh. Of equal importance
however, while all individuals stated that they \brather be told the truth than be
protected by the professional in terms of withhaddinformation, they did suggest
that HCPs need to soften the delivery of infornratdmd adopt a more compassionate

and sympathetic approach when interacting withr thadients.
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The second component of information transmissiganging communicative content,
looked at the information provided to participamtisout intervention and future
expectations for living a life with MND. Accordindgo all participants no
recommendations or referrals for rehabilitation everade by any professionals, with
most of them stating that nothing could be donddtp persons with MND. As a
result many individuals with MND reported an initigense of hopelessness and
isolation. However following research on the Intdrall participants became aware
of the importance of rehabilitation. Most Unitetefore made their own attempts to
locate various rehabilitation therapists and apghed local professionals near to their
homes. For those participants who did attend réteilon, mixed responses were
elicited in terms of their perceptions regarding ttmanagement that they had
received. For example both participants from Uhitegretted having made the
decision to consult local therapists because thesopewith MND perceived the
experience to be more traumatic than beneficialccotding to the daughter, the
physiotherapist that was consulted treated theeplatiespite having stated that she
knew very little about MND. After approximatelyrde sessions a mutual decision
was made between the daughter and her mother tairrefrom receiving this
intervention. Such a decision was based on thetliat the person with MND cried
with pain during each session and therefore questiothe effectiveness of
physiotherapy for MND. At the same time as thistipalar experience, the person
with MND also attended a local speech-languageqgbagiist. This professional too
stated that she knew very little about MND as hexjom caseload was one of
paediatrics, and informed the patient and her d@ugtonsequently that nothing
could be done from the perspective of speech-laygpathology in order to provide
intervention or support. It was thus suggested ithaould be a waste of their time
returning for future appointments, as speech-laggyaathology intervention would
reportedly“have no achievable objectives” Further questioning on the part of the
researcher revealed that there was no discussiom fthis speech-language
pathologist around the possible use of alternateaaurgmentative communication in
the future, or potential swallowing problems anavitbey might be managed. As a
result of this encounter as well as that with thggmotherapist, both participants
believed that nothing could be done for the plightpersons with MND and their
families. Upon discussing this finding with thesearcher, the daughter learnt that

rehabilitation therapists often vary in their irgsts and the types of populations that
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they treat. She therefore felt very strongly thatlthcare consumers should be
informed of these variations in practice, becauseaamember of the public she
believed that any physiotherapist or speech-languazaghologist would have been
competent to treat patients with MND. Hence whendpeech-language pathologist
informed her that intervention would be of no valsikee did not question this
recommendation. Moreover this individual also sgigd that because a neurologist
is usually the first professional to be consuliéghould be his/her responsibility to
not only refer the patient for rehabilitation blg@ato the appropriate therapist that is
knowledgeable in the field of MND. Finally for th@gaughter of this Unit, the
guestion arose as to why the overall managemerifidD seems to be inferior

relative to any of the other neurodegenerativeasiss.

In relation to the negative experiences that Unieforted regarding rehabilitation,
the participants from Unit 3 stated that althoulggirt consulting professional had not
made referrals for any type of therapeutic intetiogry a representative from the
MND Association of South Africa did suggest thatpeech-language pathologist be
consulted. However when investigating this recomua¢ion the Association was
unable to provide them with any contact details dospeech-language pathologist
who could assist the person with MND, and partictpafrom this Unit therefore
failed to pursue this avenue any further. Of thmim accord they did however
consult a local physiotherapist. After attenditgygiotherapy for several sessions this
person with MND also decided to discontinue treatirieecause she was reportedly
dissatisfied with the services that were deliveradd failed to note any real
improvements in her physical condition. The fodas this particular Unit then
shifted from a medical perspective to more alteveabr non-medical management,
whereby the person with MND began consulting a Réialer and attending

consultations for "drug therapy".

In the case of Unit 5, this individual who was ngwlagnosed with MND at the time
of the interview also received no recommendationsraderrals from her HCP.

Although this person with MND expressed her dewirattend rehabilitation because
of the fine motor difficulties that she was expadmg, she indicated uncertainty in
terms of locating the appropriate therapist. Idigoh she also acknowledged that

although she was aware that her speech would ealgnhecome impaired, she was
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unsure whether she should consult a speech-languadyelogist prior to the onset of
speech deterioration or only once she began toriexme difficulties in this regard.
She thus questioned whether the diagnosing profesisivas himself aware of the
recommendations that should be provided to indadislwho are newly diagnosed
with MND.

Positive experiences regarding rehabilitation wekealed in those Units (Units 4 &
6) where therapists who had prior experience withDMvere consulted. For instance
persons with MND from both of these Units consulépgech-language pathologists
who had worked with similar patients previouslyotinly did these speech-language
pathologists reportedly alleviate some of the faigin that had arisen as a result of
the impaired communication, but also both persoitis MND commented on the fact
that because their respective speech-language lpgittoknew about the disease,
they were more compassionate and understandingatihaather professional that had
been consulted. In addition the information arglstance that was provided by these
speech-language pathologists was perceived adqadaahd entirely appropriate for
the challenges faced by persons with MND. For extamthe person with MND from
Unit 4 commented on the way in which the speeclhidage pathologist modified
communicative interactions by allowing him to corses with her using the office
computer. Also participants from Unit 6 commentedthe benefits of the speech-
language pathologist’'s step-by-step explanatiothefdifferent stages of swallowing,
as both individuals then understood the reasoniglgind the various swallowing
technigues that were introduced by the therapi8is a result of these positive
experiences participants from both Units 4 and pomed that speech-language
pathology intervention was one of the most bengifiai all the different rehabilitative
therapies. Participants from Unit 4 and the daeigfrom Unit 6 also stated that the
contributions made by their respective speech-laggupathologist were the most
valuable in terms of enhancing quality of life.

In addition to the tangible benefits provided byeegh-language pathologists, the
hope placed on speech-language pathology inteoremtas also apparent in Units 1,
2 and 3 despite these persons with MND having latl no previous contact with this
form of rehabilitation. For example the personhMND from Unit 2 stated that the

communication impairment had created significamsien between her and her
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friend, thereby affecting both individuals’ quality life. She thus believed that had
she consulted a speech-language pathologist, sbrie @ressures of the situation
may have been alleviated by virtue of improved camitation between herself and
her friend. However despite this person’s degirattend speech-language pathology
intervention and rehabilitation in general, no #psts were contacted due to
financial reasons. Medical costs had become aerarfor this particular Unit ever
since the person with MND was forced to leave maigployment and the associated
medical benefits.  Furthermore not only was theuactconsultation charge
problematic for this individual, but also the trpogation required to and from home.
Given that this person was bed-ridden an ambulaepgce was required to transport
her, however at a charge of approximately two thadsSouth African Rand per trip
this idea was not feasible. The belief that spdanbuage pathology intervention had
the capacity to alleviate tension between indivislwgas also echoed in Unit 3. The
husband from this Unit stated that he would hakedihis wife to consult a speech-
language pathologist because the frustration fagulfrom the communication
impairment was so intense that any possible offehape would be worthy of
investigation. Furthermore he was even preparethifowife to abandon the use of
oral language and adopt a form of alternate andnauatative communication if this
modality was going to enhance the quality of the@mmunicative interactions.
Similarly on the basis of information provided lnetresearcher, the person from Unit
1 stated that she too would have liked to purseedplanguage pathology further
despite the recommendation of the speech-languathelpgist that she had consulted
initially.  According to this individual she was gpared to try any form of
intervention in order to reduce the isolation, fragon and resentment that had arisen
as a result of the communication impairment. Thedbn of the impairment for this
person was thus captured unequivocally in her rsiate, “MND would be much

easier to cope with if it existed like it does With normal communication”.

Following on from questions pertaining to rehahtibn, the researcher asked
participants whether any other forms of manageradtbeen discussed, and whether
factors such as possible side-effects, effectivierasd implications of treatment had
been considered. Although the recurrent idea ‘thathing could be done”meant
that many of these questions did not apply, thegrewith MND from Unit 4 stated

that the one professional whom he had consultedestgd a certain drug to try and
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slow the progression of the disease. When prasgrithis drug the HCP informed
the patient that it was very costly, however orlemting the prescription the person
with MND stated that it was so expensive that haised financially he would be
unable to sustain on-going treatment. In additt@medication also made him sick,
as confirmed by the severe side-effects documemetie drug insert. Consequently
the person with MND discontinued the use of thiditation and felt strongly that
the professional should not only have been moreipabout the cost involved in
taking the drug, but also the severe side-effentsilsl have been explained in detalil.
He believed that had this information been providedvould have been able to make
an informed decision about whether or not he watddedke the drug, and whether or
not he was prepared to spend so much money on éuécation. The only other
recommendation that was raised with regard to mamagt occurred in Unit 6. The
neurologist reportedly informed the person with MEBd her daughter that although
no forms of treatment are available for MND, towsatte end stage of the disease
when the pain becomes too unbearable morphine dmubttiministered. Although it
was acknowledged that the HCP was trying to reasthe person with MND, this
recommendation was apparently very overwhelming tfee individual and she
subsequently began to fear the future in anticdypadif the extreme pain that would be
experienced.

Given that the MND Association of South Africa iseoof the only support systems
available for persons with MND and their familigsarticipants were asked to
comment on this organisation and support groupggeireral. According to all Units,
no persons with MND were informed about the Asdomiaand instead either came
to learn of it from family or friends, or from seaing the Internet and making the
relevant telephone calls. Reportedly when onendiamg professional was asked
whether an Association existed he was unable taigiecan answer. Half of the Units
thus stated that just as one would expect the degg HCP to make referrals and to
the appropriate professionals, so too should thefprmn patients about the
Association. In addition to the MND Association®duth Africa, several participants
also raised the need for a support group whereopsraith MND and their families
can meet other individuals in similar circumstan@ sl learn more about the disease
and how to cope on a daily basis. One family memnals® suggested the need for a

MND directory. According to this individual muchme and money was wasted on
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consulting different HCPs, especially rehabilitatitherapists who informed her and
her husband that either nothing could be donehimtor that he/she knew very little
about the disease. It was thus suggested thatiiéetory exists listing all HCPs who
work in the field of MND, and it is distributed amgst professionals and the MND
Association of South Africa, as well as patientsgiosed with the disease, then not
only can referrals be made to the appropriate HiliPslso patients and their families
can be offered the opportunity to make more infafdecisions about who they wish

to consult.

With regard to informed decision-making based omwedge acquired from a
variety of sources, participants fell into two lidoeategories. The first category
included the majority of persons with MND and thiaimily members who stated that
they were confident to make decisions in view of thformation that they had
attained. Of these participants some felt thatviofue of their own research and
sourcing of literature they were well informed abMND and therefore able to make
their own decisions, while others felt that the Iguaand quantity of information
provided to them was sufficient because few deass@bout the future needed to be
made in view that no assistance is available fosges with MND. The second
minority category of individuals, or those who falhprepared to engage in a
decision-making process, expressed their dissatisfawith the information that was
provided. These participants reported that despé®ing sourced their own
information, that which had been provided by HCRs wompletely inadequate upon
which to base decisions. As one participant sigpedfessionals overestimate the
knowledge of members of the public and assume pgh#ents are well-informed.
Instead HCPs should work on the assumption thaéermiatknow very little at the
outset of a disease and therefore need to be gawiith even the most minor details

that may be perceived by the professional as basignificant.

Associated with informed decision-making, particifgawere also probed about the
nature of the decision-making process. The mamegyof decisions that were raised
included the possibility of moving into a home astitution, the correct timing in
terms of contacting Hospice, and whether or nogrigage in alternative medicine.
However because persons with MND and many of tfamnily members initiated

most of these ideas and plans, HCPs played a dnmitée in the decision-making



105

process. Moreover the vast majority of person$ WitND stated that they were
excluded from decisions regarding their lives. haligh the person with MND may
have been present with a family member when dewswere made, they were not
always involved actively in the process because thnions and preferences were
not considered. For these individuals this exolusvas perceived as a direct result of
the communication impairment, and they therefor@ressed emotions such as
annoyance, anger and resentment in people makicigiales about their lives for
which they were not a part. In contrast howevenemthe family members were
asked about collaborative decision-making manyheint felt that decisions were
made either together or by the person with MND @lonAnd thus variable
perceptions between persons with MND and their famiembers were once again
highlighted.

Finally although the literature documents the uasidecisions that need to be made
by patients with MND (e.g. ventilation and percuwgans endoscopic gastrostomy),
hardly any participants made reference to thesemgpt Only Unit 6 discussed end-
of-life decisions, specifically in terms of ventilan. The daughter from this Unit
informed the researcher that ventilation was notoption because the diagnosing
HCP had suggested that they avoid this processcordimng to this professional
ventilation only prolongs a part of life that shdulot be prolonged. On this basis
both the daughter and her mother were againstdibe of ventilation to sustain the
life of the person with MND. Moreover when askipgrticipants about a living will,
most persons with MND and their family members régmb that they had either
drafted the document or were aware that it shoalddne. Furthermore Hospice was
apparently the driving force behind initiating thgsocess. Only one Unit (Unit 1),
despite being in contact with Hospice, was comptaiainformed about a living will

and did not know what it meant.

» Receiving Information
The communicative behaviours of the profession&hewledge the needs of the

person with MND and/or the family member

The next component of this section regarding comaative content investigated the
competency of professionals in receiving and actingcommunicative contributions

made by participants. Although all participantgeveatisfied with the professionals’
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abilities to listen attentively, more than half thiese respondents stated that HCPs
usually only listened to the family members andefhito focus on the person with
MND. Many participants believed that this occumerwas a direct result of the
communication impairment, with the daughter fromitUnstating that it was simply
easier and more time effective for HCPs to commateiovith a partner who is
communicatively intact. While the person with MNEm Unit 6 understood this
rationale, she expressed frustration at being entblconvey her own thoughts or
guestions pertaining to information that had beeovided to her. Likewise the
person with MND from Unit 2 felt angry about theféhat she appeared to be treated
as though she was stupid because she was unabteniounicate. In addition the
person with MND from Unit 1 believed that althougbmmunicative interactions
with HCPs appeared to be effective because theyrmat between the professional
and a family member, they were in fact unsuccesgiftén that her personal needs
and opinions were not acknowledged. In contrastdver, participants from Units 3
and 4 reported that the alternative professional$ those in Germany not only
listened attentively to the person with MND and/tmes family member, but also
offered sufficient time and patience for messageset conveyed. As a result of this
situation individuals from these two Units believétht professionals really did
acknowledge the opinions of the person with MND a@atl on any decisions that
he/she made. Moreover for the person from Ungheg also felt that the HCP had
acknowledged her communicative contributions anithiops because appointments
were attended alone and there were no other ingalsdwith whom the professional

could communicate.

Following the probes regarding the ability of HCRs listen attentively and
acknowledge persons with MND and their family mersball participants believed
that minimal opportunities were provided for themask questions to the appropriate
professionals. As a result most family memberk ibaupon themselves to ask the
HCP questions whenever they arose. For many penstth MND however, they
reportedly refrained from asking questions becaafsthe length of time taken to
communicate and the perception that professiormdsared too busy. A minority of
persons with MND also stated that they had no questto ask HCPs because they
had been informed that nothing could be done tp Hem, and they therefore saw

little value engaging in an activity that would eamade no difference to their
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situation. Consistent with the findings from Urt&ind 4, all participants from these
Units reported that the alternative professionald #hose in Germany offered both
the person with MND and the family member numeraygportunities to ask
guestions. In addition these HCPs were reportgdiyent while the person with
MND engaged in communication, and they took theetim reply to questions that
had been posed. Furthermore while participants ftinit 4 were in Germany the
wife made a list of their queries, concerns andeuamties. Although feeling
embarrassed to ask all of these questions in the dewasting the professional’s
time, both the person with MND and his wife werd¢ ptiease after being reassured
by the HCP that he would answer their every questibhe wife from this unit added
that she was amazed by the professional’s willisgrte give of his time in order to
answer their questions. She expressed her doubtvalsether HCPs in South Africa
would respond in the same manner, stating that fiteio 15 minute appointment is
perceived as too important and they are therefatialy to accommodate lengthy
guestion and answer sessions. As a result oeipsrience for Unit 4 and a similar
experience for Unit 3, all participants from theSeits felt that the alternative
professionals and professionals abroad had prouidech with a sense of comfort
beyond the facts of MND. However for the remainiparticipants no sense of
comfort was perceived, with one person with MND gesjing that HCPs do not

know how to support individuals who are unablegspond to them verbally.

Finally in terms of confidentiality, all participtsperceived this aspect of practice to
be unproblematic. Both persons with MND and tHamily members felt that
according to their knowledge, personal informattbat HCPs had acquired about

them had not been disclosed inappropriately.

» Integration of Subsection

Additional comments relating to communicative conte

On the basis of the investigation made with regar¢ommunicative content, the
general findings highlighted that individuals wetissatisfied with the quantity of
information provided about the nature of MND. Thpsrceived inadequacy of
information therefore resulted in many participabésng prevented from gaining a
detailed understanding of the facts relating to MidBd thus experiencing a sense of

harm. Moreover harm was also perceived by virtdiethe cold, blatant and
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unsympathetic manner in which HCPs imparted infdiona These overall negative
findings were however in contrast to the respomsesided by a small minority of
participants who had consulted alternative protesslis or professionals abroad.
Individuals who had consulted such HCPs were sadisivith both the quality and
quantity of information provided, and they failexgerceive the behaviours of these
professionals to be harmful or damaging. In addijtunlike the harmful or damaging
experiences that were reported throughout mosheflinits, no participants raised

concern of lies, dishonesty or hidden informatiortte part of HCPs.

In terms of information pertaining to managemenndihgs revealed that no
recommendations or referrals had been made foereighabilitation or consultation
with the MND Association of South Africa. Partieipts therefore searched for their
own options in terms of management, and consequeotitacted local rehabilitation
therapists and the MND Association of South Afradatheir own accord. For those
individuals who consulted HCPs who were unfamiigth, and inexperienced in the
field of MND, negative experiences were reportedeirs of rehabilitation. In such
cases treatment ceased to continue because ¢ithpatticipant felt that the therapist
was not competent in treating MND, or because tl# Htated that there were no
benefits of rehabilitation for persons with MNDorRhose individuals who consulted
therapists with previous exposure to MND howevehabilitation was perceived in a
more positive light and speech-language patholotgryention was reported to be the
most beneficial of all the available therapies. tB& basis of these positive reports,
rehabilitation in general and more specifically esgelanguage pathology was
perceived as a vital component of the managemeridD, with some participants
suggesting that it is the only form of interventifor this disease that can enhance
quality of life and make the person with MND feed aomfortable as possible.
Further to rehabilitation, participants raised theed for a support group where
persons with MND and their families could meet othedividuals in similar
situations and learn more about the disease. tisoneed for a directory of all
professionals involved in the management of MND Wighlighted. Finally the lack
of information reported by most participants wascpa/ed to have had a significant
influence on the decisions that persons with MNP m@aquired to make. Although
few participants had discussed any major life deess for those persons with MND

who had engaged in the decision-making process feiyexcluded from the
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decisions that had been made surrounding theis Ihecause they perceived their

family members as taking control of the situation.

The ability of HCPs to receive and act on informattiransmitted by participants
revealed that professionals seldom listened toamkaiowledged the communicative
attempts and opinions of persons with MND. Protesds appeared to prefer
communicating with the communicatively intact fayninembers, and frequently
avoided interacting with persons with MND. In adzh while HCPs were perceived
as inept in providing participants with opportue#tito ask questions, most family
members were adamant to raise their queries anteomm even if such opportunities
were not provided. For persons with MND howeveangnindividuals refrained from
asking questions because of the time taken to conuaie their ideas. These
findings were once again in contrast to those tepoby the participants who
consulted alternative professionals or profess®ahload. In such cases participants
reported numerous opportunities to ask HCPs questend persons with MND were

perceived to be treated as an equal during comrativécinteractions.

Subsection ¢ — Healthcare Consumer-Professional &enship
» Person with MND
The communicative behaviours of the professionkhawledge the individual with

MND as a person

The first section pertaining to the healthcare oamer-professional relationship
considered the individual with MND and whether he/svas perceived as being
treated like a unique person. Although all indiats with MND believed that
professionals had not treated them with warmthenfilliness, empathy and
compassion, some of their family members did notgige any problems in this
regard. Several persons with MND felt that HCPsewencompassionate because not
only did they have limited time available for thpatients, but they also demonstrated
little concern for individuals with the disease kg that they would be unable to
save them by providing a cure. When questionimjgieants about the availability
of HCPs, all individuals reported inadequacy irsthiiea. The majority of participants
commented on the fact that appointments were vesead, which was especially
problematic for persons with MND whose communicatisas slow and effortful.

Furthermore many participants reported a sensesajétion and loneliness in not
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being provided with follow-up appointments. Thesfid from Unit 2 for example
suggested that because there were no follow-upimippents with HCPs, there had
been no sense of continuity or the developmenapport with any one professional.
Thus the person with MND and the friend were ledeling very unsupported
throughout the entire disease process. Moreoeepéinson with MND from this Unit
suggested that when professionals establish tpatiant has a terminal disease like
MND, they believe there is no hope and give uphengatient with the result that no
support or encouragement is provided for the imlliml. This perception was
encapsulated in the following statement made byp#reon with MND from Unit 2,
“They can’t be bothered | take up too much of theimme. | am a nuisance and a
burden and an annoyance” The concern around availability of HCPs for UAit
related to the fact that the professional had saithe person with MND that she
should phone him if any changes occurred in heditiom. While this instruction
was perceived initially in a positive light highiiing the willingness of the
professional to support her, she was later condetingt any phone calls she made
would be billed as a consultation, thereby leadimdinancial implications on her
part. Finally although the person with MND fromiU@ reported a sense of being
unsupported by professionals, she expressed héentoin the fact that her family
supported her and therefore did not feel the needriy additional assistance from
HCPs.

Given that the opinions, decisions and preferentgersons with MND were seldom
acknowledged by professionals and occasionally ¢keim family members, many
persons with MND felt that they were not valued amedpected as individuals.
Professionals never asked for the thoughts of perseith MND, but simply

addressed their family members directly. Moremareral persons with MND also
stated that family members were in fact inadequatassisting them to reveal their
true opinions and preferences about the futurethéncase of Unit 2 however where
the person with MND did voice her own preferenaslash in opinions occurred
between her and her friend. Although both thenfti@nd a representative of the
MND Association of South Africa felt that a home svavorthy of consideration

because the caregiving role had become too burdengor the friend, the person
with MND expressed her wish to die at home. Invwad this conflict the person with

MND expressed her discontent at the fact that Ipgmiens had been overlooked as



111

arrangements for a home had been made against iler ®onsequently the
individual with MND from this Unit believed that shhad been excluded from all
decisions regarding her own life. A further ocemce relating to perceived
disrespect for decision-making occurred in Unit According to participants from
this Unit, when they informed the HCP that they ldooe travelling to Germany for
stem cell therapy the professional reportedly dtdéitat they should not waste their
money searching the world for a cure. Followings tbomment both participants
reported a sense of hopelessness and resentnibatfatt that the HCP had failed to
understand and respect that when persons are fatea terminal illness they are
willing to try any type of treatment that offersge Related to the idea of hope, all
participants agreed that professionals should inat talse hope but instead offer
healthcare consumers some form of encouragememtdir to try and enhance the
self-esteem of persons with MND and their familynnbbers. A common response
elicited from persons with MND when asked aboutéhapd encouragement, was that
professionals often fail to provide hope or optimiand give the impression that they
believe that MND is a death sentence. This beli@é encapsulated in a statement
made by the person with MND from Unit 1 who statdhat is there to encourage,
there is no hope”.For the person with MND from Unit 3, she believhdt although
she was taking a risk by engaging in a "drug thgrégr which very little is known, it
was however worth the chance in that it providedwieh hope and the possibility of
a cure. Moreover the wife from Unit 4 stated tivaen such destruction strikes one’s
life and family, any steps will be taken in an atfe to improve the situation. As a
result she and her husband went through a stage thleg placed their hope on the
use of illegal substances. According to an Intesite various substances although
illegal, had been proposed as a cure for MND. @uiure desperation participants
from this Unit therefore accessed these substancé® hope that they would bring
relief to their situation.

With regard to honesty and truth-telling, all pagants highlighted the fact that
HCPs were very honest about the disease and thleofilcome. The only experience
of dishonesty, or perhaps more a case of false boperred in Unit 2. During the
period following the diagnosis of MND, a friend argsed for a homeopath to assess
the person with MND in her home. Following theesssnent the homeopath stated
that the person had been misdiagnosed and did nesemt with MND, and that
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through his treatment he would be able to curedisease. This re-diagnosis thus
raised hope for both the person with MND and hienfi, such that both participants
experienced a sense of relief. However when inyatstg this treatment option

further, the person with MND realised that finafigid would be impossible for her

to attend appointments with the homeopath. Dedpigesense of relief that both
participants reported following the homeopath’sgdiasis, in retrospect the person
with MND felt that this HCP had been dishonest ghan her false hope about her
life. Further probes about truth-telling revealkdt participants were satisfied in that
professionals did not lie. However although HCRsenperceived as honest in their
provision of information and explanations, the mamm which such content was
delivered was reportedly blunt, callous and noredial The majority of participants

therefore perceived information delivery as burdems and damaging. In addition
many participants made comments such akey should soften the blow”, “They

need to couch (sic) you through the process” andeyf shouldn’t be so harsh”.

The results presented for the healthcare consunoéegsional relationship thus far
applied solely to medical and rehabilitative HCR4owever significant differences
were noted in the relationships that were estaptishetween participants and
alternative professionals or rehabilitative HCPthveixperience in the field of MND.
Reportedly all participants who consulted this grad professionals commented on
the warmth, friendliness, empathy and compassioniged to both the person with
MND and his/her family member. These professiordd® offered encouragement
and support, and were prepared to go out of thay to assist the person with MND
in any way possible. In addition participants tekt this group of professionals were
truly concerned about the health and well-beinthefperson with MND. Unlike the
findings related to the medical and allied medld@lPs, the alternative professionals
and rehabilitative HCPs with experience made a tpah acknowledging the
decisions, opinions and preferences of persons MIND as well as their family
members. Information delivery was also perceivedai more positive light for
persons who consulted these professionals. Ngtwat information imparted in a
more caring and understanding manner, but it wes atknowledged that members
of the public are not as knowledgeable as theifggsional counterparts. Finally
participants were questioned about their viewshengerceived value of the person

with MND as a unique individual. Although persombo consulted medical HCPs



113

perceived themselves as inferior and of little ealm the patient-professional
relationship, individuals who consulted alternatipeofessionals and experienced
rehabilitative HCPs reported a sense of equalitthenrelationship and a feeling of

being a valued member of the Unit.

» Family Member
The communicative behaviours of the professionahawledge the family member as

a person

With regard to the healthcare consumer-professimationship in terms of family-
members, significant differences were establistegdnding how persons with MND
were perceived to be treated by professionals,ugetow family members were
perceived to be treated. The majority of partinigastated that family members were
treated with greater warmth, friendliness, commasaind support. Also the opinions,
preferences and decisions of family members wekaaeledged and respected to a
greater extent. According to several persons MiND, these marked differences in
the way in which participants believed they hadrb&eated during consultations
were a result of the communication impairment. Pleeception that persons with
MND were unequal or inferior communicative partness highlighted in Unit 1 by
virtue of a comment made by the daughter. Replyrtbe person with MND was
treated by professionals like a sick baby or yoahidd who was unable to speak for
herself, whereas the daughter was treated like mapetent adult capable of self-
determination and communicating her own thoughtd @eas. However these
perceived differences regarding the behaviour oPbkl@ere not always consistent
between the person with MND and his/her family membFor example in the case
of Unit 2 the person with MND perceived the repregagve from the MND
Association of South Africa to have treated hehvétss warmth and compassion than
the way in which her friend had been treated. @osely the friend reported that
there were no differences between the interactotisherself and the representative,
and those between the person with MND and the septative. As a result for this
person with MND, she was therefore resentful of dikration because she perceived
both her friend and the representative to be inospion to her. Consequently this
individual believed that whilst her friend had beelewed as thepoor victim”
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having to cope with such a terrible situation, bhd been labelled as a nuisance and
of little value in the Unit.

Contrary to the general finding that persons witRDwere treated with less warmth,
compassion and support than their family membdrs, garticipants from Unit 4
reported a different experience. According togkeson with MND, his wife had not
been cared for or supported by professionals duhaglisease process as most of the
attention had been focused on him. Furthermore dkiention was not seen in a
positive manner because he too perceived the HECBs incompassionate and cold
towards him and his wife. This lack of support waimforced by comments made by
the wife, who stated that professionals had tresiath her and her husband in a
disregarding and disrespectful manner. Howeverirstieated that because she was
not the patient she did not think that she hadritjie to expect HCPs to support her
and be concerned about her, after all she adttschot about me, there should be a
support group where | can be consoledin contrast, with regard to the stem cell
therapy experience the wife from this Unit reportieak the professionals in Germany
were instead very kind, caring and compassionaketo While this behaviour on the
part of the professionals was appreciated, the stdéed that she felt uncomfortable
when HCPs focused on her because she was condbateithey were wasting their
time. She believed that the time HCPs spent withdould have been dedicated to
her husband. Subsequent to this experience, bethdrson with MND and his wife
felt that South African HCPs have much to learnualsuality healthcare consumer-
professional relationships. Likewise similar fings were echoed in Unit 3 when
medical and rehabilitative professionals were caegavith alternative professionals.
Both participants from this Unit stated that at theset of their MND journey there
was a definite distinction between the way in whioh person with MND was treated
by HCPs, and the way in which her husband wasddeaHowever once this Unit
rejected traditional or conventional medicine anegdn consulting alternative
professionals they were both treated equally arlch@eledged that in their own
contexts they were faced by different yet signiiicahallenges each deserving of

support, respect and compassion.

Probes relating to truth-telling, honesty and liegealed the same findings as those

yielded for the healthcare consumer—professioratiomship in terms of the person
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with MND. All participants reported that HCPs wetenest and did not withhold
information or distort the truth. The manner ofommation delivery was also
perceived as blunt, untactful and a burden for méamgily members. Finally no

concerns were raised with regard to confidentiality

» Integration of Subsection

Additional comments relating to the healthcare eoner-professional relationship

The investigation of the healthcare consumer-peddesi relationship revealed that
while persons with MND were perceived as being tled and disrespected by
HCPs, the quality of the relationship between fgmiembers and professionals was
viewed as having greater equality. Thus althoutihparsons with MND were
dissatisfied at the inability of HCPs to demon&natarmth, compassion, friendliness,
support and availability towards them, they beldteat these constructs were in-situ
in the relationships between their family memberd professionals. Both persons
with MND and their family members posited that msfionals had failed to
acknowledge and respect the decisions and opirebnsersons with the disease.
Such disrespect on the part of HCPs was perceigebet a direct result of the
communication impairment and length of time takgrpbrsons with MND to convey
their messages. Furthermore, participants fettdah@ossible fear on the part of HCPs
to engage in communicative interactions with indials who were unable to reply or
respond to them may have further contributed ts thisrespect. In some Units
persons with MND also perceived family members a#infy to respect their
decisions, thus creating tension and frustratiotihiwithe family unit. In terms of
honesty, truth-telling, and the withholding of infwation, all participants were
satisfied with this aspect of the healthcare comstpnofessional relationship,
although the manner of information delivery wascpered to be damaging. In
contrast to the general findings established irs thection, the common belief
regarding alternative professionals and the HCRSe@mmany was that regardless of
who they interacted with, albeit persons with MNDteeir family members, warmth,
compassion, support, respect and honesty prevallbdse individuals who consulted
such HCPs therefore perceived themselves as equodlshe healthcare consumer-

professional relationship to be of a high standasimilar findings were also noted
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for those HCPs who were practising in South Afremad had already acquired
knowledge and experience in the field of MND.

Subsection d - The Person with MND as a Communiaato
» Transmitting Information

The person with MND is able to transmit messages®@iely

The success of the person with MND as a commumnicass first investigated in
terms of eliciting perceptions regarding his/hefeeiveness to convey messages.
Despite the presence of impaired speech and/olipguestic features, all participants
reported that the person with MND did his/her hestommunicate irrespective of the
modality utilised. For those individuals with aglee of movement of the hands,
participants stated that the person with MND alslied on the use of non-verbal
language to facilitate communication. In termdagdic initiation, apart from Unit 5
where the person with MND presented with relativielielligible speech, all other
persons reportedly demonstrated a severely redabity to initiate conversation.
Most persons with MND stated that within the heedite encounter and
communicative situations in general, they will oellygage in conversation when an
individual speaks to them. Furthermore the daugfitan Unit 1 added that her
mother was not empowered to initiate conversatioith WAHCPs, because her
communicative attempts were very time consumingsireddid not want to waste the
professional’s time. Hence in general the procédarn-taking and the natural flow
of conversation was restricted by virtue of theit@d output offered by persons with
MND.

When probing about topic adherence, persons wittDMiNd their family members
indicated that the question-answer nature of conication between the person with
MND and the HCP meant that it was relatively easyatlhere to the topic of
discussion. Many family members perceived comnatioa with the person with
MND to be very one-sided. The daughter from Uniighlighted this perception
when she stated that her mother was trapped irdg Wwhich would not allow her to
do or say anything, although her mind was stilastive. The handicap surrounding
the communication impairment was further reinforedten the friend from Unit 2
made the following commerifThe lack of speech paralyses youAs a result of this

communication paralysis, the daughter from Unigiterated the fact that breakdowns
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in communication that occur between persons with DMBENnd their HCPs are
inevitable, and that individuals should therefoceept that miscommunications will

occur during consultations.

With regard to communication breakdowns all perswith MND reported that
although they were aware of occasions when HCPsnhiadnderstood them, they
seldom attempted to repair these breakdowns bedhageook too long to rectify,
were too effortful to rectify, and listeners (il@CPs) often demonstrated a sense of
impatience. Many persons with MND were thereforsilldisioned to engage in
conversational repair because it resulted in maustrfation than satisfaction, and
interactions often ended in the wortisst forget it”. Only one person with MND
from Unit 4 stated that he is persistent in engutivat his messages are received and
understood, because he feels that he has evenytoigtonvey that which is on his
mind. Moreover this individual informed the resdear that he occasionally requests
permission to e-mail a HCP with his thoughts, conseor questions, and that such
professionals are reportedly very receptive to ithes of communication. In the case
of Unit 3, the person with MND stated that althowgte would like to ensure that
communicative partners understand her communicatwéributions, she is uncertain
how to engage in conversational repair becausediega of what she says or does,
her speech will always remain unintelligible andidilt for listeners to follow. On
this basis she therefore stated that she avoidsnomnoative interactions and thus the

associated need for conversational repair.

In the case of encounters with HCPs, almost aBg®s with MND stated that they no
longer ask the professional questions about theades or their future because most
communicative attempts result in frustration anesst for all members of the Unit,
including the HCP. For example in Unit 1 the parsoth MND stated that she does
not ask professionals or her daughter any questiecause of the annoyance and
sense of failure that it creates. As a resulh@ tlecision she has not inquired about
the difficulties experienced with her swallowinbp the case of Unit 3 the person with
MND stated that just because she chooses to avomincinication, it does not imply
that she has no opinion of her own. Before anysucltation with a HCP she prefers
to spend time with her husband conveying her carscer questions so that he can

ask the professional on her behalf. In the caséhefUnits with more effective
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methods of communication, such as e-mailing in Wrand intelligible speech in Unit
5, apprehension around asking professionals gusst@s not too great a concern.
Both of these individuals indicated that they woulat hesitate to ask a HCP any
guestions that might arise, although in Unit 5 peeson did feel that questions were
insignificant because the answers would not chahhgefinality of her situation.
Furthermore in view of the frustration, annoyancel dear of failure when asking
HCPs questions, most persons with MND also stdtatithey no longer speak their
mind or convey their opinions regarding their heahd well-being because they are
certain of the negative repercussions that arelylike arise in terms of the
communicative interaction. Consequently some iddizls with MND even reported
being untruthful about their health, and stated itha simply easier to nod one’s head
to indicate that one is feeling fine than it isst@ggest that there is a problem and have

to provide an accompanying explanation.

Finally although more than half of the participamidicated that persons with MND
were effective communicators despite their limgasi, most communicative partners
(particularly HCPs and family members) were peredivas ineffective and
unsuccessful in terms of interacting in the presesica communication impairment.
Many participants reported that individuals inchgli HCPs are too scared to
communicate with a person whom they know will n@ &ble to reply in the
conventional manner. Also the fear of having tonownicate using an alternate
modality such as an alphabet board was perceived agense that it is simply much
easier for the communicative partner to engagevaidance. In the case of Unit 2
however, positive experiences were reported whee person with MND
communicated with the priest and friends from Harrch. Such individuals were not
only patient while the person with MND conveyed herssages, but they also created
an atmosphere of ease where she felt comfortableqoest clarification or ask a
guestion even if the topic of conversation hadaalyeshifted. It was thus suggested
that if communicative partners (i.e. HCPs) couldhdastrate just a small amount of
patience and interest in persons with MND, thersehiadividuals (i.e. persons with
MND) might feel more comfortable in sharing theerponal thoughts, opinions and

guestions.
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» Receiving Information

The person with MND is able to receive messagesandn them

When discussing the ability of the individual t@eese information and act upon it,
all participants stated that the person with MNDswapt in listening to a
communicative partner, thinking about and procepdine input provided, and
formulating his/her own opinions. Likewise persamish MND were perceived as
receptive to any contributions made by HCPs in sewh the disease. However
beyond this cognitive process, most persons withDMigportedly refrained from
voicing their own opinions formulated in responge information that they had
received. Furthermore the majority of participasteted that although there had been
occasions during conversations when breakdown lcadreed and the person with
MND was required to seek clarification, he/she ggldengaged in a process of repair
or asked questions about information that wasadaiiffito understand. This reluctance
was reportedly due to the fact that owing to theespof communication, many
persons with MND felt they were no longer able teefx up with the pace of
conversation, and thus by the time they had triedhitiate repair the moment had
already past. In addition because few communiegtartners demonstrated a sense
of awareness regarding the communicative interastithat transpired, they were
unable to recognise the need for repair or the nedakilitate the person with MND
who attempted conversational repair. Consequentfny persons with MND
reported feelings of doubt about their effectivenes a valued communicative

partner.

» Integration of Subsection

Additional comments relating to the communicatibpersons with MND

On the basis of the findings for this section @& thterview schedule, it was revealed
that the majority of persons with MND were reludtém transmit information and
therefore seldom initiated communication and awbié®gaging in turn-taking or
conversational repair. Despite all persons withD/bking receptive to the input of
others and formulating their own opinions, ideasj/ar questions about the disease,
in the presence of poor communication few individuaith MND were empowered
to voice or communicate their thoughts. In additmost communicative partners

were viewed as unsuccessful communicators, ancepert as impatient and fearful
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of interacting with communicatively impaired indilals. On this basis it therefore
seemed that communicative transactions with perswitis MND occurred in a
vicious circle, whereby the individual would strig@r avoid initiating conversation,
yet in instances where communication was initidkedcommunicative partners often
failed to reciprocate effectively because of theguale fear or lack of skill associated
with communicating with a communicatively impairg@erson. Moreover if the
communicative partner did initiate conversatiorgakdowns often occurred that were
not repaired. Such breakdowns were seldom redtifecause the time taken for the
person with MND to attempt repair was not compatillith the speed at which
communication occurs. Moreover the reported reloe of the conversational
partner to facilitate repair, or his/her lack ofaaeness regarding the need for repair
also affected communicative exchanges. Hence thadity] of interactions that
occurred between the person with MND and his/heP8l@as compromised in part
due to this individual's inability to transmit anceceive information in the

conventional manner.

Section C: Concluding Comments

In response to the five specific questions thatevasked to participants, a number of

diverse responses were elicited.

The first question focused on whether or not pgodicts perceived the
communication impairment as having an impact onotherall management of MND.
For Unit 5 the person with MND remained impartisdchuse she felt that her
communication abilities were still adequate andrdf@e had no bearing on the
management that she had received thus far. loabe of Units 1 and 2 both persons
with MND felt that had communication between thelwsg and their HCPs been
more effective, then the entire management proaedsthe promotion of their well-
being may have also been improved. For examplanihgidual with MND from
Unit 1 suggested that she would have expressedcbecerns regarding her
swallowing difficulties had she had an effectivemtounication modality in-situ.
However effective in this case implied not only fherson with MND being able to
use the communication modality with competence, &lsb appropriate attempts
made on behalf of the various communicative pastn@.g. HCPs and family

members) to interact with this individual effeclive In addition the daughter from
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this Unit also suggested that while the commumcatmpairment had impacted on
the management of her mother’'s disease, it mayhasge been her mother’s poor
communication per sé that had compromised thetguaflthe situation, but rather the
fact that HCPs do not have the time to listen tpaimed communicative attempts and

do not know how to respond under such circumstances

In terms of those participants who felt that thenownication impairment had no
effect on the management process, both responftentdnit 3 were of this opinion.
In this Unit participants believed that by virtué the alternative professionals’
supportive attitude, the person with MND was empmgeto communicate her
opinions thereby alleviating potential dissatistactand frustration that could have
arisen during such interactions. Similarly the agament of the person with MND
from Unit 6 was also believed to be unaffected iy tommunication impairment.
Since the daughter from this Unit engaged in athcwnicative interactions for her
mother, the person with MND expressed satisfadbpnirtue of the fact that she did
not need to feel anxious about having to commueitarself. Although there was
some reported frustration on the part of this peiiscthat she was unable to express
her own opinions, she felt relieved knowing that daughter would take control of
the situation. In addition, the daughter belietleat the assistance she provided her
mother enhanced the management that was receivealid®e she was available to

speak to the HCPs on behalf of her mother ande¢hesre more comprehensive care.

Finally both participants from Unit 4 and the friefrom Unit 2 stated that the overall
management of MND in South Africa is inadequate &mble regardless of the
communication impairment. The fact that communicatdifficulties impair

interactions with HCPs was reported to be just lagrotactor which compromises the
quality and effectiveness of the management for MKEalthcare consumers.
Moreover because the professionals from Germanye wger willing to engage in
communication with the person with MND, participaritom Unit 4 perceived the
country to be well equipped and knowledgeable fanaging MND in a competent
and satisfactory manner. However South Africa paseived as being far from the
ideal in terms of its management for MND, particiylan view of the fact that HCPs
were perceived to be ill prepared to communicatd wommunicatively impaired

individuals.
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The second question put forward to participantsedinto establish whether the
communication skills of professionals were représiare of their interactions with all
patients regardless of the presenting illness, drethher the communication
impairment was perceived to result in altered comicative interactions by HCPs.
Although participants from the first two Units bmled that the communication
impairment had caused HCPs to treat persons wittDMiferently from other
patients, the remaining participants did not shhigeview. Both persons with MND
from Units 1 and 2 believed that HCPs had treatesimt with less respect and
compassion than communicatively intact patients ld/dhave been treated. The
daughter from Unit 1 confirmed this belief when shéormed the researcher that
during one particular consultation she was ableear the HCP communicating with
another patient. The professional’s style of comitation with this particular patient
was in no way similar to that used with her mothdeportedly the professional
spoke to the person with MND as though she weread dhild, whereas the other
patient was addressed in an adult-like manneadtttion the daughter suggested that
because the word “disease” has such negative catimtd associated with it, it
should be removed from the diagnostic label “mateuron disease”. Immediately
people hear the word “disease” they think thereisiope for affected individuals and
they therefore fail to acknowledge these personsesgected members of society.
Furthermore for professionals who know little abMND they too may adopt this
attitude and believe that because the conditiqgeragressive and patients inevitably
become dependent upon other people, they will eadigtenter into a stage similar to
that of the dependency in childhood, and thus bsemdng of treatment and

communicative styles that are associated with o#ild

Of the majority of participants who suggested thaifessionals are likely to treat
their patients the same regardless of the displatiimpairment that confronts them,
many expressed that HCPs are poor communicatageriaral and demonstrate little
warmth and understanding towards all of their pasie Thus regardless of the
presenting health condition most patient-profesaiarlationships are reportedly
characterised by inequality and disrespect. Incdme of Unit 6, the daughter stated
that on one occasion her mother attended an appemtwith a rehabilitative

therapist where all patients were treated simutiasly in the same room. The

therapist was reportedly rude and unprofessiomal, spoke to all the patients with
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little respect. She also interrupted patients’ samicative attempts and failed to
read or chose to ignore comments and facial exipresghat indicated an individual's
confusion or misunderstanding. As a result of suolcceptable behaviour, the
person with MND and her daughter from Unit 6 thuscided to discontinue
rehabilitation with this particular therapist andnsequently sought intervention

elsewhere.

For the third question, two broad categories aiosterms of members of the Unit
perceived as being most effective in terms of comipating with persons with
MND. The first category comprised family membernsomvere close to the person
with MND. All participants who fell within this sponse category stated that because
family members spend so much time with the persaih WIND they are most
familiar with his/her communicative style and commuative needs, and thus best
understand the person’s communicative contributiofise second response category
included various other members of the Unit whorete with the person with MND
less frequently. For example both participantsnfrdnit 2 reported that the priest
was the most effective communicator. Despite h@avio training to communicate
with a communicatively impaired individual, he refoly gave the person with
MND sufficient time to convey her messages andréated her like any other adult
communicative partner. The desire to be treateithisymanner was depicted in the
following comment made by the person with MND, because he pulls up a chair,
sits and listens, and interacts. He is patient tnedts me no differently”In terms of
Unit 4 both participants perceived HCPs from Gemnnand the alternative
professionals that were consulted in South Afred@ng most successful in terms of
communicating with the person with MND. Reportethgse HCPs were caring and
went out of their way to ensure that they undeithe person with MND, regardless
of the time it took to elicit and understand anynoaunicative attempts. Finally a
representative of Hospice associated with Unit % aigo perceived as an effective
communicator. According to the daughter this pgsfenal spoke to her mother in an
acceptable manner and took the time to engage uft-idce conversations. In
addition the person with MND from this Unit was mo way rushed to convey her
communicative contributions, and nor was she iomad during communicative
attempts. Furthermore the person with MND stalbed she was placed at ease when

it became clear to her that the representative tHmspice was well-informed about
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MND. She thus felt that every aspect of her impamt was well understood and
accepted, and that her physical and emotional nsedsalso respected.

When questioning participants about the changeisthiey felt persons with MND
should make to improve their communicative intdoas with HCPs, a variety of
comments were offered. Most commonly persons WithD reported that they do
already try to communicate to the best of theitiigbiand thus no changes on their
part were deemed necessary. Several family memiegesated this perception,
suggesting that it is not the person with MND timateds to change but rather
communicative partners (i.e. HCPs) must learn hawv communicate with
communicatively impaired individuals.  According tone family member,
communicative partners need to understand ther&timd and anxiety that is
experienced from the perspective of the person MND, so that they can realise the
invaluable role that they could play in facilitagincommunication with such
individuals. Many family members also stated taidhough the person with MND
may be doing his/her best to communicate, therevar®us personality traits that
need to be emphasised. For example the dauglter mit 1 felt that her mother
needed to be more assertive in an attempt to comeeyessages, while the daughter
from Unit 6 suggested that her mother should bg éshamed of the communication
impairment and more forthright in her communica@tempts. A further suggestion
that was raised by the person with MND from Uniard the husband from Unit 3,
was the need for greater use of alternate commiimicanodalities. Although the
individuals with MND from both Units 3 and 4 wererpeived to be communicating
as best as possible using their available commtinécaskills, the need for a
permanent alternate modality to augment commuiicatias indicated. The final
change that was suggested was put forward by hetpdrson with MND from Unit 3
and the friend from Unit 2. These individuals repd the need to modify their
communicative style, but were uncertain of the appate changes to implement.
For example in the case of Unit 3 the person witiDVistated that although she felt
that she was ineffective in her communicative agtesnshe did not know what
changes she needed to make and how these chaogdd Isb implemented. As long
as these uncertainties remained she stated thawvahle continue with her current
method of communication, only hoping that she may ggronger and improve as a

result of the “drug therapy”. In the case of Ubithe friend stated that although the
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person with MND was doing her best to communicdtestration regarding
communication was rife. As a result of this frason the friend explained that she
became very angry and would scream at the perstnMND. She even stated on
several occasions that the frustration she expsgttsometimes lead her to wish that
she could kill the person with MND. Knowing thaig behaviour was inappropriate
the friend therefore expressed the need to find aentonducive manner of
communicating with the person with MND. Howeveedibo was uncertain of the

most effective changes that would be appropriatadaressing her situation.

For the final question, numerous contributions weffered by participants with

regard to the changes that they perceived shoulinb@de by HCPs in order to
improve communicative interactions with patientsaadl as the overall management
of MND. The suggestions that follow have been rgggb Unit by Unit because

despite the overlap that exists between varioussideach contribution is reflective of
each Unit's unique context and therefore warramds/idual comment.

Unit 1: The person with MND from this Unit stressed onesal’occasions that HCPs
need to learn how to communicate with communictiv@paired individuals. She
believed that as a result of a substandard papieriessional relationship, the
management that she had received had been infambrunsatisfactory. Ironically
however despite the many inadequacies reportedhlsy gerson throughout the
interview, she also added that because HCPs abesoit is understandable if they
fail to improve on their communication skills ankeir ability to establish quality
patient-professional relationships. Contrary e 8eemingly passive suggestion, the
daughter felt very strongly about the recommendatithat she discussed with the
researcher in this regard. Firstly she expresbedneed for all persons with a
terminal illness and/or a communication impairnmtenbe treated like adults. She was
adamant that her mother who was probably older #an of the HCPs she had
consulted, did not deserve to be treated like anmpetent child or deaf individual.
Irrespective of the severity of the disease, thegtter believed that her mother was
worthy of respect and compassion. Moreover theghlin also suggested that
professionals who work in the field of MND needdtift their focus from death to
life. While death may be an inevitable consequesfckIND, professionals need to

remember that so long as they are treating a pessthnthis disease he/she is still
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alive. Reportedly the attitude of HCPs should thhange and they should aim to
bring hope and encouragement to persons with MNDtlagir families.

The final comment made by the daughter was a stigge® achieve more effective
communicative interactions between persons with Viid HCPs. Given the reality
of current day practice and the fact that profes®do not have the time to engage
in lengthy interactions with communicatively impadr patients, alternate
arrangements need to be made to ensure that HORghetess understand their
patients, and are thus able to prescribe manageapenbpriately. As a result of this
need the daughter suggested that HCPs hire a ourassistant who has previous
training or exposure to interacting with communively impaired individuals. Prior
to the consultation with the professional this widiial could take a case history or
elicit follow-up information from the patient, whiccould then be handed over to the
HCP at the time of the patient's appointment. Bgcmg the communicatively
impaired individual in a less pressurised situatrath a person whose job it is to
facilitate communication, the person with MND magelf more at ease to convey
his/her thoughts, queries, questions and ideas, tand feel more involved in
promoting his/her own health and well-being. Idliidn the nurse or assistant could
facilitate interactions between the HCP and theepast the time of the consultation.
More successful interactions between the patiedt the professional may lead to
greater healthcare consumer satisfaction, as wett@e appropriate management on
the part of the HCP because of him/her having aenagcurate understanding of the

person with MND.

Unit 2: For the person with MND from this Unit, her primacgncern was that
professionals need to learn how to listen to p#iershe felt that if HCPs choose to
immerse themselves in a career that entails irtierec with communicatively
impaired individuals, then they need to be toleerd patient of such persons. Thus
the person with MND stated that HCPs cannot exjmeathieve healthcare consumer
satisfaction if they are not prepared to spendtitme required to learn about and
understand their patients. The need to spenduiitiiepatients was further reiterated
by the friend from this Unit. As this individua¢ported, professionals in general are
too rushed and do not offer healthcare consumefgisat time to express their

concerns, especially when patients are communggtivmpaired and require
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additional time to communicate. In addition due &o lack of training in
communication, HCPs do not know how to communioc&atdh communicatively
impaired persons. In order to avoid the fear firafessionals possibly experience
knowing that the patient cannot communicate indhieventional manner, they either
resort to a cold one-sided communication styleraply ignore the person with MND
as far as possible. Consequently the friend sugdebat this behaviour creates an
impression that the person with MND is perceivedh®/HCP as afimbecile”. The
final suggestion raised by the friend in termshaf bverall management of MND was
that the disease needs to be broadcast and maea knoall members of society.
This individual felt that if MND is better undersi by professionals and the
community by and large, then perhaps persons afiday the disease would be less
neglected. Moreover the friend added that the ésgion that MND implies a sense
of hopelessness and a period of time that simpgdsdo be lived-out until death,
must be banished and replaced with one of hopetengdossibility of giving persons

with MND the best chance of maximising their quabf life.

Unit 3: According to the person with MND from this Unit, mmal changes by
HCPs were necessary because she was satisfiedheithanagement that had been
received from alternative professionals. In teohsedical and rehabilitative HCPs
however, the person with MND suggested that thestegsionals need to learn how
to deliver information in a more tactful, suppoetisnd compassionate manner, while
still being honest and avoiding false hope. HCBe aeed to realise that traumatic
information which is imparted with no empathy aratec can be burdensome and
damaging for recipients. Likewise the husband ftbre Unit felt that because HCPs
know that MND is terminal, instead of shunning Hftected person and family they
should rather give support and encouragement. Evka professional does not give
follow-up appointments due to the idea that notleag be done to help the person
with MND, a phone call to see how the family sysierooping would be appreciated.
As the husband suggested, knowing that HCPs caeand above the care offered
by family members, strengthens the support systac facilitates the process of
coping. After all he added]ts not only about paying for the doctor’s advidee

must care too”.



128

Unit 4. The first change suggested by the person with Midih this Unit was the
need for compassion. According to this individoal the day the diagnosis was
delivered, he perceived the HCP as indifferentht® bad news that had just been
imparted. The professional reportedly revealed sense of compassion,
understanding or care, and one might have thoungttat diagnosis of a sore throat or
influenza had just been made. It was also sugddstehe individual from this Unit
that professionals need to provide more informatdout the disease and inform
healthcare consumers of all possible managemeitnspt As the person with MND
suggested, had he have known more about MND abtitget of the journey, he
would have been better able to plan his future bwel his life to the fullest.
Moreover he believed that the ability to make spitparations regarding one’s life is
a deserving right for all patients. Also in conipan to the experience in Germany,
the person with MND felt that professionals in SpAfrica give up too easily. It was
therefore suggested that HCPs need to learn fram therman counterparts and
acquire a spirit of motivation, determination, emipyaand persistence in order to help
patients in any way possible. If HCPs understdu destruction that MND forces
upon a family system, then they may be more detexdhito assist their patients

through the challenges that must be overcome.

In a similar fashion to her husband, the wife froms Unit suggested that HCPs in
South Africa need to become more professional. oRegdly the HCPs abroad not
only treated patients with greater respect, but thieole attitude regarding their work
was one of devotion and commitment. In additios wife confirmed her husband’s
statement that professionals give up too easily,saggested that HCPs need to adopt
a fighting spirit in order to enrich the life ofehperson with MND in any way
possible. The need for guidance by professionals also raised, and the fact that
once such overwhelming information has been dedideindividuals and families are
often immobilised and need to be guided in theemirdirection. Patients should
therefore not be left to seek intervention of theim accord otherwise they consult
inappropriate or inexperienced professionals, whithturn leads to negative or
unpleasant experiences for members of the Unitadgiition such unguided attempts
to locate appropriate intervention can also wastersiderable amount of time and
money on the part of the person with MND, which ra@nbe afforded given the

financial concerns that a terminal illness posesrfost individuals.
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Unit 5: For the individual from this Unit, the need for gter information was of
prime importance. More than just information abthg disease, the person with
MND felt that HCPs also need to keep patients mft throughout the work-up to
the diagnosis. Although this individual acknowledgthat other conditions need to
be excluded before the final diagnosis can be mawieé,hence the professional may
want to reserve his/her initial opinions, she thht patients need to be informed of
what tests are being performed and the rationainbethese tests. This particular
individual went so far as to say that HCPs shonfdrm patients of their suspicions
right from the beginning, because she believeddfiat living months with the subtle
yet progressive changes in terms of one’s functiabdities, by the time a specialist
is consulted“...you just know something is wrong” Although adding that this
protocol may be viewed by some as inappropriatepamentially dangerous because
it can cause unnecessary trauma in the event wicamrect suspicion, this individual
did however feel that she had experienced a geataf anxiety and fear having to
wait for test results. She would have therefoefgared to have been informed of all
the possibilities at the outset of the consultatigih the professional. In addition this
individual also suggested that although HCPs shoeletr withhold information from
patients despite the potentially burdensome nattitbe facts, they should however
learn how to touch (sic) patients, and guide and support them thihoug the entire
disease process. Support for this person wasigedcas important because she had
only recently been diagnosed with MND and both hesband and her son had
reportedly not yet accepted the diagnosis. Becslisénad not been informed of any
available interventions or support systems, sheesged extreme isolation and the
need for some type of guidance that would helpdoge in such an overwhelming

situation.

Unit 6: Initially the person with MND from this Unit indited that no changes
needed to be made to the management practice of,MN®nor did HCPs involved
need to change. When questioning this individuaihier about this statement, she
stated that in all likelihood professionals woulat obhange their communication style
and healthcare consumers should therefore acceggntypractice trends. Following
further discussion however, the person with MND gasied that HCPs could
improve their knowledge of the disease and focusemigorously on establishing a

cure. lIronically following this statement she aigdicated that one should not blame
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professionals for their ignorance about MND, beeatl®ey cannot focus all their
attention on this disease given the numerous aotioee common conditions that need
to be treated. For this individual, she theretmekeved that it would simply be easier
if patients rather learn how to deal with the désedhemselves and refrain from

relying on HCPs, particularly with regard to a cure

As in the case of the other Units, the daughtemftbis Unit also suggested that
HCPs need to demonstrate greater compassion aadvben interacting with their
patients. In addition professionals need to engageamwork and learn how to
communicate with each other. According to the teigHCPs often present with
different opinions placing the patient in a difficsituation, where the doctor for
example may make one recommendation and the phgsagiist may make an
alternate suggestion. Thus if better communicatoisted between HCPs then
optimal management could be discussed, and patieotdd not need to burden
themselves in trying to determine the most appadpriadvice that should be
followed. Furthermore improved networking betwdé¢@Ps may also help to make
information more accessible to patients. For exanigHCPs in conjunction with the
MND Association of South Africa were more proactia@ intervention directory and
protocol for acceptable management could be creatdsbnefit all members of the
Unit. A final suggestion raised by the daughtenfrthis Unit was the need for more
research relating to MND. Such research shouldnbyt focus on finding a cure but
also on improving health, well-being and qualityliéé for all Unit members. This
suggestion was based on the fact that the daugéteeived MND to be taking a back
seat in research in comparison to other conditiand,felt that it should no longer be
considered a%he orphan of all diseases” As a result of the disease’s current status,
the daughter therefore suggested that people whe been involved with MND in
any way need to find a forerunner or public figtlrat can be used as a platform for
others to learn about the condition and its chgksn

3.2 FAITHFULNESS TO THE ORIGINAL DATA SET

On the basis of the preceding section that predgkatparticipants’ perceptions of the
medical and rehabilitative management of MND, ittimis apparent that solid
evidence has been provided upon which to extrapadlet themes and discussion that

are to follow. In accordance with the data manag@mhase of analysis, a new data
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set was created in order to organise the materialthemes and sub-ideas (Ritchie et
al., 2003b). Since this process was in fact peréal as part of the researcher’s data
analysis phase, it has been omitted from the wagtesf this study. However
Appendix N contains the initial themes that wereniified and common to all
persons with MND and their family members. Theorale behind including this
Appendix was to demonstrate to the reader not baly the data was managed, but
also the process that was undertaken to reach @hedata set in a manner that
remained faithful to the original material. In &dth Appendix N also depicts the
frequency of occurrence of each initial theme asdditional means for protecting
the integrity of the data. Although the literatwstates that numerical counts of
recurrence are not the primary goal in qualitatiesearch because they hold no
statistical value, their relevance lies in convgythe collective content of the data
(Ritchie et al., 2003b).

3.3 MAJOR THEMES

Following on from the initial themes presented ipp&ndix N, the descriptive phase
of data analysis was entered. All themes that wezeented in Appendix N were re-
categorised and grouped into five major themes eantaining several related minor
themes. The major themes included a) communicabdnntervention, c) support
systems, d) complementary and alternative medi@nd, e) bioethical practice, and
each contained minor themes such as the HCP’s coimation skills, speech-
language pathology intervention, support groupsl decision-making. Following
classification of these major themes the data was moved to a more abstract level,
while still being founded upon the minor themesahhivere in fact comprised of the
original data set. In re-categorising and clagsifythe themes into their major
components however, much overlap between categmassevident. For example
although the minor theme of warmth and compassias sported under the major
theme of support systems, it could have also ba&rgorised under ethics. Figure 4
therefore provides a conceptualisation of the mejemes established in this study,
and depicts the overlap that exists between categas well as the bi-directional
influence that these have on the perceptions ofqteity of MND management.
Finally it should be noted that the specific resulhder each theme have not been

reported because their basis lies in the precedexion (i.e. the participants’
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perceptions of the medical and rehabilitative managnt of MND), and have
therefore already been documented throughout kapter.
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Figure 4: Conceptualisation and Overlap of the Majo Themes
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CHAPTER FOUR
DISCUSSION

The main aim of this study was to investigate teecgptions of persons with MND
and the perceptions of their family members witlyarel to the medical and
rehabilitative management received on and followdnggnosis. In relation to this
aim the present chapter provides a discussioneojtialitative findings based on the
interviews documented in chapter three. The d&onscomprises three major
components and includes a) an explanatory accduparnicipants’ perceptions, b)
the implications of contextual variables, and Qraposed new framework of ideal

service delivery for all persons implicated in thanagement of MND.

4.1 EXPLANATORY ACCOUNT OF PARTICIPANTS' PERCEPTION S

In accordance with the matrix based analytic apgrdhat was used for data analysis
in this study, data management and descriptive uatsowere used to abstract the
findings from the interviews into the five majorethes of a) communication, b)
intervention, c) support systems, d) complemenéany alternative medicine, and e)
bioethical practice. What follows therefore is fir@al phase of this analytic process,
where explanatory accounts or plausible explanatiohthe study’s findings are
offered in relation to these major themes (Ritatial., 2003b). Little attention has
however been given to discussing every result iolai®n, because such a
reductionistic approach breaks down informatiow itg ultimate units (Evans, 2003),
which in the case of this study would have resultedmere simplicity and
incompleteness of the overall meaning. Moreovertthe value of the current study
lies not in the significance of isolated findindgsyt rather in a summation of the
results which can be applied to a much wider cdr(leawis & Ritchie, 2003; Ritchie
et al., 2003Db).

4.1.1 Communication

Since poor patient-professional communication caifeca the morale and
psychological well-being of healthcare consumeitgrdture pertaining to health
communication is dominated by information that &3des the abilities and skills of
HCPs in this regard (Anstey, 1991; Arora, 2003he Tifficulties that are faced by
professionals when communicating with their pasergspecially those with life-

threatening conditions, is well documented alonthwhe fact that HCPs are often
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inept in meeting the communication and psycholdgieads of healthcare consumers
(Anstey, 1991). In light of such literary repottgat highlight the inadequacies of
HCPs, the findings of the current study revealed/éwer that the communication
encounters associated with the management of persith MND encompassed far
more than mere communicative transactions madehenpart of the professional
alone. The role that the participants played aséhencounters, as well as the impact
of the communication impairment and the influenEemvironmental variables, also
appeared to alter communicative interactions betwkealthcare consumers and
HCPs. Moreover communication in this sense wasidoto include not only the
linguistic and pragmatic styles of participants &idPs that were influenced by the
communication impairment, but also the content andnner of informational
exchange that occurred as well as the questionsasers that transpired between
the two parties. Finally a broader and more @itisgew of health communication in
this study raised questions about patient-centmdnaunication, and whether this
concept has the capacity to move the managemevitNd towards a more patient-

centred style of care.

4.1.1.1 The Professional as a Communicator

The most significant finding of this study with e¥d to the communication of
professionals was that participants perceived na¢dind rehabilitative HCPs to be
poor communicators. As a result some individualiebed that the poor
communicative interactions between themselves lagid HCPs had compromised the
guality of the overall management that had beeaived. Reportedly dissatisfaction
in terms of the communication of HCPs is not uncamno the literature (Anstey,
1991; Ruiz-Moral et al., 2006; Tran, Haidet, Stre@tMalley, Martin & Ashton,
2004), and possibly also typical to other condsgiobesides MND. Thus by
attempting to access and understand the explasatiat underlie these perceptions,
HCPs can perhaps begin to play a role in modifyargl adapting negatively
perceived communication behaviours and situati@anassto pave the way for more
positive communicative experiences between theraseland their healthcare

consumers.

In terms of the specifics relating to the commutica of HCPs, no significant

findings were revealed with regard to speech amdlipguistics. Unless a particular
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HCP presented with an overt communication impaitmsich as a stutter for
example, no findings to the contrary were expedtet might have resulted in
communication breakdowns. With regard to non-lisi communication the only
remarkable finding occurred in Unit 2, where thespa with MND reported feeling
uneasy when the HCP failed to utilise eye cont&tte contact and other nonverbal
markers (e.g. tone of voice and body language) téetiee amount of interest that a
HCP has for his/her patient, as well as highlights value that he/she places on the
information and concerns provided by the healthaaesumer (Gallagher et al.,
2005). In the absence of these behaviours th@mpevgh MND from Unit 2 possibly
perceived the HCP to be distant, thereby making feet uncomfortable during
consultations. The ability of a professional toga&ge in non-linguistic
communication during healthcare encounters is thssential in order to reveal
his/her emotions to the patient, reduce any ematiadlistress experienced by the
healthcare consumer, as well as bring about impr@agient satisfaction (Gallagher
et al., 2005).

The fact that most participants were unable to centnon various non-linguistic

behaviours such as proxemics, and some meta-ltngus=haviours such as
adjustment of content, possibly leads one to asdtatethese dimensions of HCPs’
communication abilities were unremarkable and floeee intact. While such

assumptions are perhaps valid, findings of thisireatould also suggest a limitation
of the interview schedule that was used in thigstu Various aspects of non-
linguistics and meta-linguistics are perhaps sefieht to communication, that during
communicative interactions all be they between goési and HCPs or between
patients and any communicative partner for thatenapersons may fail to be aware
of these seemingly insignificant yet highly infortim@ components of

communication. On this basis one might have tloeeeExpected that participants
would have been unable to answer questions thatessiell the subtleties of
communication. Furthermore given that poor nogistic communication by

professionals can evoke emotional distress in pati€Gallagher et al., 2005), and
that by nature MND is an emotionally distressingidibon (Francis et al., 1999),

even if participants had felt uneasy about inadeigsarelating to non-linguistics and
meta-linguistics, they may have failed to recogriiie emotional arousal to be a

result of poor health communication. Rather pgrdiots may have perceived their
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emotions to be related to the distress inhereridD. Consequently when one

wishes to investigate the subtleties of commurocatthat are not obvious to

participants, observational measures may be mopeoppate than the perceptual
measures that were employed in this study. Thayaled the current study and the
reliability of the data elicited may have therefdreen enhanced by including an
observational component over and above perceptuahsunes, whereby the
communicative interactions between participantstd@e®s could have been observed
and analysed by the researcher. Notably whiletlggnal proposal for this study did

intend to observe such interactions, because mestops with MND were not

consulting HCPs on a regular basis at the time aif dcollection, observational

measures between participants and HCPs were exClimleorder to prevent

jeopardising the entire pursuit of this study. Bmrer whilst not discounting the

richness of data yielded from observations (Grbig@03), perceptual measures
nonetheless provide more valuable information abfweisubjective impact of patient-
professional communication on patient outcomesyal as the need for change
(Arora, 2003).

Despite the components of speech, paralinguistied, non-linguistics having little
impact on the communication of HCPs, the perceptminparticipants did reveal that
the language used by professionals was of concdime majority of participants
perceived the use of long complex sentences agdnasy medical and rehabilitative
HCPs to have impinged on their ability to underdtdine full meaning of MND.
Reportedly the use of jargon in healthcamecounters often inhibits a patient’s
understanding of his/her disease and threatenémwith the unknown (Skelton &
Hobbs, 1999), and thus numerous articles have eittien that encourage HCPs to
avoid using medical terminology (Arora, 2003; Séeli& Hobbs, 1999). Similarly
when communicating with persons with MND, SilandaBorasio (1999) state the
importance of professionals providing informatiorpatients in a manner that is clear
and easy for them to understand, so as to reducemotional distress that might
threaten their well-being. Interestingly howeviéhaugh the use of jargon by HCPs
iIs a common assumption within the healthcare ggttims belief is not always true
(Skelton & Hobbs, 1999). Following an investigatiof 373 general healthcare
consultations by Skelton and Hobbs (1999), no exdadevas revealed that HCPs used

medical jargon during communicative interactionghwpatients. Moreover it was
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established that the language used by professiacalslly diminished threats posed
to patients and aided in providing them with reessce about their condition. As a
result it was thus suggested that if patients egichat they have not understood their
HCP, one needs to ascertain probable explanatmmthis poor understanding over
and above the use of jargon (Skelton & Hobbs, 1999@n this basis given the
contradictory reports that exist regarding the olsg@rgon by HCPs, for the sake of
completeness in health communication literatureetimeay be value in research that
not only establishes the presence or absence gdrjasis a compromising factor in
healthcare interactions, but also possible expilamsait underlying the ability or
inability of patients to comprehend medical content

One possible explanation for persons with MND dredrtfamily members perceiving
the use of long complex sentences and jargon amdiaan impact on their
understanding of the disease, lies perhaps nohéncbmmunication abilities of
professionals but rather in factors that are intiete the participants themselves.
Compromised understanding on the part of persorte MIND and their family
members may be the result of intrinsic coping meidms that are activated in such
individuals so as to protect their emotional angchslogical well-being. According
to Folkman and Greer (2000), coping mechanismsud®lthe thoughts and
behaviours that a person utilises to regulate efisir manage the problem that is
responsible for the distress, and maintain a pasivell-being. Since MND is a
chronic life-threatening condition that affects gvaspect of a person’s being and
causes both the individual with the disease anthdridoved ones to have to cope
with a changing sense of self, emotional and pdgdical distress is inevitable
(Francis et al., 1999). In order to regulate sdidtress and protect the individual
from any additional stressors, the body possibtgmma phase of “shut down” when it
becomes too overwhelmed. Thus when HCPs providetitpants with information
that threatened to disrupt their emotional equilifor, they possibly employed an
escape-avoidance coping strategy which purposefidlyded their ability to attend to
and process any overwhelming facts (Goldstein, atol] Soteriou & Mellers, 2005).
This strategy thereby offered them the opportutotyavoid consciously registering
the stressful situation, and ultimately perceiving language used by professionals as
difficult to understand. Hence the emotions of emn@gnxiety, and confusion that

were reported by some participants when they weeble to understand the HCP,
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were perhaps not a result of complex language argbip per se’, but rather an
emotional state that had been triggered in an attém preserve a desirable well-

being.

In the case of Unit 2 where the person with MND wasurse, she too expressed that
her understanding of the terminal illness that wa®atening her life had been
hindered by the HCP’s use of complex language argbp. Given this individual’s
profession and the fact that she would have befteilerstood the use of medical
terminology more than any other participant in thigdy, one may argue that the
language and vocabulary used by the HCP must ih Hage been problematic.
However one may further argue that such a findaigforces the power that coping
mechanisms can have over one’s functioning in tiofefistress. Moreover by virtue
of this individual’'s prior knowledge, it is alsokély that she had a more accurate
insight regarding her future relative to the otparticipants. Since a self-regulation
model proposes that persons use their prior knayelexhd experiences to construct
personal illness representations that in turn gudsociated reactions (Sharpe &
Curran, 2006), prior knowledge and experiencesiipdo this individual may have
resulted in more overwhelming perceptions for Heoua the disease and her future
compared to other participants. Patient copinghaeisms thus appear to be highly
individualistic, with activation occurring based each individual's specific illness
representation and associated needs. On this Whds some HCPs may perhaps
utilise long complex sentences and jargon, theaons or sub-conscious activation
of intrinsic mechanisms to protect individuals frothe distress of MND is
nonetheless a plausible explanation for the peimeptegarding the language utilised

by medical and rehabilitative professionals.

Further to the difficulties reported in terms afidgmage, the findings of this study also
revealed concerns regarding certain aspects of-lingtaistics. For example in Unit
1 the HCP’s awareness in terms of the need for-taking was perceived as poor
because the professional was reportedly hastylinedieg information and failed to
give the participants an opportunity to interje&articipants from this Unit also felt
that the HCP was tangential when providing infoiorgtwhich in turn affected their
understanding of the facts that had been providethém. Furthermore these two

participants believed that the HCP was unawarehef difficulties that they had
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experienced in understanding the information tread been delivered, and that this
sense of indifference had contributed to a detatieadthcare consumer-professional
relationship. Taken at face value these findinggd suggest a HCP who is simply
unconcerned about his/her patients and their neddewever in relation to the
intrinsic coping mechanisms used by participantgtotect themselves from the
intensity of a terminal illness, HCPs may conscipws sub-consciously also adopt
similar techniques in order to alleviate the emmdioand psychological burden of
engaging with chronically ill patients. Anecdoyalbne HCP reported to the
researcher the immense anxiety and anguish thaxperiences when having to
engage with patients who have MND, knowing thapdesvhat he tells them a bleak
future still awaits the individual and his/her féyni Although this psychological
distancing cannot be generalised to all professsomavolved in MND, behaviours
such as haste during information delivery, tangérdonversations, and a lack of
awareness of a patient’s needs may in fact betampt on the part of some HCPs to
avoid close contact with patients and families. aAsesult, although the participants
of this study felt that such behaviours had presenan acceptable healthcare
consumer-professional relationship from developiog,HCPs this may be the very
type of relationship that they wish to avoid knogviihat the death of a patient with a
terminal illness is inevitable and that the healtlkec consumer-professional
relationship is therefore unsustainable. Furtheentry avoiding close contact with
patients who are dying and by overlooking the eomati needs of these individuals,
Anstey (1991) suggests that HCPs do not have téraanthe threat of their own
mortality and thus deal with the prospect of tlosun death.

With regard to the avoidance and/or haste of HCRsing communicative
interactions, as well as the limited opportunitfes participants to interject, it is
possible that these behaviours may have also Inelcative of the anxiety that some
professionals might have experienced about either being able to inform
individuals fully about their future or not knowiran answer to a specific question.
Although the general public has an omnipotent vidwnedicine and it is expected to
be an exact science, questions suclHmy long have | left to live?"and“What will
my dying be like?"cannot be answered with certainty (Anstey, 1998 CPs may
therefore engage in communicative avoidance, sto &scape situations where the

potential exists for them to experience a senseasfequacy, or be viewed upon by
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healthcare consumers as lacking expertise. This siggesting that the perceptions
of participants regarding health communication peehaps shaped in part by their
own internal needs, it is evident that the commatnie behaviours of HCPs that are
perceived as cold and inappropriate may also benatibn of the regulation and
adaptation that they too must engage in to fatalittheir own coping during
emotionally distressing cases.

Beyond intrinsic coping mechanisms and the relamdmunication skills of HCPs
that function to distance both the patient and ghefessional from psychological
distress, extrinsic variables are also likely teetf health communication. Reportedly
one such variable that is influential in healthcawasumer-professional interactions is
that of time. Given that professionals are corttgmressurised in terms of treating
the maximum number of patients in the minimum anbtoointime, the physical
requirements of patients often take priority oveit emotional and communication
needs (Anstey, 1991). Although Anstey (1991) bele it to be a myth that
communication with patients takes a large amounttiofe, in the case of
communication with communicatively impaired indivals it is in fact a rather time-
consuming process. Moreover this process is likelype hindered further when
communicative partners (e.g. HCPs) are inexpereknténteracting with individuals
who present with a communication impairment. Acsecextrinsic factor related to
time is that of money, and the fact that for mangRs their practice is a business
(Cohen & Gabriel, 2002). Because “time is monedme HCPs may avoid their
communicatively impaired patients, knowing that theditional time needed to
interact with these individuals could result iroad of income. A final extrinsic factor
that also has the capacity to affect communicativieractions with patients
irrespective of their health condition, is that BICP training (Anstey, 1991).
According to Anstey (1991), training in the caretefminally ill patients especially
with regard to communication and psychological atpef care, is often poorly
taught during the student years. As a result n@ojessionals are often frightened
when having to interact with a patient who is vidrgnd/or is dying because over and
above biomedical demands, the HCP may feel illygopd to address the patient’s
more psychologically or emotionally based needs.thke case of MND one might
expect the fears of the HCP to be heightened ewghelr because not only does

he/she have to address the needs of a terminklhydividual, but also attending to
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these needs when the patient is communicativelyairag is likely to make the
situation more challenging. Participants’ commesush as;lts simply easier and
quicker to ignore her,“l am of no value to his businessdnd“They just don’t know
how to communicate with mghighlight the role that these extrinsic variabdgpear
to play in influencing the communication abilitiesHCPs, and thus the perceptions
of individuals in this regard.

Bearing in mind that a basic definition states tlbatmmunication involves the
transmitting and receiving of messages (Shames.,e1398), beyond intrinsic and
extrinsic variables health communication breakdowmsy also arise simply as a
result of questionable core communication skilSome HCPs may experience
difficulties with regard to fundamental health coomitation processes such as
listening effectively, eliciting information throhgeffective questioning, revealing the
patient’s perspective about his/her iliness, expngsempathy, and including patients
in healthcare consultations (Duffy et al., 200&urthermore because patients report
dissatisfaction in terms of health communicatiord amant better communicative
interactions during healthcare encounters (Duffyalgt2004), there appears to be a
burgeoning of literature investigating health comincation in an attempt to enhance
the skills of HCPs (Stein, Frankel & Krupat, 2005However beyond addressing
fundamental communication skills, inadequacies orechealth communication
abilities are also likely to be exacerbated by phresence of a communication
impairment. Findings from the present study ingidathat the communication
impairment influenced the communicative interactiothat transpired between
persons with MND and HCPs, thereby altering paréiois’ perceptions of MND
management. For example because most HCPs failelireéct communication to
persons with MND and only conversed with family niers, some participants
perceived an inferior quality of healthcare. Whilgs behaviour on the part of these
professionals may have been a technique to distheceselves psychologically from
the terminally ill individuals, such communicatiagoidance may have also occurred
as a result of the fear that HCPs possibly expe@elue to uncertainty regarding how
one should interact with a communicatively impaingatient. Moreover for this
reason some HCPs may have avoided facilitatingcttramunicative attempts of
persons with MND and providing them with opportigst to convey their own

opinions and preferences about their healthcare.owdder given that most
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professionals might be uninformed and unskilledkerms of communicating with
communicatively impaired individuals, such commuative behaviours are perhaps
somewhat expected. Thus although the person witd Ntom Unit 1 for example,
felt that the HCP was so disengaged from commuratteractions with her that he
was unaware of any communication breakdowns onéeel for conversational repair,
the professional may have projected this attitudan attempt to hide the fact that he
was simply unaware of the correct steps that netalbd followed in order to restore
effective communication. As a result the currantlg therefore highlights the need
for research investigating core health communicatskills to incorporate health

communication in the context of communicatively aipd healthcare consumers.

Finally in the case of Unit 5 the person with MNBported that the HCP had
acknowledged her communicative contributions anthiops, possibly because she
had presented with relatively intact communicatiorFurthermore because she
attended her healthcare appointments alone thewl3Horced to communicate with
her, as no other communicative partners were &alaila Interesting results may
therefore be yielded from future studies which stigate the dynamics of
communicative interactions between HCPs and persesits MND who are
communicatively impaired and attend healthcare wlbaisons alone. More
importantly it is likely that implications would ige from these studies in terms of
communication training for HCPs. Although commuation training for
professionals such as physicians is not uncommomvdigele, Derese, de
Maesschalck, Willems, van Driel & de Maeseneer,522@uffy et al., 2004), limited
attention has been given to the training of HCPs wlkat communicatively impaired
individuals. Kagan (1998a; 1998b) has however detmated that following
communication training for HCPs who engage withspas with aphasia, dramatic
improvements in healthcare consumer-profession@rantions have been noted.
These benefits possibly suggest that communicdtaining for professionals who
treat persons with MND could perhaps yield similasults. Moreover whilst one
may argue that such effort is not feasible for latieely uncommon condition, the
skills that are taught to HCPs during training vebuabt only apply to persons with
MND, but could also be generalised to any commuiviely compromised patient

population that required such input. As a resutthsadvances may begin to lay the
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foundations for improving the skills of professit®as communicators, and thus

modifying and adapting negatively perceived comroation behaviours.

4.1.1.2 The Person with MND as a Communicator

In recognising certain inadequacies in the comnatidn of HCPs, one is cautioned
from assuming that it is the communication of pssfenals alone thahas the
capacity to compromise the quality of MND healtlgcaBince communication is a bi-
directional process that is dependent upon more tre individual (McLaughlin,
1998), the communication abilities of healthcarenstomers are also likely to
influence communicative interactions that occumigetin themselves and their HCPs.
Consequently investigating the communicative abdiof healthcare consumers is as

important as investigating those of HCPs.

According to Post et al. (2002), the manner in Whpatients communicate with
HCPs is essential for successful healthcare enemint However despite this
importance various studies have revealed that spateents are in fact poor
communicators within the healthcare arena (Palf@®4; Street, 1991). Reportedly
patients typically voice their concerns in lessntlwme fourth of medical encounters,
and often describe symptoms indirectly through uke of clues (Korsch, Gozzi &
Francis, 1968; Post et al.,, 2002). As a resulh& case of the present study, it is
possible that the reason some participants pemteW€Ps to be detached and
unaware of the needs of the person with MND, wasbse the input that they had
provided to the professionals had been insufficeemd delivered in an ineffective
manner. Moreover because persons with MND seldogaged in conversational
repair due to the communication impairment, sevexaasions may have arisen
where information provided to the HCP by the p#gstat or vice versa, may have
been misunderstood or lacking in clarity. No ofiléuattempts on the part of the
person with MND to rectify these communication lxeé@avns may have therefore
hindered professionals from fully understanding rtieeds of the person. In addition
because most persons with MND seldom engaged in topiation, they may have
failed to provide HCPs with personal concerns apihions about their healthcare,
also giving rise to the perception that profesd®neere indifferent to their needs.
Thus given that some persons with MND may have beeor communicators

premorbidly, and that in the presence of a comnaiitio impairment the situation is
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likely to have been exacerbated further, it is piale to suggest that the
communication skills of individuals who are comnuatively impaired need to be
improved so as to achieve more effective healthesreounters with their HCPs.
Whilst respecting the fact that the communicatimpairment is likely to have posed
significant challenges for persons with MND durimgalthcare consultations, and that
these individuals may have felt embarrassed andorofwtable during such
encounters, one cannot expect a HCP to ask hig#tiemt every appropriate question
to elicit all the relevant information that the igat wishes to discuss. Healthcare
consumers also need to take responsibility fogitimg and receiving of information
during communicative interactions with professi@nal’he implications of this study
in terms of the communication of persons with MNID4 appears to be twofold: not
only do healthcare consumers need to be made aWaheir responsibilities within
the healthcare encounter, but also persons whooanenunicatively impaired perhaps
need to be empowered to play a more active rotbeir own healthcare (Funnel &
Anderson, 2004; Ma, Warren, Phillips & Stanek, 2005

In view of the need for healthcare consumers inegento become more proactive
during consultations, the direct training of patgeto improve their communication
abilities has become more topical within the heatimmunication literature (Post et
al., 2002). The focus of this training is usudlge-to-face and addresses skills such
as active listening and eye contact (Post et GD22 Stewart et al., 2000). Whilst
persons with MND might also benefit from this typketraining, individuals who are
communicatively impaired would perhaps derive geeatlue from communication
training that moves beyond core communication slahd facilitates coping with the
communication impairment. In view of taking moresponsibility, persons with
MND need to become more assertive and by so daebrore confident to voice
their concerns and opinions during healthcare emeos. Thus with the help of
training to modify and refine one’s abilities tors@y messages more effectively as
well as engage in processes such as conversatrepair and topic initiation,
communicatively impaired individuals can perhaps taeight to “own” their
communication and feel comfortable in addressing®Bl@gardless of how long this
may take. Hence by providing communicatively imnediindividuals with the correct
techniques to facilitate their communication enaeas, and by encouraging them to

believe that the messages that they wish to delverworthy of being heard, the
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quality of patient-professional communicative iaierons may be enhanced. After
all the person with MND from Unit 4 who reportechumunicative success, may have
perceived these positive experiences because kalbashimself as being persistent
and believed that he had every right to communieatte his HCPs. Consequently in
line with the bi-directionality of communication @aughlin, 1998), implications

arise for research and the development of healimaanication training programmes
that are suitable for enhancing the ability of bp#tients who are communicatively

impaired, and professionals who are inexperienoglduaskilled in such situations.

4.1.1.3 Information Delivery

In addition to the linguistic components that cdnog communication, effective

health communication also relies on the contentrarisactions and the manner in
which information is transferred between healthcawasumers and HCPs. Apart
from patients having a right to all medical infotioa that will assist them in making

informed decisions about diagnostic and therapeptaredures (Bensing, 2000),
many individuals also desire information about theiedical condition and the

appropriate treatment options (Leopold et al., 199Burthermore family members
are also said to hunger for information about th@red one’s health condition, and
they often report the need for greater informatranre timely information, and better
coordinated information (Tilden et al.,, 1995). ¥hm the presence of favourable
information delivery, patient satisfaction in terro$ the healthcare encounter is
reported along with improved opportunities for parship building between

healthcare consumers and HCPs (Leopold et al.,)1996

In accordance with the perceptions of particip&ms this study, findings revealed a
paucity of information provided by medical and reilitative HCPs. Both persons
with MND and their family members reported that theality and quantity of
information rendered by professionals had beerffiegant to guide them through the
disease process. Information was believed to leiquate in many regards,
including facts about the nature of MND, the caasd progression of the disease, as
well as the appropriate management options. Ciemsisvith literary reports, this
finding is not uncommon. Numerous studies haveatad that in general, healthcare
consumers are often dissatisfied with the inforomatihat is provided to them by

HCPs and they usually seek more detail about theaaf their condition, prognostic
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factors and treatment options (Kiesler & Auerb&005; Leopold et al., 1996; Tilden
et al., 1995). Ironically however other studieséheevealed that while patients report
the need for large volumes of information regardimgjr health condition, in practice
many persons shy away from medical facts and btbekreception of information
that is either difficult to handle or places themder threat (Hogbin & Fallowfield,
1989 as cited in Bensing, 2000; Kiesler & Auerb&®05; Waitzkin, 1985). On this
basis there appears to be an incongruence betwleginseme patients say they want
in terms of healthcare information, and what theyually seek to redeem during
consultations. In addition HCPs also need to resioelividual variability (Miller et
al., 1997; Miller et al., 2000), and the fact thdiile some patients may want to know
all the details about their health condition, thare others who would prefer to know
very little. There is thua need for professionals to be alert to the sigaspatients
and their family members convey, as these cuesakigow much information an
individual is capable of receiving, processing, amdsimilating during one
consultation (Leigh et al., 2003).

In relation to the incongruence that is reporteteims of what patients say they want
and what they actually seek during consultationegler & Auerbach, 2005), it is
possible that information mismatch occurred in #igdy. Although most persons
with MND and their family members reported a papat information provided by
HCPs, it may be that during consultations adequ#tamation was supplied but
participants failed to acquire all the facts cagdimem to perceive an insufficiency in
this regard. While one could also argue that thraraunication impairment may have
prevented persons with MND from seeking additiomdbrmation (e.g. about the
etiology, prognosis and progression), the majaftinformational transactions would
have occurred around the time of the diagnosis, fandmany participants their
communication would have been adequate duringréiegively early phase of the
disease. It thus seems more likely that failur@rmcess and assimilate information
provided by HCPs was not the result of a commuitinatnpairment, but rather the
result of previously discussed intrinsic coping hmatisms that functioned to protect
healthcare consumers from potentially threatenihgasons or information. Just as
some participants may have avoided processing eoh@hguage and jargon in order
to regulate distress, some individuals may haveeeitonsciously or sub-consciously

inhibited the assimilation of overwhelming factsarder to safeguard their emotional
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well-being.  Moreover the blocking of informationa# confirmed by some
participants who stated that at the time of reogjynhformation from HCPs they were

so overwhelmed that they were unable to absorhaltletails that had been provided.

Further to the intrinsic coping mechanisms thatisassmdividuals in managing
threatening information, empirical evidence indesathat the desire for medical detail
is also dependent upon the severity of the disedbe. more threatening a condition
the more influence patients are prepared to greofegsionals in terms of how much
information to provide (Bradley, Zia & Hamilton, 968). Since MND is a serious
condition because it threatens an individual's fiomal integrity and presents
impending disability and death (Schapira, 2003g onght have expected findings to
the contrary in this study with participants beprgpared to allow HCPs to control
the information that was provided to them. Howegen the almost retrospective
nature of this study because many participants weteonsulting HCPs regularly at
the time of the interview, they were required tankhback to interactions with
professionals. While thinking back to prior headile interactions, it is possible that
for some participants their perceptions were inflieel by their emotional state at the
time of data collection. In other words these widlials perhaps felt less
overwhelmed and more accepting of the diseaseeatiitiee of the interview, and
therefore believed that HCPs should have had ifgksence in directing the provision
of information. However at the actual time of infational exchange with HCPs
when participants were possibly feeling more vudibé, they may have been
satisfied with only that information that was pred to them. Consequently it is
perhaps a limitation of this study that details wbthe medical and rehabilitative
management of persons with MND were in part eliciteretrospect, as participants’
opinions and perceptions are likely to have changét different phases of the
disease. Furthermore given that there is no “BipiIMND patient (Gelinas, 1997),
such explanatory accounts that are offered in tesmisow persons might cope in
times of vulnerability cannot be generalised topaisons with the disease. Gelinas
(1997) reports that while some patients may be istipated with regard to their life
experiences having overcome numerous emotionabaptiysical demands to equip
themselves to face the challenges of MND, otherg naae lead very sheltered lives
and developed minimal psychological coping skillslo this end the need for

management of persons with MND and their familebé individualised is therefore
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further highlighted, and the fact that HCPs mustalert to the cues offered by
patients in order to meet their unique needs abwarstages in the disease process
(Gelinas, 1997; Leigh et al., 2003).

Given the evidence of patient-specific factors ttotgct themselves from threatening
situations, participants’ perceptions relating feaacity of information may have also
arisen as a result of professional-specific factokscording to Gelinas (1999a) it is
human nature for an individual to be reluctant abmparting bad news to another
person, given the negative emotions and guiltrieat subsequently arise. In the case
of MND, because the type of information that is artpd is extremely negative in
view of no offer for a cure and the patient’'s imgiegy death, it is understandable why
some HCPs might shy away from providing individualgh detailed information
about the disease. Moreover because the presfigdeo medical profession,
especially for physicians lies in the ability toreu some professionals may feel
threatened by treating cases of MND knowing that/tare unable to offer curative
intervention (Conradi, 1999). Consequently by dirg the provision of detailed
information to a patient, HCPs are therefore offea@ opportunity to protect their
own vulnerability, escape having to face their dears about death and/or dealing
with the experience of personal loss, as well &vgmt emotions of guilt (Anstey,
1991). On this basis whilst many participants pemeed their HCPs to be
unconcerned about their well-being, the seemingtached behaviours of
professionals were perhaps indicative of profesdispecific or self-protective
mechanisms that they had employed to protect thHeeseboth mentally and
emotionally from the reality of the situation.

In addition to self-protective mechanisms used &P, practitioners in this study
may have also employed patient-protective mechanisnorder to protect persons
with MND and their family members from potential @monal harm arising from the
delivery of threatening information. Some HCPs niawe decided to withhold

certain facts relating to MND, so as to protectipgrants from feeling overwhelmed
or damaged. In such instances professionals exfigrperceive a need to employ
“therapeutic privilege”, whereby they use their gowo conceal information from
patients in the fear that too much detail may be damaging or too painful for
individuals to assimilate (Hunt, 1991; Pucci, Bdlaelli, Borsetti & Giuliani, 2003).
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Similarly because some HCPs believe that MND iseatld sentence, they see no
value in providing patients with too much detailoab the condition. Out of
compassion for persons with MND, such professiotlaésefore believe that it is
acceptable to withhold information from them (Gakn 1999a). Contrary to this
belief however, Bozcuk et al. (2002 as cited in dPwet al., 2003) report that in
patients with cancer there is no association betwee disclosure of information and
a worsening of quality of life or emotional funating. Although uncertain as to
whether the same phenomenon would occur in MNIB, fthding reported in relation
to the cancer population possibly serves to caulddD practitioners from making
their own decisions about the informational neetisheir patients and respective
family members. Rather each person with MND arsdféumily should be treated on
an individual basis, where the unique requiremeftsach healthcare consumer are
established devoid of the professional’'s persomahions and emotions (Gelinas,
1997).

Related to the provision of information and the teoh of transactions by HCPs,
findings from this study revealed that at least padicipant from each Unit valued
the Internet as an additional source for acquikingwledge. Reportedly information
pertaining to health is one of the most sought afteics online, as it has the capacity
to improve patients’ understanding of their medicahdition and their self-efficacy
(McMullan, 2006; Sillence, Briggs, Harris & Fishwic2007). In a study conducted
by McMullan (2006), multiple empirical studies weapalysed to determine the use
of the Internet for health information. Subseqlyentwas established that patients do
not use the Internet as a replacement for the H&R,rather as a means for
confirming information that has been given anddathering new facts. Contrary to
this finding however, in the present study the rimé¢ appeared to play a greater role
than simply confirming the facts that had been mles by professionals. Given
participants’ perceptions regarding the paucitinédrmation, some individuals relied
on the Internet as their primary means for acqgirfacts about MND. This
technology therefore seemed to function as a repiaat for the information that
should have been provided by HCPs. Moreover githext previously discussed
psychological mechanisms may have blocked the tecepf information during
consultations with professionals, some participamisy have also relied on the

Internet to acquire facts about the disease oneg filit more able to process such
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detail. Thus while McMullan’s (2006) analysis camspd general medical conditions
and oncology cases, one must acknowledge thatfswtihgs cannot necessarily be
generalised to all clinical populations. Had McMul (2006) studied only terminal
diseases, the long-term nature and distress ofsuatitions may have resulted in the
Internet being utilised as more of a primary soustenformation as noted in this

study.

A further possibility for the Internet appearingptay a greater role in this study, is
perhaps because most participants had either ionided follow-up appointments
with HCPs. Consequently individuals were only giwne or two occasions in which
to acquire as much information as possible fromirtipeactitioner. However
according to Silani and Borasio (1999), informatatelivery for persons with MND
should not occur during only one session becauSents require time to process all
the facts. Professionals therefore need to judgeh endividual's response to
information provision and be prepared to stop tlseuwssion at any moment during
the consultation, with the intention of resumingomrmation delivery at a future
appointment. In addition HCPs also need to be grezp to repeat, review, and
consolidate information on a regular basis, so as diffuse any patient
misunderstandings (Silani & Borasio, 1999). Hae plarticipants of this study thus
received follow-up appointments that allowed forgmng opportunities in terms of
the provision and reinforcement of information, iinduals may have perceived
greater satisfaction in terms of information defwand may have relied less on the

Internet as a primary source of information.

Whilst recognising the importance of the Internet $ome healthcare consumers,
concerns of this technology as a primary meangditiering information also need to
be addressed. The literature states that HCPs teaéalise that information
published online is not always accurate, and petiemy make inappropriate self-
diagnoses, demand new but unavailable or inap@@ptieatments, and misinterpret
some of the facts that are documented (McMullaRg2&illence et al., 2007). Also
because the majority of Internet users prefer tess more complex information and
locate sites written for professionals, memberghef public often fail to understand
the information that they read and become loshéndomplexity and amount of detail
(McMullan, 2006). A further concern raised by {herson with MND from Unit 5,
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was that some sites may not be contextually ap@i@pfor all patients who seek
information online. For example the relevancendbimation and recommendations
that are documented on sites created abroad, veagedun relation to its application
to the South African healthcare consumer. On lthisis if one thus considers these
concerns in relation to the value that MND healtBozonsumers appear to place on
health information and the Internet, it is onltifig that HCPs ask themselves what

role they should be playing in this relatively namea of healthcare?

In response to the preceding question and thetattbecause the Internet has come
of age it is unlikely that healthcare consumers lsarstopped from seeking medical
information online, it is perhaps time for HCPsnmake more effective use of this
technology to complement the healthcare services ttiey render. According to
McMullan (2006) the value of the Internet lies retfact that not only is it a major
source of health information, but it also empowpasients to make decisions and
communicate with their HCPs. Thus in relationte theoretical perspective adopted
for this study, the Internet has the capacity tbieae more patient-centred care
because it shifts the role of patients from passe@pients to active healthcare
consumers (McMullan, 2006). Such benefits migbtéfore have a positive spin-off
in terms of the MND population. Given that headttece consumers of MND
management appear to make plentiful use of theneteprofessionals might use this
finding to their advantage in order to optimise thanagement process and achieve
more patient-centred care. However more thangu@noting the Internet to access
information pertaining to MND, HCPs need to endine availability and integrity of
informational sites (McMullan, 2006). Hence to méee ideals of patient-centred
care, MND professionals should be familiar with thisrmation that is online, know
where to access the data so that patients canibedgto the appropriate sites, and
collaborate with healthcare consumers in terms ralysing the information and
making sound management decisions (McMullan, 2006urthermore for South
African HCPs additional implications arise. Perhdipese professionals need to be
more proactive in creating South African-specifites that are not only appropriate
for the current healthcare consumer-base, but@isothese healthcare consumers a
better sense that local HCPs are committed to thieagement of MND. Moreover

such projects may also facilitate networking angrioned collaboration between
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professionals, which in itself might contributeitaproved treatment and hence more
positive perceptions in terms of the managemeMND.

According to Schapira (2003), the manner in whioforimation is delivered to
patients also affects the way in which they adagttronic illness. When information
is imparted with sensitivity, patients often fimther strength and coping mechanisms
that will assist them through the disease trajgctétowever when news is delivered
bluntly or without allowing patients to expressith@mncerns, they may be left feeling
bewildered, afraid, or angry, and may even begipearncing depression at a later
stage in the disease (Schapira, 2003). Findirgs the present study revealed that
HCPs imparted information in a manner that was gieed as callous and damaging
to both persons with MND and their family membehs.contrast Leigh et al. (2003)
suggest that information delivery for persons WMND should be honest, sensitive
and frank, but not brutal. However given the eomi vulnerability that appears to
confront persons with MND and their family membetss possible that being honest
and frank in this study may have been perceivegdicipants as being callous and
brutal because of their emotions. Moreover the tems of HCPs may have also
altered the appropriate manner in which they sheulghge in information exchange.
For example in the case of those professionalggling to cope with their own
mortality, the amount of information that they pisied may have been reduced and
imparted in a seemingly insensitive manner, therghwng rise to participants’
reports of dissatisfaction in terms of the qualgyantity, and manner of information

delivery.

A final means of achieving information exchangéealthcare encounters is for both
healthcare consumers and HCPs to ask questionderir@f patients time to ask
guestions is essential to the process of informaligivery, as it not only provides an
opportunity for improved knowledge but also prowdpatients with a sense of
empathy and support (Leigh et al., 2003; Silani &dsio, 1999). In the present
study participants reported that although familymbers engaged in this behaviour,
persons with MND seldom asked their HCPs questlmsause of the difficulties
imposed by the communication impairment. Moreofggrthose family members
who did ask questions, many of them had to initidlis type of communication

themselves because HCPs did not offer such oppbesispontaneously. In view of
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these limited opportunities to ask questions, onghtntherefore agree that
information exchange for these participants wadéne with a paternalistic model.
There appeared to be a one way flow of informatishere the HCP provided the
facts that he/she deemed important and the pati@sta passive recipient of whatever
amount and type of information the professionalsehto reveal. This model of
information delivery is however in contrast to as#d decision-making model, where
information exchange is a two way process suchahatminimum the HCP provides
all information that is relevant to making decisprwhile the patient provides
information regarding his/her values, preferendediefs and knowledge about the
illness (Charles, Gafni & Whelan, 1999). In ackhedging that a two way process of
information exchange is perhaps the ideal, it issgde that the communication
impairment resulted in the exchange of informatiorthis study to be labelled as
paternalistic in nature. Thus not only might pesswith MND have avoided asking
guestions in view of their communication difficels, but also HCPs possibly avoided
placing participants and themselves in potentigigbarrassing or uncomfortable
situations by providing opportunities for questionk view of this argument two
issues therefore arise. Firstly as mentioned ptesly, persons with MND need to be
empowered to play a more active role in their tealte by making known their
guestions and opinions. Secondly HCPs on the dthrd, need to be trained and
taught to facilitate the communicative attemptgpefsons who are communicatively
impaired. Moreover although one may argue thatakleng of questions is only a
small part of the healthcare encounter and is plyssiot worthy of research and
training efforts, Maguire (2000) states that ifipat concerns remain undisclosed they
may cope less well with their illness and be atatgerisk for developing high levels

of emotional distress and even clinical anxiety/andepression.

4.1.1.4 Implications of Participants’ Perceptions

On the basis of the discussion thus far, it is dftee evident that health
communication for the management of MND is a comptaterprise. Figure 5
demonstrates the numerous intrinsic and extriretofs which may influence health
communication and account for the compromised pdiaes that were elicited from
the participants of this study. Although it isfaifilt to pinpoint any one reason why
HCPs were perceived as poor communicators, or whynwnication between

persons with MND and professionals was deemed mate, the communication
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impairment evidently contributed a significant dyme to the complexity of health
communication. Since participants perceived tharaanication impairment to be a
compromising variable both in terms of patient camimation and HCP
communication, it is perhaps the case that prajesés are not so much poor
communicators as they are unskilled in engagind widmmunicatively impaired
individuals. Also it is likely that persons with MD are themselves unskilled in
achieving effective communicative interactionshe healthcare arena. On this basis
implications therefore arise in terms of interveniat this level of healthcare.
However unlike other influencing variables (e.gndmguistics) that are documented
in the literature and specify means for improving tommunication skills of HCPs in
general (Anstey, 1991), health communication in phesence of a communication
impairment has received limited attention. Alsalsthmuch of the literature focuses
on addressing isolated core health communicatiolts,skhis approach is perhaps
guestionable in the present study because in esseealth communication that
centres around the management of MND is a multittteind dynamic process.
Hence understanding this area of practice andvating at this level of healthcare is
likely to require a more multifaceted and dynampprach than simply training
isolated communication skills. Consequently iremipting to comprehend the depth
and complexity of health communication for the ngeraent of MND, researchers
perhaps need to move beyond the mere formulatioplaisible explanations for
various communication behaviours, and begin traingjlaresearch findings into
practice as well as operationalising theories ommuwnication. Such practical
advances may bring about more meaningful changeshén realm of health
communication especially for communicatively imgairindividuals, such that the
management of MND is perceived as more satisfactory these healthcare

consumers.
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Figure 5:

4.1.1.5 Health Communication From a Broader Perspéive

Factors Influencing Health Communication

In attempting to translate participants’ percepgiarf health communication into

practice, one needs to consider the findings af $hiidy in relation to the theoretical

perspectives discussed in chapter one. Healtlibatas congruent with healthcare

consumers’ opinions and is patient-centred is aeliethrough patient-centred

communication, or a way of communicating with patsein a manner that considers

their personal perspective, acknowledges theirlpssacial context, understands their

view of the health condition, and shares power segponsibility (Epstein et al.,

2005). In accordance with this definition howedCP communication behaviours

perceived in this study did not appear to be indieaof a patient-centred

communication style. The majority of participafek that few HCPs had elicited and
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understood the perceptions and opinions of theopewith MND, and few had
considered the person from the context of his/ltenmunication impairment. In
addition perceptions elicited from participants aaled that there was a
disproportionate share of power and responsibiifyh the person with MND having
little control over choices and decisions that meeetb be made about his/her future.
However before making claims about patient-cent@mmunication and suggesting
that this style of communication was not apparanthe present study, one perhaps
needs to first take a more in-depth look at themmgpof this construct. Although
Epstein et al. (2005) provide a detailed definitafnpatient-centred communication
(described in chapter one), which appears desimalilet it strives towards achieving
the ideals of quality healthcare, a more critidakwof the concept reveals that it is a
mere philosophy of care with no practical guidedims to how one should implement
a patient-centred style of communication. Alsb@ligh the patient’'s perspective, the
psychosocial context, sharing understanding, aradeshpower and responsibility
constitute patient-centred communication (Epsteiale 2005), in order to achieve
any of these components communication between ¢ad¢thtare consumer and the
HCP must transpire. lronically however the literatdoes not specify what exactly
must occur during such communicative interactiamdiow the healthcare consumer
and the professional must engage in healthcaresactions, in order to meet the
requirements that give rise to a patient-centrgle €if communication. Moreover in
view of a paternalistic attitude, one might queastichether some HCPs know how to
share power and responsibility within the healtBaamcounter, given that equality in
patient-practitioner relationships has not beenttéed in healthcare. In the case of
this study, it is also questionable how the HCP hhiglicit the perspective of the
patient if he/she feels anxious or is unfamiliatwndommunicating with an individual
who is communicatively impaired. Consequently @ligfh the concept of patient-
centred communication is an ideal in the sensettieatretically it places the patient at
the centre of the healthcare encounter, and empiexidence supports the fact that
the majority of healthcare consumers desire healéhimteractions that consider their
perspective, offer them autonomy, and acknowletige tinique context (Little et al.,
2001), the literature seems to fall short of prowydpractical solutions for engaging
this style of communication and achieving the ideail this philosophy that bring

about patient-centred care.
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A further look at the construct of patient-cente@mmunication also reveals that
although its goal is to facilitate the HCP in piding care that is concordant with a
patient’s values and preferences (Fossum & ArbaseR004), no mention is made of
the healthcare consumer’s communication behavitatsmay influence the process.
Given the bi-directionality of communication howey®icLaughlin, 1998), a theory-
based definition of patient-centred communicatiaayrbe more comprehensive if the
communication behaviours of patients that eithdluémce or are influenced by
patient-centred care are also considered. Ep&6D0) states that because one HCP
may be more patient-centred with some patients tthars, patients possibly have
the capacity to induce patient-centredness in psid@als. If so, then it is possible
that patient-centred communication might also loeiaed by patients, such that some
patients may cause HCPs to engage in more of eenpatentred style of
communication than others. For example a patiemdmotional status or
communication impairment may influence the stylecommunication that the HCP
chooses to adopt throughout the healthcare enaguhézeby affecting the degree to
which the HCP feels comfortable in eliciting theatllecare consumer’s perspective,
understanding the psychosocial context, sharingerstanding, and sharing power
and responsibility. Thus rather than a mere daficy perceived in terms of HCPs’
communication abilities, it is possible that themeounication behaviours of
participants and most likely the communication immpant, also contributed to this
perception. Consequently the concept of patientred communication may be
better grounded theoretically if the bi-directiahalbf communication is considered
by focusing on the communicative behaviours of d8@Ps and patients. After all,
despite patient-centred communication being reseghias a central tenet to high-
qguality healthcare (Epstein et al., 2005), the gmésstudy has demonstrated that
health communication and healthcare in general aabe understood in its entirety
without acknowledging the contributions that botatipnt and HCP bring to the
healthcare encounter. Moreover since it is theepatwvho is the ultimate arbiter of
patient-centred care (Epstein, 2000), it seemdhegita philosophy of care which is
indorsed to meet the needs of patients, not ordjitetes the HCP in this regard but

also includes the healthcare consumer.

On the basis of such a brief yet critical analygipatient-centred communication, it

is thus evident that a lack of clarity surrounds tlonstruct especially in terms of
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operationalisation. In addition the operationdi@ma of patient-centred
communication is made more difficult by the presenaf a communication
impairment. However despite both practical andotbical concerns relating to
patient-centred communication, the ideals of tluisstruct and the ideals of patient-
centred care have nonetheless had a positive ingrachoving healthcare further
away from a medical model of practice, and striiogrards a higher quality of care
that views the patient holistically. Thus rathbart abandoning the construct of
patient-centred communication because of its inagei@s, Epstein et al. (2005)
suggest that researchers engage more activelydanestwhich aim to define a more
coherent theory that is empirically testable andfiadle. Furthermore although this
study demonstrated that the ideals of patient-ednttommunication were not
apparent in healthcare encounters between persdms were communicatively
impaired and HCPs, it is acknowledged that patremtred communication is a
relatively new construct that is as yet perhapswell enough refined to include
health communication in the context of a commumcaimpairment. However given
the need for equality in service delivery (Ross &vbrell, 2004c), persons who are
communicatively impaired also warrant healthcarat timeets the ideals of patient-
centred care and patient-centred communication.a Assult researchers are perhaps
called to draw on the principles of this constrimcorder to refine and adapt them so
as to produce a more coherent theory that is adgécto communicatively impaired

healthcare consumers.

With respect to the fact that patient-centred comgation thus has no practical
guidelines for implementation and does not accdantthe bi-directionality of
communication or a communication impairment, thecept needs to be revisited in
terms of these variables. Furthermore becausesthiy has revealed that persons
who are communicatively impaired need to be empeddo take responsibility for
their own communication, and many HCPs are perhapskilled in this area of
practice, the need for communication skills tragnis reiterated for both patients and
professionals. However because most of the gehesdth communication literature
appears to be dominated by information that addeeshe assessment of HCPs’
communication skills, it is perhaps time that reskars and clinicians focus more on
practical training that will facilitate professidean achieving a better patient-centred

style of communication. Practical training is aisdicated given that some HCPs are
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poor communicators because they are often uncedfiwhat aspects of their
behaviour will result in therapeutic change (Ruip#isl et al., 2006; Squier, 1990 as
cited in Arora, 2003). Moreover for HCPs who imiglr with communicatively
impaired patients, practical training is possiblye® more essential because the
requirements for these professionals are likelgg@wague given that such patients are
treated less often than their communicatively intaunterparts. In addition because
patients are often ineffective communicators thdéwese and for the most part
healthcare consumer-professional communicationddressed by focusing on the
skills of HCPs, the direct training of patientstemms of their communication skills is
a new yet welcomed advancement to the field oftheadmmunication (Post et al.,
2002). Particularly for persons with MND, direditient training may be one of the
most beneficial ways for individuals to learn nohlyo how to manage their
communication impairment in general, but also hawathieve more effective
communicative interactions during healthcare entemsn Consequently since both
persons with MND and HCPs in this study were hiaderfrom successful
communicative interactions especially in the preserof the communication
impairment, and effective communication is essénfar quality healthcare
encounters (Teutsch, 2003), it must be recognideat the speech-language
pathologist plays a vital role in terms of patieetistred communication from the
perspective of the communication impairment. Spedly speech-language
pathologists occupy a unique position in that bynbming their knowledge of
communication pathology with that of health comneation, they may be able to
develop more comprehensive communication theomelsteining programmes that

might benefit both patients who are communicativelpgaired and their HCPs.

Possibly one of the most valuable contributiong #$@eech-language pathologists
could make towards patient-centred communication tire context of a
communication impairment, is to address this coistof health communication in
terms of a social model of disability. Accordirgd social model, disability stems
from the fact that an individual’s social and plogsi environment is unable to
accommodate his/her unique needs, and thus theiexpe of disability is not only a
consequence of the impairment inherent to the iddal but also the disabling
barriers and attitudes imposed by society (Pourady, Riindsay & Woolf, 2006;
Simmons-Mackie, 2001). Within the domain of spekiguage pathology, social
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approaches to intervention are widely discussedthiea aphasiology literature.
Specifically with a long-term condition like aphasa social approach to intervention
has been viewed with optimism because it promotsipership in a communicating
society and enhances participation in activitieat thre relevant to the individual
(Simmons-Mackie, 2001). The advent of a socialtepgh in healthcare has therefore
shifted practice away from a traditional model ofervention, with patients now
being empowered to engage in a participatory ndbgan, 1998b; Simmons-Mackie,
2001). Rather than merely accepting prescriptinade by professionals, patients are
encouraged to collaborate with their HCPs in ontdeestablish ways of living with
their illness in the presence of internal probleamsl external barriers (Marshall,
1998; Simmons-Mackie, 2001). In addition for pesowith such long-term
conditions the focus of intervention is no longarikness but also on health (Kagan,
1998b; Simmons-Mackie, 2001).

With respect to the advantages mentioned in thealparagraph, it thus becomes
evident that similarities exist in terms of thengiples that underlie both a social
approach to intervention and patient-centred conication. For example just as a
social approach highlights the importance of pasigrarticipating in decisions made
about their healthcare (Simmons-Mackie, 2001),gp&icentred communication is
based on healthcare consumers sharing power goongbility within the healthcare
encounter (Epstein et al., 2005). Thus given thdahe present study persons with
MND lacked participatory control in their own hdalare, and MND and aphasia are
similar in the sense that both conditions are dltarsed by a long-term
communication impairment, it is possible that heattommunication and the
management of this disease may be enhanced by rdrami the principles that
underlie a social approach to aphasia interventiBy. promoting membership in a
communicating society and enhancing participatiompeérsonally relevant activities
(Simmons-Mackie, 2001), persons with MND may belitated in not only engaging
more fully in their daily communicative routinegjtkalso in playing a greater role in
their healthcare routines. In addition becauseptireeived unsatisfactory healthcare
encounters evident in this study were not a redytatient or HCP factors alone, but
rather an interaction between factors inherent ®mbers of the Unit and the
environment, by addressing external barriers (éh@ communication skills of

communicative partners) over and above internablpros (i.e. the communication
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impairment), persons with MND may be facilitatedtlfier in becoming more of a

participant in their own life. If speech-languagethmlogists therefore adopt a social
approach to the management of MND, members of thiedan be trained to achieve
more collaborative and satisfactory healthcare entars that not only meet the ideals
of a social model of intervention, but in doing @so bring about a more patient-

centred style of communication.

One social approach that could be applied to theagement of MND is that of
“Supported Conversation for Adults with AphasiaBy adopting this approach and
modifying it to meet the needs of persons with MNBgse individuals might be
afforded the opportunity to participate in a comiating society (Kagan, 1998b) as
well as be encouraged and facilitated to interaith wheir HCPs and discuss their
healthcare agenda. Furthermore because an apprsach as “Supported
Conversation for Adults with Aphasia” centres ore ttraining of conversational
partners (Kagan, 1998b), HCPs involved in the mamamt of MND can be equipped
with the appropriate methods, resources, and skilsachieve effective health
communication between themselves and their comratinady impaired patients. In
return such efforts would function to not only ralvéhe competence of the person
with MND, but also reduce the psychosocial consegee of the communication
impairment and allow the individual to experiencecess and a sense of competency
regarding his/her communicative abilities (Kaga@98b; Simmons-Mackie, 2001).
Moreover the person with MND might also be empoweéxetake responsibility for
his/her own communication. A social approach te thanagement of MND thus
covers multiple purposes in that not only doescitoant for the communication
impairment, function as a practical tool to improgemmunicative access, and
address the bi-directionality of communication, lfuis also anticipated that more
satisfactory healthcare encounters may be expeukbyg all members of the MND
Unit. Therefore despite further research requinedhis area, by adopting the
principles of a social approach, health commurocator the management of MND
may be brought one step closer to the ideals aémtatentred communication in the

context of a communication impairment.

Finally whilst suggesting a social approach to aeddrhealth communication in

relation to the management of MND, the researclein@vledges that such a
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recommendation has been considered superficialld & by no means a
comprehensive solution to this complex situatioHowever given the paucity of
literature that exists in terms of health commuimicafor persons with MND, this
study has made an attempt to begin operationalgsatignt-centred communication in
the presence of communicatively impaired healthcaressumers. Moreover in view
of the societal barriers inherent to the South dsiini context, further research is
required for adopting a social approach for the agament of MND and refining it to
ensure patient-specific and context-specific silitgb Also a responsibility lies with
speech-language pathologists to create an infdster of communication for
communicatively impaired healthcare consumers, adl ws train HCPs and
conversational partners in general to achieve ctenpg during communicative
interactions (Kagan, 1998b). Just as issues ssigiygsical access must have looked
equally insurmountable in past decades for peojle physical disabilities, Kagan
(1998b) believes that although communicative acessore challenging because it
is difficult to see and understand, the possibifiy development in the area does

exist provided the initial goals are realistic.

In conclusion it is clear that while the majorityf garticipants perceived
dissatisfaction in terms of health communicatione tmanagement of MND is
characterised by a complex web of communicativeradtions that transpire between
members of the Unit. The intricacy of such tratisas is shaped by a multitude of
variables that arise from both healthcare consumedsHCPs, as well as the fact that
the communication impairment contributes a furtt@nfounding dynamic. However
rather than trying to establish what goes wrongnduhealthcare encounters and
blaming various individuals for their poor commuatige skills, researchers and
clinicians particularly those in the field of sphdanguage pathology, might better
focus on guiding and empowering members of the Wmiutilise more effective
health communication and become more aware of dn@rwnicative needs of their
conversational partners. Hence Epstein (2006)mewends that because the flaws
and inadequacies of present-day health communicadi®@ common knowledge,
rather than focusing on a deficiency model it meito look at synergy or how the
establishment of one goal can facilitate the asmnent of others. Consequently one
way to operationalise theories of communication aoldieve theoretical ideals that

are documented in the literature, is to addressniod#tifaceted nature of health
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communication for the management of MND from a abqgerspective. By
considering the bi-directionality of communicatidghe communication impairment,
and the practicalities of achieving adequate heeadimmunication, patient-centred
communication from within a social model may beguip HCPs to move the
management of MND towards a more patient-centrgte stf care. And thus

researchers and clinicians are urged to view tladlestge of health communication in

persons with MND competent adults in all other rdgabut also these individuals are
surely as deserving of effective health communicatis their non communicatively

impaired counterparts?

4.1.2 Intervention

Until recently the outlook for persons diagnosethvidND has not been viewed in a
positive light becausef the absence of curative interventions. Howewvign greater
acceptance of this fact and an improved understgnali the pathogenesis of MND,
new therapeutic agents have become available datrrent purposes, and advances
have been made in the management of symptoms assbevith the disease (Miller
et al.,, 1997). Notwithstanding the role of disesgecific interventions, significant
emphasis is now being placed on patient-specifra@gches that function to enhance
the patient’s quality of life, maintain patient cfamt throughout the disease trajectory,
and concurrently mitigate the complications of M&ufit, 1997). The management
of this disease thus comprises a broad spectruntao#, covering the initial
consultation, the diagnosis, helping the patientkenaecisions about symptom
management, dealing with end-of-life issues, anskiidy even being present at the
memorial service (Miller et al., 1997). Furtherman order to attend to the myriad of
symptoms common to MND as well as meet the medindl rehabilitative needs of
patients, the skills of a variety of HCPs must beplyed from within a well co-
ordinated team approach (Francis et al., 1999)wever despite these advances in
the management of MND that have been documentedhén literature and
implemented abroad, the results of the currentystedealed questionable findings in
terms of the intervention trends specific to thetipgoants in this research project.
Although by no means a representative study ofniamagement received by all
persons with MND in South Africa, concerns were etbeless raised with regard to

the fact that referrals for rehabilitation and iartcular speech language pathology
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intervention (given the communication impairmemtgre not a central component of
each individual’'s management regime. Hence atertt the multifaceted nature of
MND was not apparent in this study, along with thet that a team approach was
clearly absent in the coordination of each Unit.atidition participants also perceived
dissatisfaction in the management that had beeeivest, describing intervention
efforts for MND as feeble and inferior comparedotber disorders such as Multiple
Sclerosis and cancer. As a result such findinige guestions as to why substandards
appear to exist in terms of the management of MAIY whether consideration of
international guidelines has the capacity to adhiewore of a comprehensive and
coordinated approach to MND intervention efforts.

4.1.2.1 Speech-Language Pathology Intervention

Given the perspective adopted for this study, drtbe@most concerning findings was
the fact that the majority of persons with MND waeigher uninvolved in speech-
language pathology intervention at the time of datiéection, or had never consulted
a speech-language pathologist following diagnokte@disease. Furthermore for the
individual from Unit 1 who did attend speech-langeapathology intervention,
negative experiences were perceived. Reportedly person with MND was
informed that nothing could be done for her comroaton impairment which would
become progressively worse, and no mention was nwdéhe potential for
swallowing difficulties or the plan of action thsiould be implemented under such
conditions. A closer look at the results of thigdy also revealed that all persons
with MND who did attend speech-language patholaoggrivention, were not referred
by another HCP or referring agent. Rather theitwloviduals for example who were
receiving ongoing speech-language pathology, hatkad sought therapists of their
own accord. After having consulted several spdanfuage pathologists who
expressed their inexperience or lack of knowledggarding MND, both individuals
managed to locate a therapist who worked in thdéd fief neurodegenerative
conditions. On the basis of the results of thiggttwo major issues are therefore
apparent with regard to speech-language patholatgrviention for persons with
MND. Firstly speech-language pathologists appeabe omitted from the referral
network, such that persons with MND are not reféteethe appropriate HCP in order
to receive speech-language pathology interventi@onsequently individuals either

fail to attend speech-language pathology at althey waste a significant amount of
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their time and money trying to locate an approprittierapist. Secondly some
speech-language pathologists seem to be unfamiltartreating persons who have
MND, and possibly even assume that the professiaysmo role in managing this
patient population. As a result the potential ieated for healthcare consumers to
either receive inappropriate intervention or inappiate recommendations regarding

the value of speech-language pathology.

Contrary to international reports supporting theegt-language pathologist as an
important member of the MND team (Francis et a@99, Leigh et al., 2003), a
review of the literature at the time of this studlg not reveal any speech-language-
pathology-generated documents or position statesribiat define explicitly the role
of the profession in managing MND and participatimgthe team. Hence an
international need arises for therapists to foreealind document their role in this
area of practice, so that other HCPs can becomeeagiahe exact knowledge and
skills that speech-language pathologists brindieoMND team. However based on
the results of this study, before focusing on definthe speech-language
pathologist’s role in the management of MND, it nteeyof greater importance to first
consider the reasons for inadequate referrals Badunfamiliarity of therapists in
terms of treating persons with MND. The fact ttred referral of persons with MND
for speech-language pathology intervention appeprediematic, is possibly related
to a mere lack of involvement or a lack of williregs of some therapists to treat this
patient population, thereby resulting in unfamitiarwith the disease. Just as
Thompson and Playford (2001) report the lack ofolmement of speech-language
pathologists in the area of Parkinson’s diseasepitethe literature supporting their
role in many neurodegenerative conditions, so tag bre the case in the management
of MND. If one considers an example from Unit Be trecommendation for a
percutaneous endoscopic gastrostomy was made leprasentative of the MND
Association of South Africa in conjunction with ansulting physician. At no stage
during this process was a referral made to a speeguage pathologist, despite the
management of dysphagia falling partly within themdin of speech-language
pathology intervention (Leigh et al., 2003). Whaleme speech-language pathologists
may therefore be hasty to criticise various membéthe MND team for stepping on
their turf, one must consider the possibility teadack of involvement or willingness

on the part of this profession to treat person$ WIND, may have prompted other
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HCPs to cross clinical boundaries in this instancerder to act in the best interest of
the patient. On this basis if a lack of involvernen willingness to engage in the
management of MND is the reason for speech-langpagi@ologists’ unfamiliarity

with the disease and omission from the referralvogk, then this occurrence needs to
be understood in an attempt to bring about moreefgable speech-language

pathology experiences.

With regard to the limited involvement of speechgaage pathologists in the area of
MND, no literature could be found that providesexplanation for this phenomenon.
An experienced speech-language pathologist whacjgeted in the focus group, did
however report anecdotal evidence indicating tlemes therapists are reluctant to
work in the area of neurodegenerative conditionsabse of the difficulties and
challenges inherent to this patient population. e Beverity of the physical and
communicative impairment along with the emotionaltune of the disorder and
impending death, reportedly places too great a ddman certain therapists.
Similarly Baider and Wein (2001) report that in thecology arena, HCPs often want
to “run way” from the overwhelming vulnerability drpsychological distress that
they experience in relation to a patient’'s antigpdadeath. Understandably some
speech-language pathologists are therefore moremoto practise in other areas of
speech-language pathology, where the emotionalebuethd clinical requirements
may not be as intense as those relating to théniezd of various neurodegenerative
conditions. lIronically in considering the treatrhef MND however, although the
iliness itself is a relatively uncommon disease, bsulting dysarthria and dysphagia
are nonetheless impairments common to many clinpmgdulations that speech-
language pathologists oversee. Hence by drawitgebasic principles that apply to
the treatment of a mixed spastic-flaccid dysarthagmwell as utilising one’s skills to
implement alternate and augmentative communicatiod manage dysphagia, the
management of MND in fact need not be viewed agly\difficult. However in
respecting that some speech-language pathologasgsfind the overall physical and
emotional presentation of MND too distressing, &bl as the fact that clinicians are
unique individuals with different interests, itusderstandable that not all therapists
will feel equipped and competent to treat persoitl this condition. Also from an
ethical standpoint it is acknowledged that if aréipést is not prepared theoretically,

clinically, and emotionally to treat a person wMiND, then for the sake of the
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patient it is imperative that the speech-languaggiogist withholds services. Thus
in order to ensure that persons with MND receivly dnigh standards of care that
meet patient approval, the possibility that onlysraall group of speech-language
pathologists exists who can intervene appropridatethe area of MND is acceptable.
After all Johnson and Jacobson (1998a) stresshiphtstandards of service delivery
only occur when clinicians perform within their mdtal boundaries and areas of
competency, and act in the best interest of théemat In the event of clinical
uncertainty however, because all speech-languatimlpgists possess a broad base
of knowledge regarding the pathophysiology of comivation and swallowing
disorders (Johnson & Jacobson, 1998a), at a minithesnshould draw on their basic
clinical knowledge and intuition to guide their grdents for making appropriate
recommendations about speech-language pathologyvéarttion or referral to a
suitable colleague. Given that communication & fibundation for human freedom
(Horner-Catt, 1999 as cited in Sarno, 2004), failoir speech-language pathologists to
provide communicatively impaired persons with ateys of communication or a
referral to a colleague, not only violates thesaltheare consumers’ human rights
and influences their healthcare in a negative marmg also portrays the profession

as generally inefficient and ineffective.

While a need exists for speech-language pathokdistenlarge their involvement,
knowledge, and experience in terms of MND, in afigng to do so some
professionals have perhaps come up against barriess example the challenge of
securing funding for a terminal illness that reqaifong-term intervention (Rotstein,
Hazan, Barak & Achiron, 2006) has possibly hampetes involvement of some
professionals in this area of practice, therebyweméng them from establishing a
clinical identity with healthcare consumers andeotAlCPs who comprise the MND
Unit. By virtue of this lack of clinical identitysome healthcare consumers and HCPs
associated with this study may have therefore daite realise the value of speech-
language pathologists in the management of MND.ns€quently speech-language
pathologists interested in this area of practicd aaurodegenerative conditions in
general, possibly need to work towards first crept clinical identity in the mind of
the public, as Johnson and Jacobson (1998b) clatratclinical identity strengthens
a profession’s clinical position. Whilst this clesige is not necessarily an easy one

for clinicians to undertake, literature used to dguimedical speech-language
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pathologists in achieving their own clinical idéntimay be of value to speech-
language pathologists involved in the managementM®D, given that both
professional subgroups appear to be challengedntiias difficulties. Although the
field of speech-language pathology has in geneadl d fair amount of recognition
from the public, Johnson and Jacobson (1998b) steedifficulty that medical
speech-language pathologists have had in achienndentity different from that of
the therapists who work in school settings. Nolydmas this speciality had to
compete for funding, medical speech-language pagfists have also had to
demonstrate their value in a variety of medicakirsgs to a variety of medical
healthcare personnel (Johnson & Jacobson, 1998bjesponse to these challenges,
Johnson and Jacobson (1998b) thus suggest thatayn® achieve clinical identity is
to educate the public about available serviceautjitanaintaining high visibility. In a
similar vein, for speech-language pathologists whare an interest in the treatment
of MND, it is perhaps time that these therapistsoatame together in order to
advocate for their patients and educate the puaslcc HCPs involved in this disease
about the value of the profession. Furthermoresbgaging in patient and family
support groups within the community (Johnson & bsom, 1998b), and forming
alliances with the MND Association of South Afritar example, speech-language
pathologists are given a further opportunity to keartheir services and achieve
greater recognition and credibility, and thus dsthba more defined clinical identity

in terms of the management of MND.

A further means of achieving greater clinical idgnis for the profession to develop
clinical protocols (Pietranton, 1998). Althouglethim of this discussion is not to
provide an exhaustive list of ways to improve dalivisibility, the development of

clinical protocols is nonetheless important becasiseh tools have the capacity to
strengthen a profession’s identity and enhance dhality of care rendered

(Pietranton, 1998). Apart from clinical protocdlsfining a specific set of procedures
for an area of clinical practice, and stipulatinge tknowledge and skills that are
required to perform such procedures competentlgy thlso represent an explicit
commitment on the part of the profession to mamtagrtain clinical standards and
achieve certain ideals (Pietranton, 1998). In thse of the present study, the
development of clinical protocols by speech-langupgthologists who work in the

area of MND may thus aid in convincing team membafrghe dedication and
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commitment that the profession has towards the gemant of this clinical

population. Furthermore by making such an explmimmitment, MND team

members may feel more confident in referring thgatients for speech-language
pathology intervention, knowing that the profesdias a specifically defined role and
sense of devotion towards the management of tisisade. Also such efforts may
ensure that persons with MND consult only thosdgssionals knowledgeable and
experienced in the field, such that more positiygeesh-language pathology

experiences may be yielded.

Perhaps a further rationale for the developmerntliofcal protocols lies in the fact
that such documentation has implications regardimg team approach that is
proposed for the management of MND. Pietrantord8)%scertains that in those
environments where speech-language pathologiststifun as part of a team,
discipline-specific clinical protocols are a nedgsdecause they form part of a
complete clinical pathway. Clinical pathways areltrdisciplinary frameworks used
to coordinate and streamline service delivery. cBgnbining each discipline-specific
clinical protocol, a clinical pathway is establidh¢hat functions as a clinical
management tool to guide the organisation, seqongncand timing of major
interventions provided by each healthcare profes@ietranton, 1998). As a result
clinical pathways therefore provide a preferredgratof service delivery (Pietranton,
1998) such thatAll the providers involved are on the ‘same shekmmusic’ in terms
of the what, when, and how of delivering care, dutays have the option - and the
responsibility - of altering the plan when the pati or circumstances warrant”
(Pietranton, 1998:679). Notwithstanding the depeient of clinical protocols as a
means for promoting and securing the clinical identof speech-language
pathologists who work in the area of MND, advangagkso clearly exist in terms of
contributing to the team approach and its logistegl hence the overall management

of this disease.

In relation to achieving a clinical identity andtadishing a position in the referral
network so as to enhance service delivery, goaet-mtofessional collaboration and
communication is essential (Reeves, Freeth, Glexbd, Berridge & Herzberg,

2006). In other words if HCPs understand the oblgpeech-language pathologists in

the management of MND, then referrals may improweerg that collaborative
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knowledge between professions contributes to anrawgment in patient care
(Reeves, 2001 as cited in Reeves et al., 2006;d3esval., 2006). Thus in addition
to education efforts and the development of clinpratocols to inform other HCPs
about the role and value of speech-language pajistdo in the MND team,
publications in various journals and books by thes#essionals may also allow for
information about the profession to be disseminatddwever while publications in
speech-language pathology journals might encouragaere speech-language
pathologists to engage in this area of practices questionable whether other team
members would seek out this information of theimoaccord. On this basis it is
perhaps time that MND researchers and clinicianghm discipline of speech-
language pathology, broaden their publication lasaddress other members of the
MND team. For example following perusal of theeddture in various neurology
journals, it was established that the treatmenM®ID or ALS is discussed most
frequently in the context of different drug theegi While this finding is
understandable because the majority of consuwfetisis literature are likely to be
those professionals who will prescribe such dri&ysijt (1997) suggests that many
physicians have lost sight of the fact that disesgexific intervention is only one
aspect of the overall management of MND. Physgiame reportedly so focused on
the etiologic aspects of a disorder in order taldgh a definitive diagnosis, that they
fail to focus their attention on identifying int@mtions that will lessen disease
progression or provide symptomatic relief (Sufi@9Z). In two separate articles
written by Leigh et al. (2003) and Sufit (1997) farample, the communication and
swallowing impairment inherent to MND is discussedipng with various other
complications that arise during the disease proca#ihough information is provided
about the speech characteristics and the diffaypeis of alternate and augmentative
communication systems available, as well as thdlewiag difficulties and options
for enteral feeding, minimal reference is madeh $peech-language pathologist or
the need for speech-language pathology services.example practical information
regarding the timing of referral for speech-languagathology intervention is not
discussed, and nor is the role of this professiorthe management of dysphagia
highlighted. Also no mention is made of the calledtion that is necessary between
HCPs and speech-language pathologists in orderawide the highest standard of
service for this healthcare consumer base. Giwewvekler that the authors of these

articles are not speech-language pathologists, redognised that one cannot expect
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them to publish speech-language-pathology-spetiéiterial. Hence the need is clear
for the discipline of speech-language pathologgxiend the boundaries within which
it publishes, so as to reach all members of the M&Hdn and ensure that not only are
they able to learn more practical and meaningfidrimation about the profession, but
also acquire inter-professional knowledge that iscessary to facilitate the
management of persons with MND from a more holigérspective.

In suggesting that speech-language pathologistéispubore broadly to advertise
their services, a responsibility does however va#t the profession to demonstrate
that that which is advertised (i.e. treatment ferspns with MND) is efficacious and
effective. The fact that few participants of tlsgidy were referred for speech-
language pathology intervention, and some partitg@erceived dissatisfaction in
the services that they received, perhaps sugdestshie profession has not proved its
value in terms of the management of MND. Some H@Rg have therefore been
reluctant to refer their patients with MND for spedanguage pathology intervention
given that in the absence of credible treatmentysipians see little purpose in
making referrals for questionable interventions lii@es, 1999a). Tompkins and
Lustig (2001) thus suggest that one of the mogtifstgnt ways in which speech-
language pathologists can gather credibility foeirthservices rendered, is to
accumulate sound evidence that justifies the efficand outcomes of speech-
language pathology intervention. Moreover in aa where cost-benefit analysis of
intervention is necessary and sometimes even exdfdrg healthcare funders, there is
an urgency to generate solid evidence and juslifiycal treatments in order to meet
the requirements of best practice and demonstreteuatability to the public,
reimbursing agencies, and HCPs (Kraemer, 2003; ko Lustig, 2001). Thus
for speech-language pathologists who work in tlea &f MND, the time has possibly
come to begin demonstrating the efficacy and affeness of interventions that are
specific to the management of this disease. Spelificity is essential because
although studies demonstrating the efficacy of spdanguage pathology for a mixed
spastic-flaccid dysarthria for example might pravet intervention is generally
effective, one cannot be certain that such findwgsld hold true when a variety of
variables inherent to MND are introduced to thetamys Also while efficacy may
exist for the use of a social approach in aphad&rvention, without disease-specific

research there is no guarantee that the outcomesbeageneralised to MND.
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Moreover because healthcare consumers and healtpcaviders expect objective
information about the healthcare that is “purchasedecommended (Frattali, 1998),
it is not until a discipline has made an impact dedhonstrated its worth that other

HCPs will begin referring patients (Gelinas, 1999b)

Finally while it is evident that participants ofghstudy perceived in general, negative
experiences in terms of speech-language pathologgrvention for persons with
MND, steps can be taken to move the profession imoge positive direction.
However in terms of the reliability of this studgdathe burdensome nature of MND,
it is possible that at the time of data collectmarticipants viewed their experiences
through “tainted lenses”, resulting in an abundaoteegative perceptions. While
the nature of MND may be that it is in fact toofidifilt to perceive anything in a
positive light in view of one’s impending deathkiag participants to comment
explicitly on positive experiences that had beetoentered might have enhanced the
value of this study. Positive factors that onelddwwever infer, relate to the hope
and value that some participants appeared to macspeech-language pathology
intervention. For example the person with MND framit 2 stated that although she
had never received speech-language pathology erngon, she believed that this
form of treatment would have helped to reduce #resibn and frustration that the
communication impairment had created between Heasdl her friend. Furthermore
the person from Unit 3 expressed her awarenessdiegahe fact that she needed to
make changes to her communication, although sheuwesrtain of the appropriate
modifications and therefore required assistancthim regard. For the two persons
with MND who expressed their satisfaction with nebto the services that they had
received, both individuals stated that speech-laggyathology had been a beneficial
form of intervention and more valuable than anyeottherapies that had been
received. Although such comments may in fact becally desirable response given
that the participants were aware of the researshsatkground, they may also be
suggestive of the fact that when speech-languagiology intervention is
implemented by an experienced and committed thetrapie possibility does exist for
a positive impact to be made. Thus if speech-laggathologists can further their
knowledge and skills in terms of the managemem D, and can prove the efficacy
and effectiveness of their interventions, the lik@bd exists that therapists and the

profession alike will be able to secure a clinicintity and be acknowledged as a
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credible member of the MND team. Furthermore desgh-language pathologists are
viewed as influential in the management of MND, KGR the team may have more
faith in referring patients for speech-languagehplatyy intervention. Thus while
greater proactivity on the part of speech-langupgé¢hologists may make the
profession more visible and meaningful (Kagan, 1)98ne hopes that these steps
towards making change will also enhance the ovesrdile of the MND team for the

ultimate benefit of healthcare consumers with tlsease.

4.1.2.2 Medical and Rehabilitative Management

In line with the fact that participants of this dyuexpressed dissatisfaction with
regard to the medical and rehabilitative managentesit had been received, two
related issues were identified. In the first ins&it was established in the majority of
Units that once the consulting physician had madefaitive diagnosis, persons with
MND were not afforded any follow-up appointmentSecondly over and above the
lack of referrals for speech-language pathologgriréntion, additional treatments
were not recommended and nor were referrals madgtlier therapies that constitute
rehabilitation. Moreover many HCPs were perceitedlisplay a negative attitude
towards intervention, stating that nothing coulddome to help persons with MND.
Whilst these perceptions are nonetheless only septative of participants who
participated in this study, they are however inkstaontrast to the fact that during a
symposium held in 1979, it was discussed then @yr¢hat the traditional view of
MND being an impossible disease to treat does rud rue (Mulder, 1980).
Consequently one cannot help but wonder why a quaft a century later, HCPs
implicated in this study appear to have made lipitegress in terms of managing

persons with MND.

According to the Standard of Care Consensus onridgig and Management of ALS,
the spectrum of care from diagnosis until death lbardivided into various stages
(Miller et al., 1997). The aim of the initial canation is for the physician to listen to
the patient’s opinions about his/her health staiud conduct a routine examination.
The physician should also inquire about the pasegaals for the visit (e.g. establish
whether the consultation is to obtain a second iop)n order all appropriate

diagnostic tests, and arrange a follow-up appointnadter review of test results.

During the second consultation the test resultsilshioe explained to the patient, any
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physical and/or emotional changes should be disdjsnd education should occur
about MND and the difficulties surrounding diagrsoand the variability in the course
of the disease (Gelinas, 1997; Miller et al., 199 Nlore importantly the patient
should be offered some form of treatment, albe#drptacological or psychological
intervention. Following the second consultationterval evaluations should be
scheduled every two to three months (Miller etE¥97). The aim of these follow-up
appointments is to monitor the patient’s healtterat to any treatable disorders, and
continue with education about MND. A portion oe#le sessions should also focus
on referring the patient to appropriate memberth@MND team for rehabilitation, as
this type of intervention is fundamental to bolstgr the patient's morale and
providing him/her with the strength necessary foping with a debilitating disease
(Gelinas, 1997; Miller et al., 1997). Follow-up pmintments are therefore an
essential component of MND management becausedtifeypatients an opportunity
to receive both counselling and intervention, whiohturn allows them to stop
obsessing about the disease and rather rediracietiergies to other aspects of their
lives (Gelinas, 1997). In light of these interpatl standards, it is thus clear that not
only were participants of this study denied an appoty for follow-up appointments
and referrals, they were also denied rightful oppaties to receive a comprehensive
continuum of care. Also a sense of collaboratiod partnership between HCPs was
seemingly absent, indicating a lack of teamworkthess fundamental core of MND
management. Thus in comparison to the Standafthod Consensus on Diagnosis
and Management of ALS (Miller et al., 1997), heedtte consumers in this study
appeared to be subject to substandard MND manadearh it therefore comes as
little surprise that participants perceived a méjaakdown in the continuity of their
care, and felt isolated because they had been eintblestablish meaningful

relationships with their HCPs.

Whilst respecting the perceptions of the participani this study, and the fact that the
majority reported a lack of follow-up appointmentsd referrals for rehabilitation, a
member of the focus group did however expressithatdifficult to accept that six
different physicians would all provide their patiemvith substandard management in
this regard. As a result, this individual suggdstbat perhaps certain types of
information exist that patients do not hear or psscadequately and thus fail to act

upon. Whether this is the case or whether sixedsfit physicians were in fact
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inadequate in terms of the management of theirepet this finding nonetheless
supports the need for information to be repeated oegular basis. The importance
of follow-up appointments is therefore reiteratedas to ensure that patients will at
some stage during the disease process, hear aimdila@ss important information

necessary for participating in different intervens and making decisions about their

future.

In contemplating the possibility that the physigasmssociated with this study did
however engage in substandard practice, then oedsrie consider explanations for
this behaviour in light of the fact that literatusepports follow-up appointments and
rehabilitation as important components of MND masragnt (Gelinas, 1997; Miller
et al., 1997). In the context of this study a guesexplanation may relate to a lack of
team involvement, and the fact that for some ofe¢hghysicians they perhaps have
not witnessed the benefits of rehabilitation arairtentervention. Consequently they
may have believed that the onus rests solely om tte improve their patient’s
condition. However in acknowledging their inalyilito alter the pathology of the
anterior horn cell (Mulder, 1980), these physiciarsy have felt completely helpless
and therefore withdrew from the situation entirelyhus in order to protect their own
well-being, physicians may have decided that sinsply easier to refrain from seeing
patients with MND after making a diagnosis, anddeehy telling these individuals
that nothing can be done for them, follow-up appognts do not apply. Similar to
experiences reported in the oncology literature rehprofessionals experience
extreme hopelessness anticipating a patient's dgdider & Wein, 2001), some
MND practitioners may believe that their inability cure the disease is a sign of
personal failure, and besides making a diagnosisnvfich they are capable, they
should withhold any further contact with patientsoshave MND. Opposed to this
belief however, Silani (1999) reports that mostspes with MND are well aware that
there is no cure for the disease, and simply waiet supported and informed about
resources that are available to promote their tyuafilife. Physicians therefore need
to realise that treatment is not the same as eaeuntil such time that a definite cure
is detected referral is essential, because apann fvarious drug therapies
rehabilitation remains the best hope for improvthg health, quality of life, and

survival of persons with MND (Francis et al., 1999)
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In light of the paternalistic attitude of some pisiEns who believe that it is their
responsibility to cure because they occupy a posiif power and authority (Ross &
Deverell, 2004d), these HCPs possibly need to denshifting their mindset away
from a biomedical model of practice. If such pesienals are able to realise that in
the management of MND their role as educator, callorsand advisor is far more
important than lamenting over a cure, then they feay more inclined to schedule
follow-up appointments so as to offer their patetite best quality of care possible.
After all the most valuable message that any HGPooavey to his/her patient with
MND is one of commitment and care (Gelinas, 199¥preover by acknowledging
that they are not solely responsible for the mameye of persons with MND, and
that rehabilitation may at least offer symptomagiltef as opposed to no intervention
at all, physicians may feel more inclined to eneger teamwork and become more
active within the referral network. However in emng into the referral network, all
HCPs are cautioned from viewing referral as justtlaer phase in the management of
MND. As evidenced in this study, whether particiggsasought their own therapists or
were referred by a professional, those persons edmsulted inexperienced HCPs
who were limited in terms of their knowledge of MNPerceived unpleasant and
negative experiences. HCPs involved in the managemwi MND therefore have a
responsibility to ensure that not only are they petant to work with this patient
population, but also that they refer their patid@ntsredible members of the team. As
discussed for speech-language pathologists, alptilses in the MND team should
thus engage in efficacy and effectiveness studiesgo promote their credibility and
aim for higher standards of MND management. Greatdaboration, referral and
teamwork between HCPs, may therefore aid in adhiegreater continuity and a
more comprehensive approach to the medical andbitehve management of
MND. Finally in order to gain greater patient st&dction regarding management
efforts, some HCPs possibly may need to rethinkr th#itude surrounding the
misnomer that MND is an untreatable condition —oag of the most traumatic
experiences for a patient is to come to the re@isdhat there is nothing that can be
done for him/her (Baider & Wein, 2001).

4.1.2.3 Implications for the Medical and Rehabilitéive Management of MND
According to Dengler (1999) the management of MNies significantly between

countries, depending on healthcare organisatiodsnational referral systems. In
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accordance with the present findings however, ijusstionable as to whether the
behaviours of HCPs implicated in this study wersdohon any formal guidelines
available for directing the management of MND. Wthihe current research cannot
necessarily be generalised to all MND practition@rsSouth Africa, consequences
such as isolation and lack of support are nonetbeleevitable when patients with
MND do not receive appropriate intervention. Siageatient and his/her family must
feel supported during the difficult period of comimo terms with a diagnosis of
MND, Leigh et al. (2003) recommend that a comprehenteam management plan
be devised as soon as possible after the diagndésisvever because South Africa
does not appear to have its own policies in termsocceptable management for
MND, it begs the question as to what comprehensiiD team management is in
this country. Local HCPs are therefore urged #@adon international standards of
care in order to facilitate the development of coshgnsive management protocols.
Although recognising that international trends ace always compatible with the
South African healthcare climate, for the time leitney may offer HCPs the
guidance necessary for drafting a national poliegt hence improving the quality of

management for persons with MND.

Whilst it appears that globally a multidisciplinaapproach is recognised as the ideal
standard of care for MND management (Francis e1889; Leigh et al., 2003), in the
case of South Africa it may be that the charadies®f this model are not compatible
with the healthcare demands of this country. Rathéransdisciplinary model of
intervention may better meet the needs of Southc&f current healthcare setting,
given the country’s imbalance between human needs@ailable resources (Ross &
Deverell, 2004c). Because a transdisciplinary eagn to intervention incorporates
the knowledge and skills of many disciplines intoeomulti-skilled practice,
intervention is received from primary providers atite number of individual
professionals is reduced or their degree of invoknet in various cases is limited.
The essence of this approach is therefore basedl@melease, whereby professional
boundaries are eliminated so that the transferasfcepecific skills, strategies,
techniqgues and knowledge can occur across vari@gplines in order to attain
integrated yet cost-effective management (Golp€Q1?2  Moreover unlike a
multidisciplinary approach, transdisciplinary malef intervention acknowledge the

family as an integral component of the team and thezefore also described as
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family-centred in nature (Golper, 2001; Shames let #098). Consequently a
transdisciplinary model may thus be well suitedhi|®s management of MND in South
Africa, given the importance of the family in th@iUand the fact that it is this type of
team approach that is most advantageous when émiown requires interfacing a

number of related professional disciplines (Gol2éQ1).

In relation to a transdisciplinary model of intemtien, a more comprehensive
approach to management may further be achievedghrthe use of a case manager
to coordinate the team. According to Leigh et(aD03), a case manager or case
coordinator offers a single point of contact throughich patients’ needs can be
channelled. In the United Kingdom general pramtiérs play a key role in the
management of MND, and are responsible for cootiigaMND teams and
management programmes (Leigh et al., 2003). Gisenth Africa’s scarcity in
manpower however (Ross & Deverell, 2004c), and fdet that the role of case
manager may place an additional burden on the HERI{ et al., 2003), members of
the focus group agreed that the coordination ofagament programmes need not
necessarily be conducted by general practition&ather any HCP can assume the
role of case manager, provided inter-professior@lalboration exists such that
practitioners furnish this individual (i.e. the eamanager) with lucid information
about the intervention they provide, so that he/shae make sound management
decisions (Tonkovich, 1998). Furthermore the vabfiea case manager in South
Africa particularly, also lies in the fact that kle¢ plays an important role in
attempting to control the costs of service delivieyynegotiating between healthcare
providers and healthcare funders (Tonkovich, 1998hn this end in collaboration
with HCPs, the case manager may for example coralgeneral assessment of need
during interval evaluations with each patient, sota ensure the delivery of all
necessary healthcare services while at the sanee aimaiding unnecessary ongoing
treatments. Thus regardless of which HCP adomsdle of MND case manager,
he/she plays an important part in not only shapamgl refining each patient’s
management programme and ensuring that the negdbsaapies are received, but
also in achieving more effective utilisation of tkeeuntry’s resources and more

satisfactory perceptions with regard to the manaygof MND.
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While transdisciplinary models of teamwork and #ppointment of case managers
evidently have the potential to improve the managgmof MND, such
recommendations must be considered in relatiohddihancial burden of healthcare
service delivery. Given the nature of chronic pesgive disorders and the fact that a
variety of treatments need to be sustained oveng period of time (Rotstein et al.,
2006), conditions such as MND are considered “egpendiseases”. For example in
the case of Unit 2, the person with MND explainbdttonce she was unable to
continue paid employment, her Medical Aid benefimsed and she was no longer
able to afford any healthcare services. Also kduced mobility meant that the only
way she could be transported was by ambulancetrendost of this service alone
translated into her being denied the opportunitgam access to different types of
intervention. Consequently a significant finan@ald emotional burden is placed on
the affected individual and his/her family, as wasdl society at large (Rotstein et al.,
2006). Moreover as discussed by a member of thesfgroup, attempts to alleviate
this burden are likely to be hampered by the faat there is no incentive to make a
full-time business out of managing persons with MNBs a cure does not exist for
the disease, there is no business imperative folti-mational pharmaceutical
companies to invest in MND and consequently eshbinuch needed MND clinics
and/or comprehensive treatment programmes. Sirtoldhe running of any other
business therefore, one possibly needs to markdd MiNthe public in the hope that
somebody will “adopt” the disease and become tretodian of care, thereby also
“adopting” the financial demands of the illnessowéver whilst this suggestion may
provide a long-term solution for the financial deabes of MND management, in the
interim period healthcare providers have a respditgito provide the best possible
quality of care to all healthcare consumers unidergiven circumstances (Pietranton,
1998). A challenge therefore rests with all HCRgolved in the management of
MND, to develop innovative ways of securing resegrérom funding agencies in an

attempt to achieve quality healthcare for thisticially burdensome disease.

Finally with respect to the perceived dissatistattihat participants reported in terms
of the medical and rehabilitative management of MNDOs evident that there are
plausible explanations underlying these findingdowever given the international
advances that have been made in MND managementtioedast 25 years, South

Africa perhaps needs to follow suit to ensure itsahealthcare consumers experience
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more satisfactory healthcare encounters. Speltyfichspeech-language pathologists
aim to establish a definite clinical identity withthe management of MND, this
profession may achieve more acceptable healthcaperiences. Through the
introduction of a team approach that is suitabl&omth Africa’s healthcare needs,
inter-professional collaboration and knowledge ramp stimulate HCPs to engage in
follow-up appointments and secure a healthy referratwork in pursuit of
comprehensive and continuous MND management. &umibre given the challenges
that have confronted and still do confront healtbcservice delivery in South Africa,
a team approach may be advantageous in relievangurden of healthcare from one
or two professionals, and collaboratively creatimmpovative means to secure
resources. Also given that for the time beingrimaional guidelines may be one of
the best ways to establish more acceptable MND genant in South Africa, inter-
professional knowledge and collaboration will setM®&D practitioners well in
modifying global standards in order to devise crRgpecific policies, protocols, and
clinical pathways that will demonstrate cost effemtess against a more

comprehensive and coordinated approach to MNDvat#ion efforts.

4.1.3 Support Systems

Literature pertaining taerminal illnesses particularly cancer, indicateat tpatients
want to be viewed as individuals and treateith dignity and respect (Farrell &
Lewis, 2000 as cited in Richardson, 2004). Thewntwa receive the best treatments
available, exercise control over their healthcalie,in a place of their choice, and
engage with honest and sensitive HCPs. Patiestsvahnt to be assured that their
family will receive the assistance and care necgdsacope throughout the disease
period, even during the time of bereavement (Ha&elLewis, 2000 as cited in
Richardson, 2004; Richardson, 2004). On this bpatgents and families require
systems of support which include variables suchirdermation, social care,
psychological assistance, spiritual guidance, anckction to complementary
therapies, and which function to help healthcarasamers live as best a life as
possible under the given circumstances (Richard200Q4). Furthermore in
accordance with the recommended patient-centrecbapip to care, professionals are
expected to not only meet the biomedical needsheir patients, but also broaden
their perspective and provide social, emotional psgchological support (Mead &

Bower, 2000). In view of the ideals of support gadient-centred care however, the
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results of the present study were to the contrarthat most participants perceived
medical professionals to be unsupportive and lackiompassion during the disease
process. Participants indicated that because H@Rsthe impression that MND is a
death sentence, they seemed to demonstrate littheecn or care towards their
patients and offered no hope or encouragementiofuture. Furthermore although
HCPs were perceived to provide greater warmth amdlpassion to family members
than to persons with MND, several of these familgmmbers still felt that they were
unsupported throughout the course of disease meigre In addition, despite
support groups offering an invaluable source o&rgith for coping with MND
(Gelinas, 1997), participants of this study yieldetked perceptions in terms of the
value of available support networks and resour@sch results therefore support the
literature in that it is imperative for HCPs invely in the management of MND to
focus on team intervention and patient-specificapphes, as well as identify support
systems and resources available to both persohdWiND and their family members
(Gelinas, 1997; Richardson, 2004). After all headire consumers look towards their
HCPs to meet their needs and subsequently redycdismiptions to their quality of
life (Rose, 1990 as cited in Arora, 2003).

4.1.3.1 Providing Supportive Care

In line with the findings of the present study, matcurrences of a lack of support
were demonstrated in one way or another. For eleasgyveral participants reported
feelings of isolation and loneliness, not becahey tvere alone socially but because
they felt that they had been abandoned by their Hi@Rerms of the continuity of
their care. Also because appointments were rushed in some cases the
communication impairment compromised the pace @fctnsultation further, several
persons with MND stated that they were unable soudis their concerns with their
HCPs and therefore felt afraid about the futureowkever, possibly two of the most
important illustrations of a lack of support relatetwo of the five key dimensions
that comprise Mead and Bower’s (2000) definitiorpafient-centred care. Firstly in
terms of “patient-as-a-person”, the majority of induals with MND perceived
themselves as inferior in the healthcare consum@esgsional relationship. Such
relationships were reportedly characterised by uaéty, whereby HCPs treated
family members with more support and respect theay tdid persons with MND.
Several persons with MND therefore felt that thé@Ps had failed to regard them as
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competent and independent human beings in their oght. This report raises
subsequent concern in that Rutherford and FoxI891) state that when a person is
diagnosed with a terminal iliness, changes in bisAelf-concept are bound to occur
such that significant emotional and psychologidatrdss is created. HCPs therefore
need to acknowledge their patients as worthy altgfiedged human beings, so as to
not only reassure them about the normalcy anditegdy of their reactions and
concerns, but also to compensate for threats pisé#tkir self-image (Arora, 2003;
Rose, 1990 as cited in Arora, 2003). With respgecthe second dimension of
“therapeutic alliance”, participants reported akla¢ compassion and unconditional
positive regard on the part of medical HCPs. Tboee attributes of empathy and
congruence that enhance the relationship betwegenpand HCP (Mead & Bower,
2000) were therefore absent in the present st@&igilarly such lack of support and
patient-centred care is also evident in the litegt where Jotkowitz and Clarfield
(2005) state that in general many patients and é¥€Rs often comment on the
limited empathy, compassion, and regard for psyatiatfactors that is portrayed by
healthcare providers. However given that the padnts of this study reported a
desire to be treated as individuals and by selesdivd compassionate HCPs, rather
than accepting Jotkowitz and Clarfield’s (20054fitgs as the norm, researchers and
clinicians possibly need to invest time and effort developing comprehensive

treatment programmes that foster support and suataiulture of compassion.

Further to the lack of support demonstrated in #tisdy, a study conducted by
McDonald, Wiedenfeld, Hillel, Carpenter and Walt€t994), revealed that the
psychological well-being of patients with ALS inases survival time independent of
age, length of time since diagnosis, or diseaserggy For this reason alone,
providing patients with the necessary support ard s a fundamental component of
any MND management protocol (Francis et al., 1999bwever despite researchers
and clinicians acknowledging the importance of suppg patients and attending to
their psychosocial needs (Francis et al., 1999in@g| 1997; Leigh et al., 2003), this
only seems to be mentioned in passing in the titeeaand does not appear as an
integrated component of mainstream MND managemein. order that MND
healthcare might become more integrative and molisly meeting both the
biomedical and psychosocial needs of healthcaresuwnars, MND practitioners may

perhaps derive benefit from drawing on the advariat have been made and the
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treatment frameworks that have been adopted insteifnthe management of cancer.
According to Ahmedzai et al. (2004), as a resulthef fact that most patients with
cancer will ultimately die from the disease, théeseffects, or complications arising
from treatment, a new model of care has been imghéed by healthcare providers
that places more emphasis on the psychosocial @spédntervention than on the

curative aspects of intervention. Psychosociaperigs thus delivered in the form of
supportive care, which is a new treatment framewdrnkreby patient and family care
needs are met at every stage of the cancer jolbyeny member of the oncology
team (Ahmedzai et al.,, 2004; Fincham, Copp, Calgjwieines & Tookman, 2005;

Richardson, 2004). Because this approach plaeepatient and family at the centre
of their treatment regime, they are empowered tkemaformed decisions and play
an active role in their own management (Ahmedzai.e2004; Fincham et al., 2005;
Schapira, 2003). In essence supportive care therefims to achieve the optimal
well-being of patients and families from the timediagnosis to bereavement, and
also emphasises assisting individuals to find megm their lives by focusing on

living while simultaneously acknowledging and prepg for death (Ahmedzai et al.,

2004; Fincham et al., 2005; Richardson, 2004).

In view of the tenets of supportive care and tha that the use of this approach
across Europe has resulted in highly effectiveisesvbeing delivered to persons with
cancer (Richardson, 2004), its application to treagement of MND could perhaps
yield similar benefits. Since the reality of MNP ihat the emotional sequelae and
death will remain inevitable unless a drug or ciatiprocedure can be discovered that
will cure an individual of the disease, interim ragament options are worthy of

consideration. Thus in relation to supportive céireeems apt to suggest that if
persons with MND and their families are placedlet tentre of their management
plan and given the opportunity to exercise genaingice about their treatment and
care, then they may be placed in a position toteradife for themselves that they

perceive as acceptable according to their own atalsd Self-management is after all
an important component of supportive care becasi$tichardson (2004) states, often
the only way to deal with a problem for which théseno solution is to allow the

patient to deal with it in his/her own manner.this sense supportive care is therefore
about HCPs being facilitators of self-managememd, l’ecoming attune to the needs

of their patients in order to guide and equip theitth the tools necessary to direct
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their own lives (Richardson, 2004). Similarly agygested in the previous theme,
possibly one of the most important roles that HC&s assume in the management of
MND, is to educate, counsel and advise patientsfandlies in terms of directing
their own lives. By applying the principles usedtlhe care of patients with cancer,
and replicating similar investigations in the acdaMND, it is therefore anticipated
that supportive care has the potential to also awgithe quality of care and support,
and thus the quality of life for persons with MNBdatheir families.

4.1.3.2 Support for Family Members, Significant Otler Persons and Caregivers

In most terminal illnesses more than half of theedhat a patient requires will be
carried out at home by a family member, significatfier person, or formally trained
carer (Jansma, Schure & Meyboom de Jong, 2005).ileWhe role of carer poses
significant challenges in almost every terminaledse, it is said that in the case of
MND the physical and psychological burden placed onilyammembers and/or
caregivers is even more overwhelming (Jansma eR@05; Krivickas et al., 1997).
Compared to the care required for Alzheimer's disedMultiple Sclerosis, and post-
stroke patients for example, greater physical amdtional demands arise for the
family member or caregiver of a person with MNDyen the disease’s more rapid
progression and severely disabling final stages/{éas et al., 1997). Consequently
in line with these literary reports and the faattmost family members in this study
perceived dissatisfaction in terms of the suppuat they had received as caregivers,
it is imperative that families and carers involviedthe management of MND be
offered the necessary supportive structures inrdamdeeduce the caregiver burden as
much as possible.

Apart from the burden placed on a family memberxcaregiver when caring for a
person with MND, when this individual provides cavihin the family and shares a
specific physical and/or psychological space, lefsihms part of an interconnected
system that is comprised of interdependent comgsn@noldenberg & Goldenberg,
2000 as cited in Ross & Deverell, 2004b; Ruble,9188 cited in Ross & Deverell,
2004b). Furthermore because the family is a sy$iteinfunctions as a single unit or
team, when caring for an individual with a termiilaless one cannot separate the
patient’s needs from those of the family membecaregiver (Fisher, 1991; Trail et

al., 2003). Family systems theory therefore destdhat when providing support for a
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patient, it is better to work at the level of themily and adopt a family-centred
approach to intervention, so that any improvemenét occur will encompass all
members of the system (Ross & Deverell, 2004b).a Aessult in addition to providing
a continuum of support and care for persons withDMkhe meeting of family
members and caregivers’ needs should also becornmegmnated part of mainstream
MND management. Hence the application of suppertare is further highlighted as
a viable treatment framework in the management dfDylbecause this approach
assists both the patient and the family in copiitt ¥he terminal iliness (Richardson,
2004). However one should note that although 8tidy did include family
members’ perceptions about the management of MNME&gtgr emphasis was placed
on the management and support that was providgaetsons with MND. Little
attention was given to family members’ needs or tiosy were supported during the
disease process. The value of future research timergfore lie in studies that
investigate management, support and interventigheatevel of family members and
caregivers, as Leigh et al. (2003) believe thastigport required by these individuals
should be viewed with equal importance to thathef tare and support required by

persons with MND.

Notwithstanding the perceptions faimily members reportedly being treated by HCPs
with greater warmth and compassion than personk WiND, these individuals
nonetheless felt unsupported and ill-prepared tptd caregiving role. Specifically
concerns arose in terms of practical issues suttaasferring the person with MND,
assisting during feeding, and understanding thavidhdal’s daily needs in the
presence of a communication impairment. On nungemcasions throughout this
study participants therefore raised the need faggiger training. In line with the fact
that Jansma et al. (2005) state that family memiagid caregivers involved in
palliative care rate practical information as orfetleeir most important needs,
implications arise for all members of the MND tetmassist families or caregivers in
adopting and sustaining a caregiving role. Formgd{a in response to the findings of
this study, speech-language pathologists would playmportant role in providing
family members and caregivers with techniques faorgaging in effective
communication, so as to reduce the tension thatdhemunication impairment might
cause within the Unit. Also family members andeg@rers could be trained to assist

the person with MND in achieving safe feeding.b&aring these recommendations in
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mind however, Jansma et al. (2005) indicate thatiljamembers who adopt a
caregiving role usually face two major challengeNot only are they required to
engage in tasks that demand practical skills udfamio them, but they are also
confronted by psychological problems relating te tare of a loved one. While it is
true that family members can be trained to acqgthiespractical skills necessary for
meeting the physical demands of the person with Miiey are likely however to
lack the professional distance that is requiredrwpeviding care on a daily basis.
As a result certain requirements of the caregivinlg may create the potential for
family members to experience significant levelstoéss and/or depression, as well as
for friction to arise within the family system (Jma et al., 2005). Furthermore
studies pertaining to Alzheimer’s disease and MldtiSclerosis have shown that not
only does the burden of caregiving increase thielémce of depression and deficits in
physical, mental, and social health when compaoedge-matched non-caregiving
controls (Kalb, 1995 as cited in Krivickas et 4B97; Olin, Schneider & Kaser-Boyd,
1996 as cited in Krivickas et al., 1997), but ajsatients are placed at risk for
receiving sub-optimal home care (Evans, Bishop &eéfleorn, 1991 as cited in
Krivickas et al., 1997). Consequently in an attetogestore a carer’s personal well-
being and achieve equilibrium within the family ®m, there is a clear need for
MND team members to provide family members andgiaees with emotional and
psychological support beyond skills training andistance with the practicalities of

caregiving.

In relation to fulfilling a caregiving role, as MNIProgresses and the affected
individual begins to experience a greater degreg@is#bility, a point in time usually
comes when the family member or carer is unabtope alone. At this stage outside
assistance brought to the home is required, oitutishalisation may also be
considered (Krivickas et al., 1997). Reportedlyvbeer almost all persons with
MND prefer to remain in their homes as their caoditdeteriorates (Krivickas et al.,
1997), as confirmed by all participants with MNDthis study who stated that they
wanted to die at home. When persons with MND cadogemain at home, literature
suggests that community-based intervention sucthase healthcare should be
implemented to maximise the individual's functiondaquality of life. Typically
home healthcare includes services rendered to dhienp at his/her home by HCPs

such as nurses, hospice workers, physiotherapistsypational therapists, and
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speech-language pathologists (Krivickas et al.7199 accordance with the findings
of the present study however, although persons MIND were living at home and
being cared for by family members and/or caregivets home healthcare services
were received apart from irregular visits by a esentative of the MND Association
of South Africa. If these persons with MND did vég healthcare assistance they
had to travel to the HCP themselves, despite thiisgomade more and more difficult
in view of their increasing lack of mobility. Fbdrmore, in South Africa the status
of home healthcare service delivery is also queabte. A lack of resources and
fragmentation in the healthcare system, couplet Whi¢ country’s health policy that
focuses on primary health and addressing the nwatmon health problems in the
community (Ross & Deverell, 2004c), means thatdbivery of community-based
healthcare to persons with MND is unlikely to tgkerity. The soaring number of
individuals infected by HIV/AIDS in South Africalang with the enormous stress
that this places on the country’s healthcare sy¢ioss & Deverell, 2004e), suggests
that in the presence of home healthcare servitesit@n is more likely to be placed
on this clinical population than on MND. Moreovewith regard to
institutionalisation, the family member from Unitsgated that when she investigated
this option, many institutions and organisationfused to admit the person with
MND because care personnel reportedly have linktezlvledge of the disease. By
virtue of a lack of resources and funding issussyell as the low-ranking popularity
of this disease, it is thus clear that many persdatis MND are likely to live-out their
time at home whether this is their intention or.nétamily members’ perceptions of
the need for greater practical information and éonal support must therefore be
considered of grave importance, so that familied @aregivers can be equipped with
the knowledge and skills required to care for pesswith MND for the entire

duration of the disease.

Finally because it is unlikely that in relationresource distribution MND would be
perceived as a high priority disease, the intradacdf home healthcare may be one
of the best possible ways of providing comprehensigalthcare to all South African
persons with MND and their families. In overcomsmne of the issues of mobility
by taking healthcare services to patients, commbyased interventions are
beneficial because larger numbers of patients eamebched at less cost (Ross &

Deverell, 2004c). Also in relation to the recomhed transdisciplinary model of
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intervention for MND management in this context,meounity-based work is
particularly relevant in South Africa where fewenfessionals are expected to do
more work (Ross & Deverell, 2004c). While the poig benefits that community-
based interventions might have for the managememMiND in South Africa are
therefore evident, issues of bureaucracy suchrafirfg, cost-benefit analyses and the
incidence of MND, are nonetheless likely to impasgnificant challenges for
healthcare providers. As discussed throughout wiothis chapter, a responsibility
therefore lies with HCPs to advocate and be theevfiir persons with MND and their
family members or caregivers. By demonstrating hiealthcare funders and
stakeholders the benefits and costs of taking hemié services to healthcare
consumers, HCPs may be able to secure more adeehsilthcare services for all
individuals affected by MND. In the interim howeyevhile healthcare providers
work towards attaining high standards of equallgeasible MND management,
modifications to international recommendations suwh the introduction of a
transdisciplinary model of care and the use of xectitioners to provide a variety of
services, lay the foundation for persons with MNBd aheir family members or
caregivers to begin gaining access to the senandssupport that they require whilst
living in a resource-restricted society.

4.1.3.3 Support Networks

According to Krivickas et al. (1997), a further meaof reducing the burden of
terminal care for family members and caregiversoisncrease the involvement of
formal support networks, including support groupsd asupport associations or
agencies. For persons with MND and their familgeggport networks are said to play
a fundamental role in the overall management ofdisease (Leigh et al., 2003).
These support systems not only provide opportuiniibe individuals to learn more

about MND through books and pamphlets, but als@ptst and their families derive

considerable informational and emotional care fintaractions with HCPs who are
knowledgeable in the field. In addition considéeabmotional support can also be
derived from persons with MND and their familieggaging with other individuals

who themselves contend with MND on a daily basisg#iskis, Elza, Bishop &

Spears, 1997; Leigh et al., 2003).
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With respect to the mixed perceptions that weratell in terms of support networks,
the majority of participants were generally saéidfiwith the information that these
organisations provided about MND, and the fact thaiome cases assistive devices
(e.g. walking aids and wheelchairs) were loanegdmsons in need. On the other
hand however many participants felt that beyondrmftion, a comprehensive
approach to care and support was severely lackifag. example dissatisfaction was
reported in terms of the inconsistency and infregyeof visits from representatives
of support associations, as well as their inabitity locate professionals in the
participant’s area and/or suggest the need forbibtadion. Also the fact that some
HCPs were unaware of available support networks daessned problematic, along
with the constant emphasis that certain represeesaplaced on death. At first
glance these findings may therefore suggest thatDM#uipport networks are
fragmented and poorly run. However by lookinghetse results beyond a superficial
level, one may begin to better understand how MNPpsrt networks operate, and

such explanations may in turn reveal areas wheaagdhcan be implemented.

Possibly one of the main reasons why support né&svappear to be failing MND
healthcare consumers, is because of a lack of comeation between HCPs and
representatives of such support networks. For plathe fact that some HCPs were
unaware of available support associations for peysath MND, possibly highlights
the need for these organisations to place greatgrhasis on advertising their
services. Likewise because support network reptatees were unable to assist
persons with MND in locating appropriate rehabiida services, HCPs who are
knowledgeable and skilled in the area of MND pipossibly neetb ensure that
their expertise are made known to the appropriajarosations. After all given that it
was demonstrated in this study that healthcareuwrness reported negative healthcare
experiences when consulting HCPs who lacked expegieand knowledge of the
disease, it is essential that patients be refetedvell-informed and credible
professionals. In view of these findings a cleaedh therefore arises for
communication and collaboration to occur betweenPblGnd support network
representatives, so as to ensure that all headthoraviders are aware of the full array
of services that constitute a comprehensive appréadhe management of MND.
Furthermore such collaboration between all HCPs aswupport network

representatives serves as a reminder of the impmtaf a team approach for the
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management of MND, and the fact that the successhefteam and thus the
management of the disease, depends on excellemelsaof communication between
all individuals involved in caring for the patieand his/her family and/or caregivers
(Leigh et al., 2003). Finally in taking communicat and collaboration between all
MND healthcare providers to new heights, HCPs magk | towards extending
available support networks by establishing a health database. Within this
database all persons with MND and all healthcarevigers committed to the
management of MND could be listed, such that a typdirectory is created and
distributed to all MND practitioners, support netwaepresentatives, and healthcare
consumers. Furthermore given the role of the mhaein healthcare (McMullan,
2006) and the use of this technology by MND healtbcconsumers, a healthcare
directory could be made available online for quielerence by practitioners, and
could function as a means of support should patieanhsult HCPs who fail to furnish

them with information about treatment and referral.

As demonstrated throughout most of this study, inmdssues appear to have had a
considerable influence on the management of MNithdrefore seems unlikely that
the functioning of support networks would have esch this reality, and the
dissatisfaction perceived by some participants ndigg these organisations may in
part be a consequence of such financial constraiAts suggested during the focus
group discussion, because various South Africap@aumrganisations do not receive
financial backing from large stakeholders, theydche®e secure their own stability in
terms of finance. Hence for MND support networtkis ilikely that they also operate
on limited resources and manpower, and staff mesnbery work on a volunteer
basis or for minimal remuneration. As a resultsitperhaps understandable why
participants in this study perceived service priovito be inconsistent and infrequent.
Moreover because staff members are confronted byDMIN a regular basis, the
prospect of death and dying is a frequent reatityttiem. In response to this chronic
emotional strain of working with such a clinicalgudation regularly, certain support
network representatives may subsequently begin el bverwhelmed by the
emotional demands imposed by persons with MND antheir families. This
emotional exhaustion may in turn lead to an expeseof depersonalisation or an
attitude of indifference regarding the needs okpes with MND and their families,

as well as a sense of inadequacy and reduced péraooomplishment. In the
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presence of this emotional state a person is sal tsuffering from burnout, where
there is a misfit between the demands of the enment and the individual's coping
resources (Maslach, 1986 as cited in Ross & Dey&@@04f; Ross, 1997 as cited in
Ross & Deverell, 2004f).

Within the healthcare arena burnout of professmomaportedly has the potential to
lead to inferior service delivery, and patients neaen be treated in an uncaring
manner (Ross & Deverell, 2004f). Although it canm® said that the support
network representatives implicated in this studyrensuffering from burnout, it is
possible that the nature of their work does pldesnt at risk for this type of stress.
Experiences such as depersonalisation and a gemegative attitude may in part
have contributed to the portrayal of an impresswinereby some participants
perceived support network representatives as fogugio heavily on death. As a
result of the complexity of factors that have tlaential to give rise to burnout in
support network representatives, such persons diitiawa to those with MND and
their family members, requirsupportive care in an integrated MND management
programme. Notwithstanding the management of huirbeing beyond the scope of
this discussion, the importance of team interventidght be revisited in the future
and extended with respect to its capacity for asimig HCP stress. As Baider and
Wein (2001) explain, it is through sharing burdensoexperiences with diverse
disciplines that HCPs are offered an opportunitygéan a new perspective on the
burden of work and responsibility. Moreover thasteffective means of debriefing
and providing colleague support is important beeaiisis only once HCPs are
provided with the support and care necessary fpingowith the uncertainty and
ambiguity of death (Baider & Wein, 2001; Ross & Besll, 2004f), that they can
offer the support and care that patients and famitieed to enhance their own well-

being and find meaning in their lives.

In conclusion, given the multifaceted nature of MNIDd the fact that healthcare
consumers present with both biomedical and psydialsoeeds (Leigh et al., 2003),
an integrative approach to management that ackmgeke explicitly individuals’

emotional and psychological sequelae may be matgtdsto this patient population.
By adopting a new treatment framework such as stippocare, the potential exists

for HCPs to meet both the biomedical and psychasaweeds of patients, and



192

consequently practise from a more patient-centygataach to care. In addition
because supportive care acknowledges the needsniifyfmembers and caregivers
(Richardson, 2004), implications arise for thesdividuals to be provided with

practical information as to how to engage in a gareg role and thus fulfil the need
of the person with MND to die at home. By implenmeg supportive care through a
community-based intervention such as home heakthtlae possibility also exists for
MND healthcare consumers to have access to hesdtlseavices irrespective of their
physical status. However although community-bastatventions may offer persons
with MND and their families the best chance of coem@nsive healthcare, MND
practitioners will need to advocate for these smwi Furthermore in order to
coordinate supportive care and community-basedvietdéion, communication and

collaboration between all MND practitioners and pup network representatives is
fundamental for success and a more supportive appreo MND management.

Finally it is when these support systems are in-sftat MND healthcare consumers

may perceive MND management as a more dignifiedrasplected process.

4.1.4 Complementary and Alternative Medicine

When some patients face the realisation that tHealining health is unlikely to
improve, and available medical treatments may kfeantive or unable to provide a
cure, they are often willing to try any means pllgsthat will offer them hope and the
prospect of recovery. As a result these patierastg begin to investigate alternative
approaches to the traditional medical interventitrag are initially sought (Deverell,
Vorobiof & Ross, 2004; Newbury, 1991). Alternatinedicine, otherwise known as
complementary and alternative medicine, includesube of various substances and
methods that are contrary to the principles of iti@al “orthodox” medicine or
allopathic healthcare (Eskinazi, 1998). Generdily techniques that are utilised in
alternative medicine are not considered as standdical treatments, and would
therefore not be taught at medical schools (Eisgneeal., 1993 as cited in Wasner,
Klier & Borasio, 2001). In accordance with theuks of the present study, several
participants stated that because the medical miolehad been unable to provide
them with long-term solutions, out of desperationd cure or even partial recovery
they were prepared to search for answers elsewh&tany of these individuals
therefore reported not only having consulted aeradttive professional at some stage

during the disease process, but also perceivedsfaetion in terms of the
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communication, support, care, and intervention thkats received from such
treatment. The trend in industrialised westernltheare to investigate alternative
medicine is thus said to be attributed to a growiigsatisfaction or lack of
confidence regarding allopathy (Ernst, 2002). Asfcmed by Wasner et al. (2001),
ALS is no exception to this trend given that margtignts reportedly turn to
complementary interventions in view of the lacksoiccess that medical therapies
have to offer. Moreover the popularity of complenaey and alternative medicine
seems to stem from the fact that not only are ratre treatments more congruent
with an individual’'s personal values and beliefsit lalso because patients are
encouraged to engage in interactions with HCPs plag a more active and
autonomous role in their own healthcare, they dfered a sense of hope for the
future (Astin, 1998; Fulder, 1998; Kaptchuk & Eibeng, 1998). In essence
therefore, because the participants of this stueicgdved the need for improved
health communication and more autonomous healthbarteis congruent with their
personal belief system, healthcare consumer sai@eand hope for improved MND
management may possibly lie in the extension of MiEatment principles beyond

an allopathic healthcare paradigm.

4.1.4.1 Health Communication and Healthcare ConsumeSatisfaction

With regard to health communication, all particifgawho engaged in complementary
and alternative treatments perceived satisfactioteims of this area of healthcare.
Although persons with MND and their families weia asked to compare alternative
professionals to medical HCPs, participants noneslsereported that alternative
practitioners made less use of clinical jargon carag to their medical counterparts,
provided clearer and more understandable explareattb MND, and even facilitated
the communication of persons who were communictiv@paired. Alternative
professionals were therefore perceived to be miitled and more effective in their
ability to interact with patients during healthcaemcounters, including those
interactions with patients who experienced commatiie difficulties. Such findings
raise the question as to why alternative profesdsonvere perceived to be more
adequate in terms of their communication abilitiedative to medical HCPs.
Furthermore the question also arises as to whetieemperceptions of satisfactory
health communication in this context were basedaotheoretical perspective of

communication, whereby mechanistic processes alkmmders to encode and
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receivers to decode messages (McLaughlin, 1998yyhmther participants viewed
communication more in terms of its social and afiec capacity to influence the

behaviour of other individuals (McLaughlin, 1998).

In response to the preceding questions, a searthediterature at the time of this
study revealed a dearth of information regardingithecommunication in the domain
of complementary and alternative medicine. Severglanations have thus been
proposed by the researcher, which may provide @nae for alternative

professionals being perceived as good communicatorgrirstly although

acknowledging and respecting the right of partictpato their own opinions and
perceptions, it is possible that the responseshes$e individuals were somewhat
exaggerated at the time of data collection. Giveah persons with MND would have
consulted a medical HCP at the outset of the desemsd would have received the
life-altering diagnosis from this practitioner, paipants may as a result have
developed a negative and hostile attitude towards tnedical profession.

Consequently all subsequent medical healthcareriexqpes may have been tainted
by these initial emotions and perceived as less thatisfactory, including the

communicative interactions that transpired betwparicipants and HCPs. On the
other hand when consulting complementary and altem professionals however,
participants were likely to have done so in anmagteto find hope or some kind of a
solution to the changes that were threatening fiaéirre. Believing that traditional

medicine had perhaps failed them, and that thdyr cdmance for solace lay within an
alternative healthcare paradigm, these individuady have thus viewed alternative
healthcare encounters and the associated commueic&iationships in a more

satisfactory and positive light.

A second reason when considering why participanescgived alternative

professionals to be better communicators than raed#CPs, possibly relates to
healthcare consumer satisfaction. Amongst oth&oifa, good communication skills
and longer consultation times have a positive ihpacthe satisfaction of healthcare
consumers (Probst, Greenhouse & Selassie, 199wever because models of
managed care in traditional medicine have reducedength of patient consultations,
medical HCPs are often rushed during appointmerdsa&orded less time for quality

communicative transactions between themselvestaidgatients. Consequently the
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potential to develop strong healthcare consumefiepstonal relationships is likely to
be hindered, and this in turn may diminish patieetgeriences of a supportive
healthcare environment and reduce their overafaation regarding the healthcare
encounter (Shinto, Yadav, Morris, Lapidus, Send&rsBourdette, 2005). In
contrasting this explanation however, because ocem@htary and alternative
medicine is still a growing profession and gengrdélss common than allopathic
healthcare, it is likely that alternative professits are less busy than medical HCPs.
Furthermore given that complementary and altereathedicine is “whole person
oriented” and focuses on each individual’'s entife tircumstances (Shinto et al.,
2005), time per visit with an alternative professibis perhaps increased relative to
traditional medicine, thereby allowing these piamiers to spend more time
attending to each patient holistically. As a residllonger consultations, alternative
professionals are therefore likely to provide thggtients with greater communicative
opportunities, and in doing so also enhance thentiad for improved healthcare
consumer-professional relationships, and improvealthcare consumer satisfaction
in general. Similarly as demonstrated by Shint@ale{2005) in their study on the
perceived benefit of complementary and alternatheglicine in Multiple Sclerosis,
alternative professionals were found to spend niame per visit with patients than
neurologists or medical practitioners spent, thostering stronger and more
supportive patient-alternative professional relahips. Importantly the issue of
extra time is also likely to have been particulaativantageous in the case of MND.
Longer consultation times would have meant thatamdy were persons with MND
and their families offered reasonable opportundyiriteract with practitioners and
discuss their healthcare, but also in the presehdbe communication impairment
alternative professionals may have felt less rusiredi more willing to listen to the
patient and facilitate his/her communicative attesnpln return persons with MND
may have therefore experienced a greater sensqualiy in terms of the patient-
professional communicative relationship, therebyuling in more positive health
communication perceptions and hence improved hesakthconsumer satisfaction

with regard to the overall alternative medicineltieare encounter.

Finally better communication on the part of altéie professionals may have also
revolved around a very practical issue, one ofl glald experience in meeting the

emotional and communicative needs of persons withDMand their families.
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Reportedly, individuals with a variety of neurologl conditions attend the stem cell
treatment centre in Germany. HCPs at this centeetlzerefore likely to confront
families on a daily basis who bear emotionally lemgsbme conditions, and who are
desperate for some form of relief. In additiomsiflso likely that these professionals
frequently come into contact with persons who aewveeely disabled and/or
communicatively impaired. Understanding the emmwloburden that challenges
these families, and the difficulties that arisenealthcare encounters due to impaired
communication, these professionals have perhapsiiradg and mastered the
communicative skills that not only meet the pateanhd the family’s care needs, but
also the communicative requirements of a givenasitn. Consequently for the
participants from Unit 4, their perceptions regagdthe communication of HCPs in
Germany may have been based on the fact that lyeviof experience, such
practitioners knew how to provide care that wasgecoent with this Unit's values,
beliefs and needs, and was therefore perceivedta$astory even in the presence of
the communication impairment. Likewise, the samlanation could also apply to
certain medical HCPs. Because some participaatedsthat medical HCPs with
knowledge and experience in MND were good commuarsatheir understanding of
the disease and familiarity in terms of facilitgticommunicatively impaired
individuals and meeting their emotional needs, nf@we contributed to the
satisfactory perceptions of health communicatiodh lagalthcare encounters that were

reported in this study.

In accordance with the explanations in the pregeg@earagraph, when an emotionally
burdensome condition is exacerbated by a commuaicahpairment, it thus appears
that patients perhaps do not necessarily desir@ goechanistic communication.
Rather than the correct number of linguistic urits example (Epstein, 2000),
patients may tend towards the presence of a sen$i#CP who is knowledgeable of
the health condition, skilled in modifying and madsi effective use of

communication, and provides the individual with ¢imto express his/her
informational and emotional needs. Thus albeitt ttee results of this study
demonstrated flaws in mechanistic communicationctvhindoubtedly need to be
addressed, it is possible that the use of affecar@munication may function as an
effective means for fulfilling the communicativedaamotional needs of persons with

MND and their families. In other words an affil@t style of communication that is
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characterised by a professional’s warmth, frierells) openness and attentiveness
(Leopold et al., 1996), may have helped participamtalternative medical situations
to feel at ease in expressing their thoughts amdiays, and engaging more actively
in their own healthcare (Fossum & Arborelius, 2004urthermore since affective
communication also appears to be compatible in imgeéte requirements of patient-
centred communication, implications again arisehwiegard to communication
training and assisting HCPs to acquire the prdcsikifls necessary for addressing the
psychosocial issues of patients, and arriving aeaper understanding of what it
means to be a truly responsive communicative pa(e Piccolo, Putham, Mazzi &
Zimmermann, 2004; Stewart et al., 2000). Aftertladl goal of health communication
is not for HCPs to achieve a requisite number @mepnded questions or empathic-
sounding responses during a healthcare encouniemather to arrive at a deeper
level of connection with the patient (Stewart et 2000). Thus while it might have
appeared at the outset of this study that alter@aprofessionals were better
communicators than their medical counterpartss ihdt so much about alternative
versus medical practitioners, or about German we8auth African practitioners as it
is about skill, the environment, and the attitu&lGPs being conducive to a style of
health communication that provides support, affia, sensitivity and care, and
ultimately yields greater healthcare consumer feati®n.

4.1.4.2 Fostering Hope

Further to the satisfactory experiences reporteti vdgard to alternative medicine,
and in particular the health communication assediatith such practitioners, persons
with MND stated that the various complementaryrveations that they had pursued
had also been beneficial in that they had madestiy® difference to their lives in
general. Even family members who were not direcipients of these treatments
indicated the value of alternative medicine. Imsidering these perceived benefits
however, empirical studies that investigate thespilggical or health effects of
alternative medicine on persons with MND could betsourced. It is thus assumed
that the participants of this study perceived teediits of these treatments to have
arisen from a more psychosocial basis, given that@otal evidence supports the use
of an alternative healthcare paradigm as a meansffiering support and providing
MND healthcare consumers with a positive senseal-being (Leigh et al., 2003).

Moreover in relation to these psychosocial advasgagpne of the most salient
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contributions of complementary and alternative roeé for neurologically impaired

persons, is that of hope or the perceived benefiid expectations of such
interventions for one’s future (Astin, 1998; Erri4002). Therefore in the fostering of
hope for healthcare consumers, because some iodigichelieve that alternative
treatments have the potential to make an improv#fdreince to their existence, a
state of mind ensues that impacts positively onr théitude towards life and

functioning, and energises them to bear the dise@befortitude and seek plausible
alternatives to the current situation (Kim, Kim,h8@rtz-Barcott & Zucker, 2006;

Roberts, Johnson & Keely, 1999).

According to Kim et al. (2006), a relationship &dsto exist between hope and how
persons cope with periods of uncertainty. Whereptt who are terminally ill realise
that no medical cure exists to treat their disetsgy are often left feeling anxious
about the future. In order that they might copaevbay (1991) suggests that hope
must somehow be restored, and the individual mesteiminded that his/her life is
still worthwhile. By “seeking-out” and “testing’ltarnative interventions at this stage
of the disease process, individuals are therefole ta instil in themselves a sense of
hope or a source of strength to cope and move fdrwao the future, even if
prospects for the future appear limited (Smith-8taa Frost, 1999 as cited in Kim et
al., 2006). Given that the participants of thigdstindicated that they were willing to
try any forms of intervention available, and pessdrom Unit 4 even reported the
pursuit of illegal substances in order to acquiresadution, evidence exists to
demonstrate these individuals’ quest to find hape driving force to help them focus
on the future, cope better under the given circants, and take control of their
entire being and functioning (Kim et al., 2006; Rdb et al., 1999). After all
participants confirmed this finding by stating erapbally that they wanted HCPs to
offer them genuine hope and encouragement for uhed, rather than a constant
focus on negativity and on MND being a death ses@enHope as Simpson (2004)
expresses is more than just an attitude that cake maapositive difference in a
patient’s healthcare experience, it is also a regueént necessary for survival in that
if a patient’s hopes are dashed, so too may his¥iieto survive be destroyed (Hunt,
1991). Thus irrespective of the fact that futuesearch may be indicated for the
scientific investigation of complementary and alive medicine in controlling

symptoms and effecting physiological change in MRN&althcare consumers, the
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psychosocial and emotional benefits of this healthcparadigm are nonetheless
undeniable. By fostering hope and as a consequaosding a strategy for coping
with disease, complementary and alternative meelidinus appears capable of
enhancing the affect and well-being of persons WitKD and their families, and
hence helping them to find greater meaning inddetime progresses (Wasner et al.,
2001).

4.1.4.3 Extending Treatment Principles — IntegratedVND Management

While the decision on the part of patients to usenglementary and alternative
medicine clearly brings with it self-preservationdahope (Deverell et al., 2004;
Newbury, 1991), the possibility also exists thatmay stage during the disease process
this hope can be destroyed. For example in the abEnit 4, when the HCP told the
person with MND and his wife not to waste their rgmpursuing stem cell therapy,
both individuals felt that the little power thateth did have in terms of trying to
control the disease and change their future, haeh beken away from them.
Although the basis for this HCP’s recommendatiorhpps stemmed from the fact
that at present there is equivocal evidence to@tigpem cell therapy in the treatment
of MND (Oldendorf & Bruijn, 2004), for participantthis suggestion reportedly
signified a loss of hope and impaired their expemta for a better future.
Notwithstanding this conflict of interest that tetare appears to exist between some
patients and their HCPs, research has shown tleauske of complementary and
alternative medicine is on the rise (Ernst, 20Q2th more and more healthcare
consumers combining it within a conventional heazdte framework (Corner &
Harewood, 2004 as cited in Richardson, 2004). Inlasis, and the fact that most
participants in this study echoed that they framthing to lose” by trying unorthodox
treatments, it therefore seems apt that the negitdb step in the management of
MND might be to integrate alternative approacheshwraditional medical and
rehabilitative management, so as to develop one poeEmensive intervention
programme that maintains hope and provides qubbgithcare to all persons with
MND and their families.

In relation to the preceding example pertainingtot 4, a paradox is seen to arise for
medical HCPs. Although anecdotal evidence sup@itésnative medicine in that it

provides psychological support and a positive senseell-being (Leigh et al., 2003),
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there are some medical HCPs who are reluctantcmmmmend alternative treatments
because quality data regarding the risks and ksrafisuch interventions are lacking
(Caspi & Holexa, 2005). Moreover in relation tcetlethical principle of non-
maleficence, some medical HCPs may in part praetserding to the precautionary
principle which states, We (i.e. HCPs) should refrain from action or of the
implementation of new technologies, until theregasonable scientific proof that
such actions or technologies will not cause sulisithharm to the environment or to
man or other living beings’(Ter Meulen, 2005:S664). In distinguishing non-
maleficence from beneficence however, during clihigractice medical HCPs also
have an obligation to act for the benefit of thetigga (Ter Meulen, 2005).
Consequently if medical HCPs choose to adopt tleegutionary principle when
considering alternative medicine for the managem&MND, it is unlikely that they
will recommend unorthodox treatments in view of theucity of efficacy studies
available (Leigh et al., 2003). However because uke of alternative medicine is
reported to be of value anecdotally (Leigh et 2003), irony lies in the possibility
that some HCPs may in fact be failing to benetirtipatients by not condoning such
interventions. Thus as in any clinical decisionking process, Ter Meulen (2005)
recommends that HCPs must be knowledgeable ofehefibs of various treatments
as well as the possible burdens or harm. For rabHI€Ps this perhaps suggests that
rather than feeling sceptical about complementarg alternative medicine, it is
possibly time that they become more open-mindedtandden their knowledge of
this healthcare paradigm. Furthermore because patngnts use complementary and
alternative medicine without informing their medicaractitioner, and not all
alternative treatments are risk-free (Ernst, 20@2)s essential that medical HCPs
have adequate knowledge proficiency about altereatare so that irrespective of
their own opinion, they can discuss this healthcpaegadigm openly with their
patients and their colleagues (Caspi & Holexa, 20dnenko & Julliard, 2007).
Caspi and Holexa (2005) therefore express thatt dfan the need for alternative
professionals to become more knowledgeable abmpathy, medical HCPs need to
be aware of emerging efficacy studies in altermathedicine, and be able to provide
their patients with quality information about thafety and effectiveness of such
interventions (Hsiao, Ryan, Hays, Coulter, AnderseiWenger, 2006; Richardson,
2004). After all increased knowledge between nadidCPs and alternative

professionals will facilitate them in making prutl@ssessments about the benefits,
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burdens, and harm of various interventions, therdigpelling the potential for
paradoxical scenarios and better equipping alltpi@eers to act in the best interest
of their patients (Caspi & Holexa, 2005; Ter Meul2805).

The importance of symmetrical knowledge and coltabon between medical HCPs
and alternative professionals may also lie in thieptial to prevent situations like one
mentioned in this study, where the homeopath framt B informed the person with
MND that she had been misdiagnosed. Although fhasnperspective and training
the homeopath may have been justified in diagnodimg patient otherwise,
collaboration between the two practitioners mayehavoided unnecessary false hope
for the person with MND and her family. In respen® this example and the
discussion on complementary and alternative meglithus far, evidence therefore
exists to support the merging of these two divensdalities (i.e. traditional medicine
and alternative medicine) into one integrated amohprehensive healthcare system
(Hollenberg, 2005). Given that traditional medicine is based on redunisim,
rationality, and a separation between mind and pedyile alternative medicine
focuses on non-reductionism, holism, and insepkiatbetween health and illness,
integrated healthcare is therefore viewed as tlealithecause biomedical disease
models are expanded to include the “wholeness” dfhody/spirit) of patients in the
healing process. Furthermore integrated healthaks®@ encourages a collaborative
partnership between patient and practitioner, amddoing so renders a non-

hierarchical, trusting, and respectful continuuncafe (Hollenberg, 2005).

Since integrated healthcare therefore addressds thet physical and emotional
sequelae of disease, as well as develops andrsugharapeutic relationships, allows
individuals to take control of their own healthca@nd promotes a climate of
philosophical congruence (Ernst, 2002, Richards@f04), a combination of
traditional and alternative medicine appears temdde closely a patient-centred
approach to care. In light of the value that 8tigdy has placed upon patient-centred
care, a further rationale thus exists for adopéingntegrated healthcare approach for
comprehensive management of MND that is possiblyencongruent with healthcare
consumers’ perceptions of quality care. Howeverahse the key to integrated
healthcare lies in effective communication betwesh practitioners (Klimenko,
Julliard, Lu, & Song, 2006), and the findings ofisttstudy demonstrated that
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collaboration between even medical HCPs alone waitet, a challenge now rests
with researchers and clinicians to find ways of esmdgring open-mindedness and
creating working relations between all medical attdrnative practitioners that will

support co-management and therefore yield quaktgithcare (Hsiao et al., 2006;
Richardson, 2004). In addition by engaging in gnédéed MND management,

healthcare consumers might not only experience lfmpthe future and a sense that
they have“everything to gain” from receiving a combination of traditional and
alternative medicine, but also persons may be satedtrouble of “playing”

alternative medicine up against biomedicine in@enapt to find “the better deal”.

Finally it is thus evident that although complenaeptand alternative medicine is
similar to allopathic healthcare in that it is uleabo provide a cure for MND, it is
nonetheless an attractive paradigm because oiitelé person orientation” and the
fact that patients are provided with support an¢p@nered to engage in their own
healthcare (Shinto et al., 2005). In additiondeas of alternative medicine also have
the affective capacity to foster enhanced patieotgssional relationships and make a
difference to healthcare consumers’ lives by engend hope for the future
(Klimenko et al., 2006; Shinto et al., 2005). Mworer despite some medical HCPs’
paradoxical stance and scepticism regarding congiéarny and alternative medicine
in view of its small evidence base (Caspi & Holex@05; Ter Meulen, 2005), as well
as the fact that the principles of this approach wmoved from a biomedical
framework of practice (Hollenberg, 2005), an al&¢ive healthcare paradigm appears
of value in the management of MND because it isdocive to patient-centred care
and creates opportunities for patient-centred comeation. Thus by accepting
complementary and alternative medicine as pat@itanagement of MND, as well
as encouraging medical HCPs to learn from alteragtrofessionals and vice versa,
the possibility exists for rendering health comneation and management that is
more compatible with individuals’ perceptions ofceptable MND healthcare.
Through a supportive climate of collaborative reska training, and education
(Richardson, 2004), both medical and alternativifgasionals are therefore able to
play a significant role in instilling reasonablepleoand ensuring the best possible
holistic care for persons with MND and their faredli



203

4.1.5 Bioethical Practice

In recent years controversial and troubling isgedsting to healthcare have received
significant attention, to the point that there bagn rapid expansion in the study of
biomedical ethics so as to ensure that HCPs upgheldhighest standards of integrity,
and professional and clinical practice (Strand,®@xtrand et al., 1998). Ironically
despite this growth however, reports of generakepadissatisfaction with treatment
that is received and/or the manner in which HCRatttheir patients (Fossum &
Arborelius, 2004), suggest that the ethical andainooncerns pertaining to healthcare
have possibly become a forgotten keystone of psasaal practice (Hunt, 1991). In
particular the care of terminally ill individuals an area of healthcare that is often
fraught with ethical challenges, especially whemspes present with diminished
cognitive capacity (Brady Wagner, 2003). Howewasrein the presence of relatively
intact cognition, the results of the present stuelyealed that the management of
MND is also overcome by significant ethical consgrand if one hopes to enhance
the quality of care rendered to this patient pojpatathen these issues must surely

come under the spotlight.

With respect to principle-based bioethics, it watablished in this study that almost
all major and minor bioethical principles were wit@d, with some principles being in
conflict with one another and giving rise to vasaethical problems (Beauchamp &
Childress, 1994). Typically discussions surrougdhbioethics, of which there is
evidence in the speech-language pathology litezaiowvolves an author presenting a
hypothetical case that encompasses a specific aktipooblem. The various
hierarchical levels of moral justification are theiscussed, as well as the bioethical
principles that are in operation and the ethicabjgms that may arise as a result of
conflict between different principles and rules. hiist Gillon (1985) suggests that
this type of ethical analysis provides an acceptdisis for establishing more
rigorous answers to various ethical problems, b&zahe nature of ethics is very
subjective and there are frequently no right orngranswers (Strand, 2003; Strand et
al., 1998), thes#ypes of discussions can run the risk of authorsetmepresenting
their personal interpretation of a situation. MEoe purpose of the discussion that
follows therefore, the researcher has chosen tadgwasenting different scenarios
and conflicting bioethical principles that arosetle study, with the view that one

example after the next would merely provide a sttbje analysis of the findings,
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yielding no further value in terms of effecting olge in the management of persons
with MND. Rather only the most pertinent ethicedues such as decision-making,
medical futility, and professional and ethical coadare discussed. Reliability of the
discussion is further enhanced by virtue of the faat these topics also came under
scrutiny of the focus group. In addition a newdbiocal perspective is considered,
which may be more in line with the inherent neegscdic to the medical and

rehabilitative management of persons with MND dradrtfamilies.

4.1.5.1 Decision-Making

Since there is no prima facie reason to suggesH@#®s are in a better position than
their patients to make decisions about a coursactbn to be followed (Gillon,
1985), ethicists no longer agree that because higsigan’s primary function is to
make the patient feel better, a certain amountuttiaitarianism and domination is
acceptable (Ingelfinger, 1980 as cited in GilloA83). Even in terms of technical
medical aspects the argument for patient ignor@saspect, in view of the fact that
HCPs should be able to explain such technical na¢dietails to their patients in a
satisfactory manner (Gillon, 1985). Respect fotigmaa autonomy is thus a core
ethical construct, and it is often regarded as thyosapreme if human welfare is to be
truly maximised (Gillon, 1985; Macciocchi & Stringe2001). As a result, since
patient decision-making within the realm of headtfecis a fundamental yet complex
endeavour, if one is to avoid authoritarianism srstead respect the patient’s right to
determine his/her own destiny, the interplay otdes that govern decision-making
need to be considered (Bliss & While, 2003).

According to Leigh et al. (2003) the managementMifiD should emphasise
autonomy and choice, and individuals with the diseahould be provided with
sufficient opportunities to make informed decisi@mut intervention and terminal
care. HCPs also need to ensure that patientatacttionally, with understanding and
without coercion (Beauchamp & Childress, 1994). rétver because the nature of
MND is such that many decisions need to be madardayy the individual’s future
(Francis et al., 1999; Leigh et al., 2003), it ssential that the person with MND is
included in detailed discussions with the variousnthers of the Unit, in order to
evaluate all possible decision-making options (hegg al., 2003). In the case of the

present study however, irony exists in the sensedéspite the need for such detailed
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discussions, many HCPs reportedly avoided conversat about long-term
management of the disease, and the majority oficgzahts therefore had few
decisions to make about different interventions #rair future. In addition because
some participants were informed that nothing cdadddone for the plight of persons
with  MND, the decision-making process for these ivitihals was yielded
“‘unnecessary”. Moreover even in instances wherécgaants read on the Internet
about the progression of MND and demonstrated aarevess of issues such as the
potential for alternative feeding, some nonethebti®snplayed their symptoms and
stated that they would withhold making decisionsa® long as possible because their
HCPs had made no reference to such options. Timtlyer stated that they were
uncertain as to how one comes to conclusions efrttagnitude without professional
guidance. Consequently this lack of professiomabivement and guided patient self-
determination can perhaps be construed as a pbsémattitude on the part of some
HCPs where,’An action is taken by one person in the best ies¢s of another
without their consent{Thomasma, 1983:244). Although one could howeeéste
the argument for medical paternalism in this stbdgause HCPs did not verbally
deny participants access to different interventitors example, the fact that such
options were never raised for discussion might ynpht some professionals acted on
behalf of their patients, and made decisions foenth(e.g. withholding of
rehabilitation) based on their personal beliefsposition of authority. Failure to
engage in a collaborative decision-making process taises questions as to whether
HCPs in this study were in fact acting in the beserest of their patients, and
whether the right to self-governance, free willdamoice was held paramount to the
healthcare encounter (Bach, 2003; Macciocchi &g#r, 2001).

In accordance with theories of decision-makingatemalistic approach falls within a
prescriptive model, whereby the HCP leads and #tiemt follows. Any decisions to
be made are prescribed by the HCP to the patiadtiteey always result in the same
conclusion regardless of who makes the decisiocalme each individual’s unique
context is not considered (Bliss & While, 2003)y Wrtue of individual variability
that is inherent to the healthcare encounter (Sarengettler & Lo, 2005), each
patient’s individual situation and need for hotisthanagement should however be
recognised. A prescriptive model of decision-mgkin such instances is thus
contraindicated. Rather Beach (1997 as cited issB& While, 2003) suggests the
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appropriateness of behavioural theories of decisiaking, where judgements are
reached on the basis of multiple sources of dedh dhe assessed and synthesised
simultaneously. Moreover it is held that decisigshsuld be based on each patient’s
personal needs and not the HCP’s intellectual atiovis, and that no decisions
should be taken in the best interest of the patmtitout his/her consent. Mutual
exchange must therefore occur between the patrehtree practitioner, allowing the
patient the freedom to direct his/her own life énfar as possible (Bach, 2003; Ross &
Deverell, 2004g; Thomasma, 1983). In the case biDMhe opportunity for self-
governance and free will is of paramount importam@eause not only do competent
adults have a right to determine their course oflioa care, but also studies have
shown that individuals with this disease readilpress their wish to participate in the
decision-making process (Silani & Borasio, 1999yéstein et al., 1991). Thus, in
line with the right to self-determination and a responding ethical obligation for
HCPs to promote and sustain the autonomy of tregiepts (Silani & Borasio, 1999),
the use of behavioural theories of decision-makiray perhaps be of value in terms

of the management of MND.

The general process of providing patient autonomyiaot however a simple task.
Firstly healthcare consumers are often vulnerabliné face of life-changing events,
and need to be guided and protected to a certa@miex Secondly by virtue of their
knowledge of disease and treatment, HCPs have iateeyc authority over patients
such that in one sense it is almost advisable hibatthcare consumers defer to this
authority (Hayry, 1991 as cited in Ross & Dever2li04d; Ross & Deverell, 2004d).
As a result, Bliss and While (2003) suggest that important to consider the exact
processes that are involved in decision-making,ab®e in many instances it is
unclear what constitutes a “correct” decision, esdly when considering decisions
surrounding terminal care and continuing care nekolgg a limited life trajectory.
Dean and Sharfman (1996) thus propose a multi-frgerework that accounts for the
multiple variables involved in the decision-makipgocess. The rationale behind
applying this four layer framework to the managemehMND, is such that by
analysing the key components involved in the denisnaking process in terminal
care, areas of weakness may be revealed which rmeptone to better understand
the basis of participants’ perceptions with regara lack of autonomy and free will.

More so an improved understanding of the decisiaking process may also
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facilitate HCPs in rectifying such breakdowns, sot@ ensure improved autonomy
and patient self-determination.

The first key component central to the decision-imgkprocess is procedural
rationality, or the collection and analysis of datanform choice (Dean & Sharfman,
1996). In other words, the decision-making procesges on the exchange of
information in order to guide patients and HCPsanis plausible decisions (Ross &
Deverell, 2004d). As reported in this study howeaepaucity of information transfer
was perceived, and when examined more closely tsiple issues arose in terms of
the exchange of information that may have affectecision-making. Firstly, issues
relating to information and decision-making may daarisen as a result of the
behaviour of persons with MND and their familie&s documented throughout this
study, the emotional nature of MND may have hindenglividuals from processing,
understanding, and/or retaining information prodidey HCPs. Thus whilst HCPs
may have tried to engage in discussion to fadditatformed decision-making,
participants may have felt too overwhelmed at thre tto process given information

and act upon it.

Secondly because of the multifaceted nature of MNé&gh et al., 2003), HCPs need
to be well informed about the different interven8p services, and support
organisations that are available for MND managemefthen HCPs have this
knowledge they can then engage in discussionshegiithcare consumers, informing
them of the facilities at their disposal and faating them in making informed
decisions about their future. However as demoretran the present study, such
discussions did not occur albeit because some H@Ps possibly unaware of the
needs of persons with MND, uninformed regardingilaisée healthcare services, or
simply sceptical about referring patients for deriaterventions that have not as yet
revealed their full efficacy. Although at firstagice this behaviour on the part of
some HCPs might thus be viewed as paternalistics ilso possible that these
individuals were in fact trying to act in the basierest of their patients by avoiding
the recommendation of services that may have be&mtially harmful or of little
benefit to healthcare consumers. Consequently jtossible that these HCPs were
practising from a teleological perspective, wheréisir actions (e.g. failure to refer

for intervention) were based on whether or notcbesequences (i.e. intervention that
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has demonstrated a positive outcome) would be pedteas acceptable or
unacceptable (Seedhouse, 1998). However, regardfeshether or not HCPs made
a conscious decision to act from a teleologicakpective, their lack of knowledge
regarding available services for MND managemertheir choice to withhold such
information from patients, nonetheless affected tthecision-making process.
Moreover because participants were neither provigigd information pertaining to
different interventions and support organisatiarsj nor were they informed about
important life decisions that would need to be manehe future, HCPs were
perceived as deceiving their patients and beinguthful. To this end violation of the
ethical principle of fidelity or the keeping of pnises is evident (Strand, 2003; Strand
et al.,, 1998). Finally, the fact that some pap@eits felt deceived and were denied
access to collaborative decision-making may haselted in either physical and/or
emotional harm being experienced. Thus the HCBIgation to engage in non-
maleficent behaviour and refrain from harming hes/patient may have also been
breached (Strand, 2003; Strand et al., 1998). skerce therefore, irrespective of
whether the breakdown in procedural rationalitysardrom patient-specific and/or
professional-specific sources, this component ofsiien-making and the individual’s
right to autonomy was compromised in this studghsthat persons with MND and
their families reported experiences of decepticsh lzarm.

The second key component in Dean and Sharfman’®6j1@ecision-making
framework is political behaviour, or the influenokprofessionals and organisations
on the decision-making process. Since the majaftyarticipants in this study
reported having made few decisions about theirréyttHCPs and organisations
appeared to have minimal influence in this regafthwever one particular instance
did arise that is worthy of discussion, so as lusitate how powerful and possibly
even harmful some HCPs can be if they exert toohmeantrol on the decision-
making process. In the case of Unit 6, the daugtegorted that she was strongly
against her mother being ventilated when the timeseg because the doctor had
informed her that it is a part of life that showlot be prolonged. When questioning
the person with MND about this issue however, slas weluctant to discuss the
matter with the researcher and did appear less @uambout the decision in
comparison to her daughter. Although it is reabtm#o assume that this reluctance

may have related to the person with MND feeling e@erwhelmed to discuss issues
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of life and death, the literature suggests that simeuld not overlook the fact that
during times of serious illness or disease, redgtioften adopt a paternalistic and
controlling attitude in an attempt to cope withith@vn emotional difficulties (Pucci
et al., 2003). According to Pucci et al. (2003rdfore, in many instances it is the
relative’s choice about future medical care thdtkisly to prevail over the patient’s
autonomy. Hence in Unit 6 it is possible thatdleeision to withhold ventilation may
have been based on the HCP or the daughter’s ogirind influence, rather than on

what the person with MND would have preferred for final stages of her life.

In terms of the rationale that the HCP from Unitpvided with regard to the
withholding of ventilation, a further concern reatto professionals who give advice
rather than sound information upon which healthcamesumers can make informed
decisions. A statement such ds,is a part of life that should not be prolonged”
possibly represents this HCP’s personal opiniorutibie and death, and the fact that
if he were in a similar situation he would prefet to be ventilated. Contrasting this
personal opinion however, empirical evidence dermates that more than 90% of
ventilator-dependent persons with MND/ALS want teel despite total physical
dependence and the need for continuous ventilagapport. Furthermore, these
individuals state that they would not change tleicision for ventilation if they had
the chance again (Bach, 1993; Gelinas, O’Connor i8eM 1998; McDonald, Hillel

& Wiedenfeld, 1996; Moss et al., 1996). Hencesitimperative that patients be
encouraged to direct their own lives and make tbein informed decisions, because
too often a patient’s attitude about ventilatioflees that of his/her HCP (Bach,
1993). In the presence of self-determination tiheedso a need for patient choices to
be reviewed on a regular basis. Review helpsfegsard patient autonomy because
persons with MND often change their decisions abidetsustaining interventions
several times during the disease process, espeamlihey experience progression of
disability, change in their perceived quality deJiand change in their perceptions

about the benefits and burdens of different thesaffrrancis et al., 1999).

A further aspect of how the opinions of HCPs mighpact on the decision-making
process relates not only to what they may say temqa, but also the timing of what
is said. In the case of Unit 2, the person withIMNas not warned in advance about

the possible need for a percutaneous endoscopimog@sny. It was only once she
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began experiencing swallowing difficulties and ttepresentative from the MND
Association of South Africa was contacted, that slas referred to a surgeon who
conducted the procedure soon thereafter. In swgthnces persons have little time to
contemplate their decisions and may be rushednmatking choices which might not
only be in disagreement with their personal valed preferences, but they may also
regret such decisions at a later stage. It is thasmbent upon HCPs to guide
patients in the decision-making process, by progdimely assistance that is based
on clinical expertise and an understanding of iidial preferences irrespective of
personal bias (Goldblatt, 1992 as cited in Fraetial., 1999). Finally one should
also consider that in the context of MND managemeéam approach may provide
more than just appropriate interventions, it mayauhdition act to safeguard the
decision-making process further. Since a teamroffatients more than a single HCP
with whom decisions can be discussed, opportunitedias and deception may be
reduced (Bach, 2003; Bliss & While, 2001). Heno#aborative team discussions
are essential in the decision-making process,@&srtiay regulate political behaviour
by reducing the involvement of overly influentialCRs, whilst simultaneously

guiding patients and their families in the direntwf informed yet unbiased decisions.

The environment and the manner in which it supptiésdecision-making process
functions as the third component of Dean and Shanfsn (1996) proposed
framework. Findings throughout the present stuslyealed that the environment of
persons with MND and their families was characeatiby minimal support. The fact
that persons with MND were not provided with follays appointments for example,
and that some participants perceived dissatisfaciod limited access in terms of
support organisations, meant that individuals ldctke informational and emotional
support required to aid the decision-making proces$silure to achieve such a
supportive environment is also likely to have cimtied to a lack of beneficence or
the doing of good for other people (Gillon, 1985)en that some participants in this
study reportedly experienced a sense of abandonamehheglect by their healthcare
providers. Moreover since technology is anotherirenmental variable that can
influence the decision-making process (Dean & Shanf, 1996), the use of the
Internet may have further affected the decisiongp@fsons with MND and their
families. As confirmed by the majority of partieipts, the Internet was a major

source of informational support and many individualied on it to learn more about
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MND and its management. However unlike a studyoria by Eysenbach (2003)
where 92% of patients with cancer believed that Ititernet empowered them to
make decisions, several participants in this stcidymed to be aware of the major
decisions that needed to be made, but were relutdaarrive at any conclusions
without professional guidance. While the Intensethus a potentially positive factor
in the healthcare process, it is also possibledbatto the magnitude of the decisions
that persons with MND need to make, a human interfa required to facilitate these
individuals in this regard. Hence the use of th&ernnet in healthcare cannot be
viewed as a substitute for the patient-professioelationship, as it cannot offer the
ideal of personalised communicative exchangesatetharacterised by the warmth,

reassurance, and the guidance necessary ford#aoijtdecision-making.

The media and its promises is another environmenthlence that is worthy of
consideration. In society it is common knowledbattfalse advertising or offers
devoid of sound evidence, may be used by marketeldsire hopeful consumers
toward a particular product. And in the healthcarena similar practice may be no
different. This reality coupled with the fact thdgsperate healthcare consumers are
often willing to pursue any avenue in order to fend¢ure or the possibility of hope,
means that some participants in this study may Hasen easily tempted into
investigating various healthcare options that apé yet necessarily scientifically
proven. In addition, the literature also suggésés$ the emotional and psychological
sequelae of extensive disability may compromisendividual’s ability to evaluate
the risks and benefits of various treatments, stidt the chance of a patient
understanding in full the implications of a decrsitm undergo or reject treatment is
remote (Foye et al., 2002). The challenge for H@Rsefore lies in the manner in
which they direct vulnerable patients toward naveatments, and deal with ethical
concerns which may arise. For example in the chdénit 4, the fact that the HCP
told participants not to waste their money invesigg stem cell therapy may have
been justified, given that there are presently margertainties surrounding the use of
stem cells to replace motor neurons (Oldendorf &ijBr 2004). In other words the
HCP may have been trying to prevent the person WD and his wife from
experiencing a potentially false sense of hopayelsas from investing a large sum
of money which in the end may have yielded mininb&nefits. Whilst thus

acknowledging that this HCP was perhaps attemptingphold the principle of non-
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maleficence, concern arises in that the person MKND and his wife were merely
informed by the practitioner that they should naiste their money. No rationale for
this recommendation or further discussion surroumdstem cell therapy was
provided. Based on such occurrences, Slowthed &od Schofield (2004) suggest
that apart from HCPs using evidence-based medicin@form their own clinical
judgement, in order for patient autonomy to be eetgd, evidence-based practice
must in fact include the use of evidence in disiuss between patients and
professionals about decisions that need to be maué¢he case of Unit 4 therefore,
despite the Internet informing participants abdwe potential risks and benefits of
stem cell therapy, and the HCP having perhaps flatea his own opinion about this
treatment based on academic reports, it is likedy & more positive decision-making
process may have been perceived had the practifiwvoeided the person with MND
and his wife with sound information and proof absig#m cell therapy and its relation
to the management of MND.

In addition to providing the facts so that patiecé& make informed decisions, the
example presented here in terms of stem cell theago raises questions with regard
to veracity. Since veracity relates to truth-tedliand insists upon a patient-
professional relationship founded on honesty, mtygand truthfulness (Ross &
Deverell, 2004Q), it is possible that by not tedlithe person with MND and his wife
about the risks and benefits of stem cell therapyiolation of this principle may be
construed. Although the importance of veracityrazdrbe denied, the application of
truth as an obligatory principle is often uncle&CPs often cannot speak in terms of
absolute or whole truth because in most casesdbayt know what will happen to
the patient as time lapses (Hunt, 1991). Consdtyuas in the case of Unit 4,
although the HCP was seemingly opposed to stemttuedbpy, it is also fair to say
that he may have been unsure as to whether ohadtéatment would have been of
value to the person with MND. Furthermore giveatttiuth-telling has the potential
to undermine hope that the disease will regreghairtreatment will result in a cure
(Hunt, 1991), by offering the person with MND and tvife all the facts about stem
cell therapy, the HCP may have destroyed their hdpeessence HCPs are therefore
placed in a no win situation: if they acknowledbe principle of veracity and tell the
truth they may be criticised for destroying hopet, i they choose to withhold the full

truth, principles such as non-maleficence andifiehay be undermined.
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Whilst it is thus clear that the environment has tapacity to alter the decision-
making process in either a positive or negativemeayit is ultimately the response of
patients and HCPs to these environmental varidhbtsmay or may not instil a sense
of support regarding decisions that are to be malmreover because of patient
variability, individual needs, preferences and eslua supportive environment and
respect for autonomy may not be perceived in thmeséight by all healthcare

consumers. Transformations in bioethics theresuggest that facts known only to
HCPs should be supplemented by values and needsispe each patient (Sullivan,

2003). And hence in reiterating the value of pateentred care the patient’s point of
view is again highlighted, not only for facilitagnHCPs in establishing an

environment that suits each patient and suppoetsléicision-making process, but also
for acknowledging that within this environment ésia patient and his/her individual

right to autonomy, choice, and self-determination.

The fourth and final component of the decision-mgkiramework relates to the
quality of implementation, and focuses on the stagen to reach a decision (Dean &
Sharfman, 1996). Quality decision-making is alssdal on the patient and his/her
family being a part of the team (Clark & Seymou®992 as cited in Bliss & While,
2003). As demonstrated in the present study, meeimaking as a team did not
occur. Not only were MND treatment teams non-exist but also many HCPs
lacked involvement in MND Units and played a linditele in the management of the
disease and the making of decisions. With regardetision-making that occurred
between persons with MND and their families, som@ily members did appear to
influence the decision-making process, althoughatian was noted across Units.
For example, unlike Unit 4 where the wife felt tlhatcause her husband was the one
affected by the disease and should therefore dotiteodecisions made about his
future, in Unit 3 the person with MND and her husthdoth reported making joint
decisions. Such differences between Units areaggdebecause the degree to which
family members are involved in the decision-makprgcess not only varies across
families, but is also based on relational autonamy the fact that persons are defined
by their familial relationships and therefore ighced differently by family members
when making decisions (Ohlén, Balneaves, BottorffB&azier, 2006). Notably
however, because the aim of this study was nobvestigate the family dynamics

involved in decision-making in MND, the topic hastnbeen discussed further
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although implications do nonetheless arise in teom&iture research. Since most
studies which investigate decision-making in MNRus on issues surrounding life
support and ventilation, it is perhaps time foregsh to begin determining how
members of the Unit make and sustain decisionstaiedical, rehabilitative, and
alternative management. Such an understandingassgt researchers in developing
a model of decision-making specific to MND, whiclncbe used by HCPs to
facilitate the process in terms of negotiating nalljuacceptable roles for making
decisions, and acknowledging healthcare consum@gsts to autonomy and self-
determination. From the perspective of HCPs, tuttgsearch may yield value by
investigating how HCPs self-evaluate their ab#itito engage in collaborative
decision-making. Results may assist researchedeweloping training programmes
that can be used to facilitate HCPs to incorpopatiients and their families in the
decision-making process, while simultaneously engumespect for autonomy,
providing opportunities for quality decision-makjngnd thus instilling an overall

environment conducive to self- determination ancich

Finally in terms of the quality of decision-makirigs clear that breakdown occurred
at each level of Dean and Sharfman’s (1996) framkewbereby compromising the
overall decision-making process for persons with IMMNand their families.

Furthermore such compromise undermined many ofbibethical principles, and

most of all denied several participants their rightautonomy, free will, and choice
with regard to determining their own future. Gieowever that decision-making is
just one aspect of bioethical practice, decisioking frameworks such as the one
presented by Dean and Sharfman (1996) perhapstodss extended to incorporate
variables that place the decision-making proceskinva broader context of ethical
healthcare. One variable that cannot be omittedh feither healthcare in general or
the decision-making process is that of communicatigiven that it appears to
underlie every component in Dean and Sharfman'®gL9ramework as well as

mediates the multiple variables involved in ordelathieve an effective outcome or
decision. In other words for example, successttision-making relies on the
success of information exchange between the patiedtthe professional, so as to
provide opportunities for informed self-determioati and choice (Arora, 2003;

Bruera, Sweeney, Calder, Palmer & Benisch-Toll€013. Moreover in the case of

terminal illness, because patient-professional camaation is usually made more
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difficult by the fact that some patients may neitlteear” nor appreciate that which
they are told (Cimino, 2003), the considerationcoimmunication in a decision-
making framework is especially important. With@tareness of a patient’s specific
communicative needs and the appropriate use of conwmation to meet these needs,
the decision-making process runs further risk okakdown at any level.
Consequently for persons with MND, because it wamahstrated in this study that a
mismatch existed between participants’ communieatieeds and that which was
delivered by HCPs, it is of little surprise thateakdowns were evident at various
levels of the decision-making process. More sdwaspect to the communication
impairment, had persons with MND been more able aichieve effective
communication with HCPs, and HCPs been better @gdido meet their patients’
communicative needs, it is possible that partidpamay have felt more
communicatively empowered to achieve successfolindtional exchange necessary
for informed decision-making and subsequent autgnonin addition had HCPs
adopted a patient-centred communication approacarticpants may have
experienced a further sense of empowerment, anduiell quality of the decision-

making process in this study may have been perdeisenore satisfactory.

In conclusion it is thus evident that adequate slesimaking is founded upon a
supportive and trusting environment that is cham@sed by reciprocal
communication, demonstrates unconditional positegard, and acknowledges the
patient’s perceptions of his/her experience oksls In other words, factors such as
patient-centred care and patient-centred commuarcaappear to be important
variables for establishing and mediating a moresssful decision-making process.
The overlap between bioethical practice, patientreel care, and patient-centred
communication as depicted in Chapter 1 is thuenaieéd, highlighting that in the
presence of adequate decision-makang hence satisfactory bioethical practice, high
quality healthcare is not likely to be perceivediess patient-centred care and patient-

centred communication are of a similar standard.

4.1.5.2 A Case of Medical Futility
Although HCPs have an ethical responsibility toiwdel services to all healthcare
consumers (Hunt, 1991), one of the most alarmindirfigs of the present study was

the fact that many persons with MND failed to reeeand/or were not referred for
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intervention. In view of the status of South A€ current healthcare system and its
lack of resources (Ross & Deverell, 2004a), readeght be hasty to assume that this
finding was a result of limited access to availabalthcare facilities. Since all
participants in this study lived in urban areas @eer, and at the time of data
collection many belonged to a Medical Aid, issusgarding funding and accessibility
to healthcare were not fundamental to this disomssiRather one perhaps needs to
consider whether factors relating to treatmentitytor ineffectiveness might explain
the reason for the poor referral rate and lackheblivement in intervention depicted

in this study.

According to Wreen (2004) some patients have nom@haf survival if treatment is
not received, and only a small chance of surviuingeatment is implemented. In
such cases treatment is believed by many physicaas medical ethicists to be
medically futile, or useless and ineffective. Asaimed by Brody (1994 as cited in
Wreen, 2004) in his earlier work, in these instanpRysicians need not consult the
patient and/or family to determine their preferen@dout withholding treatment,
because such a decision should be made at thesgpimial’s own discretion, and
professional integrity should dictate that treattr&rould not be pursued. Presently
however, controversial medical issues such as c#atien and aggressive nutritional
intervention question whether HCPs are uniquelylifigé to make decisions on
behalf of patients and family members. Medicaliliftyt or the withholding of
treatment because it reportedly will not benef#t gatient, is therefore discussed most
commonly in the context of life and death decisié@snino, 2003). However it is
possible that certain interventions could be deeasethedically futile depending on

whether or not in the case of terminal iliness theymote quality of life.

In the present study, the fact that several HCRedféo refer persons with MND for
intervention and told them that nothing could beealto help them, possibly suggests
that these professionals viewed available treatsnfEnt MND as failing to enhance
quality of life and therefore medically futile. pposition to this view, whilst the
concept of medical futility implies that treatmemitl not help, Cimino (2003) states
that one must ask themselves the questihll not help what?” Since one of the
primary goals in the management of MND is to enkamality of life (Leigh et al.,
2003), by denying individuals intervention becaitssupposedly‘does not help’,
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HCPs are perhaps implying inadvertently that trestnwill not address the patient’s
quality of life. However, the implications of sualrationale are problematic because
quality of life issues involve value judgementstthee not necessarily objective and
are different for each individual concerned (Cimi2603). HCPs therefore do not
have the authority to judge the quality of life thieir patients, as their subjective
judgements are likely to be based on the genegallpbon and may be inaccurate
and unwarranted in the context of individual mamaget decisions (Bach, 2003;
Sullivan, 2003). Furthermore although the Ameriddedical Association Code of
Medical Ethics (1997 as cited in Cimino, 2003) etahat physicians are not ethically
obliged to provide services that based on professipudgement will not have a
reasonable chance of benefiting patients, improwmsne a patient’s quality of life
are difficult to predict. More so because patiemtd/or family members experience a
significant amount of stress when they are dentedtinent that they believe will
produce a positive outcome (Cimino, 2003), decsiorade by HCPs to withhold
intervention that they believe to be inapproprizdeld in fact result in psychological
harm for the patient. Thus whilst by no means sstigg that HCPs should prescribe
any treatment to a patient regardless of provemfiisnone must consider that if the
various interventions for MND are denied on theumas of perceived medical
futility, then not only are individuals denied appmrtunity to potentially improve the
quality of their life, but also their hope for theture is destroyed given that medical
futility and hope are intrinsically related (Cimin2003). HCPs therefore need to
realise that because it is the patient’s life tadlewhen the possibility exists for
improved quality of life and the patient wishesparsue it, such decisions (e.g. a
referral for rehabilitative management) should metcessarily be trumped by a

concern for medical futility or professional intégr(\Wreen, 2004).

4.1.5.3 Professional and Ethical Conduct

According to Cornett (2006) professionalism is evitlin successful clinical practice
and is demonstrated through the attitudes, knowedgnd behaviours of HCPs.
Irrespective of these attributes characterisingepiable clinical practice however,
and HCPs having an ethical responsibility to engagerofessional behaviour,
worldwide healthcare personnel and organisatiorsbaing criticised by the public
regarding their professionalism (Cohen & Gabrielp02 Cornett, 2006).

Consequently in the present study, apart from bégsuch as medical futility and
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limited efficacy studies preventing persons with DINfom receiving referrals for
intervention, it is possible that questionable h&has on the part of various HCPs
may have also been a contributing factor. In aeréng the widespread
dissatisfaction that patients report in terms dltieare service delivery, HCPs are
urged to re-examine their fundamental commitmentatds the welfare of their
patients (Cohen & Gabriel, 2002). Thus with a vi@nmproving the medical and
rehabilitative management of MND, by revealing sormok the questionable
professional behaviours evident in this study, sieaneed of change, recommitment,

and patient advocacy may be highlighted.

Two examples from the present study are used testiite and examine the
appropriateness of various professional behavio&isstly in the case of Unit 1, the
person with MND reportedly attended a physiothestapiho stated that she knew
nothing about MND, although she was nonethelespgpeel to provide treatment.
While it is entirely acceptable not to know abouliBl, and HCPs are not expected to
know about all disorders (Cornett, 2006), the peobhrises in that professionals have
an ethical injunction to treat only those disordéors which they are trained and
competent, and from which the patient can ben€fin{no, 2003). Plainly speaking,
Cornett (2006) states that HCPs have to know whimg are doing and demonstrate
their professionalism. On this basis one woulddfwe think that if a HCP does not
know about a specific condition, common sense walitdate that the patient be
referred to a more suitable colleague. Shouldrrafenot be possible because of
limited resources however, then treating the paaed charging for services rendered
should not occur until such time that the profesasichas developed an adequate

knowledge base of the condition, and can formwdateasonable treatment plan.

The second example pertinent to this discussiolate® to the speech-language
pathologist in Unit 1 who stated that nothing cob&ldone to help the person with
MND. In view of this statement it is possible thhis speech-language pathologist
really did believe that nothing could be done foe tndividual, and hence it is likely
that she too had limited knowledge in terms of hmve should intervene. In one
sense it is possible that this belief may in faatéenbenefited the participant, because
had the speech-language pathologist tried to theaperson with MND it may have

resulted in more harm than good. After all the €ofl Ethics for Speech-Language
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Pathologists and Audiologists presented by The ISd\ftican Speech-Language
Hearing Association (SASLHA, n.d. a), states thatapists should only treat patients
if they hold the appropriate qualification and arempetent in their actions.
Furthermore given that this particular person ViitND claimed to be experiencing
swallowing difficulties when consulting the spedahguage pathologist, the fact that
no intervention efforts were adopted meant that ragab others, the bioethical
principles of beneficence and non-maleficence waskated. Moreover because the
person with MND was given inappropriate informati@aout speech-language
pathology intervention and was mismanaged, thecypl® of veracity was also
undermined. In terms of justice, because no raferas made to a suitable colleague
the person with MND was further denied access tepiable healthcare, despite the
fact that all persons with a communication disorteave a right to receive the
necessary health services (SASLHA, n.d. b). Faitberefore to uphold the fact that
referral and networking are an ethical respongybilas well as to omit this from
clinical practice, means that a significant compunre effective patient care is also
omitted. Finally one need$o consider the knowledge that speech-language
pathologists possess with regard to brain behavipathophysiology, and the
neuropsychological processes that underlie commtioit (American Speech-
Language Hearing Association [ASHA], 2005). Evdnthe speech-language
pathologist in question knew nothing about MND,tla¢ very least her intuition
should have guided her in terms of the fact tha&t pinesence of some type of
neurological disruption has the capacity to giveerto a communication and/or
swallowing impairment, thereby heightening the nesdspeech-language pathology

intervention.

A further factor relating to professional and e#hiconduct is that of distributive
justice. According to Purtillo (1993) distributiyastice is concerned when more than
one group of individuals compete for the same res®) and when one needs to
determine the best criteria upon which to baseuresoallocation decisions. For
example if a health service was to offer intervamtior either ten children with
language delay, or two patients with MND who woatthsume approximately 60%
of the healthcare personnel’'s time, then it isl\ikinat the ten children being the
majority, would be given preference. More so anéaity, one participant from the

focus group reported that some speech-languagelpgists have even stated that it
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is unethical for therapists to waste their skilésating difficult neurological conditions
when there is certainty that such patients “wi# dnyway”. In terms of distributive
justice and the fact that healthcare funders magepee it to be more valuable to
invest in ten children and ultimately the opportyrtio improve their future, one
might therefore agree that persons with neurodegéwe conditions who have
already experienced the prime of their life, needake a “backseat” with regard to
the allocation of resources. However the counggeement to this rationale lies in
the fact that not only are healthcare providerauth@ised to judge the quality of life
of healthcare consumers (Sullivan, 2003), but atsneties such as the South African
Speech-Language Hearing Association are commitbe@nisuring accessible and
appropriate services for all persons with a comeation disorder (SASLHA, n.d. b).
Moreover because the Association’'s Code of Ethiedes that speech-language
pathologists are not permitted to engage in disoation on any basis (SASLHA,
n.d. a), individuals with neurodegenerative cowodsi who do present with
communication and/or swallowing disorders cannot dmitted from receiving
intervention. Also, whilst just or impartial digiution of benefits and burdens
implies a fairness towards patients, it does noesgarily mean an equal distribution
(Purtillo, 1993). A conflict thus arises in termkdistributive justice versus patient
advocacy. However with regard to justice and adegcin speech-language
pathology, it is not merely a case of justifyingywne group of individuals who are
communicatively impaired should receive greatereascto resources than another
group. Rather it is perhaps time to engage disousg a deeper level and question
speech-language pathologists about their obligatimn advocate for the
communicatively impaired population. Although there many individuals around
the world who experience disability of some typel aely on various HCPs to
advocate for their rights, in a sense speech-laggpathologists have a greater role
to play for the communicatively impaired populationthat they need to act as the
voice for many of these individuals. Whilst théerof advocate and serving as expert
witness is therefore an important one for speengtage pathologists to adopt
(ASHA, 2005), many therapists appear to have fabeth their patients and the
profession in this regard. More specifically asndestrated by the results of this
study, the lack of appropriate management for perseith MND implies that all

HCPs need to place greater emphasis on advocaimghé rights of this patient
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population in terms of gaining equitable accessespurces and quality healthcare

services.

In terms of the South African Speech-Language Hegafissociation Code of Ethics,
therapists are responsible for their professiomddabiour towards patients, society,
colleagues and the profession, as well as the adwaent of knowledge (SASLHA,
n.d. a). Implications thus arise in terms of pati@dvocacy relating to each of these
levels of professional behaviour. For examplehat level of the patient, speech-
language pathologists need to advocate for heatthmansumers’ rights, and ensure
that individuals with  MND and other neurodegenematiconditions are not
discriminated against by virtue of inadequate resmuallocation and the low
incidence of such conditions. Furthermore, thestapwho wish to practise in this
area of speech-language pathology need to be kdgeddle and competent, and

participate in appropriate continuing professiatalelopment.

At the level of society, speech-language pathotsgised to market their services and
educate other HCPs about the communicative and@wag needs of persons with
MND, as well as the role of the profession in #iea of practice. Moreover because
speech-language pathologists are clearly beingteiifrom the MND referral
network, therapists need to investigate the reaehmd this finding, and endeavour
to make the necessary changes in order to ensatrpahsons with this disease are not
denied the services that they require. Also, kaldishing a position within the
referral network and strengthening working relagiomith colleagues, HCPs as a
group may be able to advocate for more appropkB® management facilities (e.g.
MND clinics or clinics for persons with neurodegeatave conditions in general) by
campaigning to healthcare funders. Legislativeoadey at a local, regional and

national level could also be pursued.

In terms of responsibilities towards colleagues #Hredprofession, therapists need to
respect their colleagues and acknowledge that f@rprece for one area of speech-
language pathology as opposed to another is naracs weakness or a waste of
skill, but rather a strong commitment towards dipalar communicatively impaired

sub-population. Furthermore rather than critigssolleagues and regarding their
work as of lesser importance, all speech-languagleofpgists might spend this time

and energy examining their own therapeutic effatal ensuring that they are
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efficacious and effective. Regardless of the compatively impaired sub-
population with which one chooses to work, speectyiage pathologists nonetheless
have a responsibility to ensure their competencgssoot to reflect adversely on the
profession, and give patients and/or HCPs reas@uégtion the value and integrity

of speech-language pathology services.

Finally with regard to the advancement of knowledg#ough literature pertaining to
some degenerative conditions may be limited intigelato other areas of speech-
language pathology, many of these disorders areertimless well published.
Furthermore many of the basic principles relatimgpeech, language and dysphagia
intervention can be generalised and applied to siimanmy communication or
swallowing disorder. Speech-language pathologtedlto the management of MND
is therefore not as illusive as some therapistditrtigink, and if one took the time to
broaden one’s knowledge and become informed alemwttineoretical advances in the
field, they may realise that this communicativatypaired sub-population is indeed
worthy of intervention. However if speech-langug@gghologists are to broaden their
knowledge and attain competency, as well as eXp€&s to accept them within the
referral network, then researchers and cliniciaeednto engage in more rigorous
research related to the communication and swallgpwirpersons with MND, as well
as ensure wide-spread dissemination of study fgalimmongst the relevant

professionals.

In reflecting upon the examples presented in teatien of the discussion, it is clear
that some of the issues which arose are minim&dllenging or controversial when
considering the spectrum of ethical problems tlmatlat confront HCPs. It would
therefore seem that at some of the most basic devklprofessional behaviour,
clinicians are perhaps falling short. Not onlylGPs appear vague in terms of their
professional commitment towards their patients, bigo clinical practice that
combines science and common sense, and is selfaggdlon a regular basis, appears
guestionable. In addition if HCPs are to ensurprowved management for persons
with MND, then these individuals need to embrace ithle of patient advocacy in
earnest. More so active advocacy on behalf of patfents and the profession is of

particular importance in the field of speech-largrigathology, especially if the
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discipline is to dispel possible perceptions regmaydfutility and survive the
competition that exists for limited healthcare regses (Hallowell & Chapey, 2001).

4.1.5.4 A New Ethical Perspective

The biomedical principles used for judging the tigdss or wrongness of medical
behaviours function as a standardised and accesgtedf guidelines in traditional
medicine. However because the underlying philosspbf traditional and alternative
medicine differ from one another, the use of biaethprinciples for guiding ethical
practice in complementary and alternative mediggaot necessarily appropriate
(Kubsch et al.,, 2005). Unlike traditional medicimdich is based on Cartesian
philosophy whereby the mind and body are viewedusgply (Watson, 1988 as cited
in Kubsch et al., 2005), alternative medicine adogtholistic focus and promotes
integrated wholeness within an individual (Kubsthle 2005). Furthermore because
conventional bioethics is associated with the Hgwpbc era, practitioners of
traditional medicine especially physicians, areuremfl to practise according to the
Hippocratic oath which state,will follow that system or regimen which, accangd

to my ability and judgement | consider for the Hegred my patients”(BMA, 1984 as
cited in Gillon, 1985:68). With respect to thisttodowever, no mention is made of
acknowledging patients’ opinions and following tt@urse of action that they wish to
pursue (Gillon, 1985). Such a declaration is tfogesin contrast to the findings of the
present study which revealed that participants weséngage in their own healthcare
and express their personal preferences. Unlike Hiygpocratic perspective,
alternative medicine focuses on treating the pesswhnot the disease, and comprises
a large subjective component such that professidmahaviours are usually
determined on the basis of patient preferences g&ulet al., 2005). Moreover
because the approach of alternative medicine 8 aad not cure as in the case of
traditional medicine (Kubsch et al., 2005), andtfa time being a cure does not exist
for the treatment of MND (Traynor et al., 2003)séems apt that traditional HCPs
involved in the management of this disease shifirtfiocus and place greater
emphasis on providing quality care for this patigmpulation. The ethical practice of
MND management might thus be improved if convergloRlCPs consider the
bioethical principles of traditional medicine inlagon to those of holistic ethical
practice, thereby giving rise to a more integrated comprehensive perspective upon

which to base MND healthcare service delivery.
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In a study conducted by Kubsch et al. (2005), mumseolved in complementary and
alternative medicine were asked to propose a settbical principles more
appropriate for use than traditional bioethics. aAesult, a set of six holistic ethical
principles were proposed and validated for ethiofhctions relating to the use of
complementary and alternative interventions. Bangple practitioners of holistic
medicine suggested firstly that the safety of défe interventions be ensured, and
that all false claims regarding efficacy of intemtien be identified. Secondly it was
proposed that professionals should be aware of #Swipe of practice, and only
engage in clinical work for which they have receivithe appropriate training and
possess a sufficient learned body of knowledge.wds suggested thirdly that
interventions which are implemented also addressctiitural diversity of patients,
regardless of whether or not they are congruertt thié practitioner’s personal beliefs
and value system. With regard to service delivérywas recommended that all
members of the public have access to the varidesvientions available, irrespective
of their ability to meet the associated costs. fittle holistic principle documented
by Kubsch et al. (2005) was that of collaboratigpecifically between the healthcare
consumer and the alternative HCP so as to empdegpdtient and facilitate him/her
in the healing process. Moreover because of thprojportion of power that exists
between medical professionals and professionalsonfplementary and alternative
medicine, Kubsch et al. (2005) also highlight tmportance of collaboration between
these two groups of practitioners, with the view iwfegrating conventional and
alternative medicine. The final holistic ethicalingiple suggested wathat of
spirituality, where the spiritual philosophy of &amtervention should not only
emphasise quality of life and empower healthcamsgmers to participate in their
own life, but also respect simultaneously the sjpti diversity that exists between
patients (Kubsch et al., 2005).

With respect to the aforementioned holistic ethpahciples, it is evident that many

of the suggestions raised by alternative pracierhave in fact been discussed in
this study as potential solutions to some of thatheare service delivery challenges
that were established. For example as discusseedr uhe various themes, greater
collaboration between all members of the MND Uras lbeen proposed in response
to the inequalities of the patient-professionahtienship, while HCPs are urged to

engage in efficacious interventions and ensure ebemgy in their clinical approach.
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More importantly, if one considers the holistic iegh principles of complementary
and alternative medicine in relation to traditionaddicine’s patient-centred care, it is
clear that similarities also exist between theseo tWealthcare approaches.
Accordingly in line with holistic ethics and thectathat HCPs should empower
patients to engage in their own healing processb¢kh et al., 2005), Mead and
Bower’'s (2000) patient-centred dimension of “patias-a-person” requires the
individual's experience of illness so that interirten can be tailored to suit his/her
unique context. Furthermore the suggestion ralsgdubsch et al. (2005) for
collaboration between the patient and the alteraatpractitioner, echoes the
dimensions of “sharing power and responsibilitydditherapeutic alliance” or the
need for an egalitarian patient-professional refehip in traditional healthcare
(Mead & Bower, 2000). Since a common thread thysears to run through both
tenets of traditional medicine and the principléfalistic ethics, as well as the fact
that many of the participants in this study repttee need for improvements in areas
such as collaborative healthcare, acknowledgeménpabient preferences, and
enhanced HCP competency, the argument for integyétie doctrines and practice of
conventional medicine with those of alternative roe@ are therefore strengthened.
More so, in combining differences such as scienfifecision and spirituality inherent
to both traditional and alternative medicine respety, a more comprehensive
ethical perspective for MND management may be sedli which might allow for
every facet of a patient’s being to receive healtbdhat is all-inclusive and of the

highest standards of integrity.

A further component of traditional bioethics thaiutd be integrated into a new
ethical perspective for the management of MND & tf virtue ethics. Rather than
focusing on the moral act, virtue ethics concearabn the moral agent and the
character traits of individuals, the feelings ofydand responsibility under which one
should work, and the role of conscience and ineaitresponses to various
circumstances (Boyd, 2005; Sim, 1997). In askingself the questiorilf | were to

do such and such now, would | be acting justlygustly, kindly or unkindly [and so
on]” (Boyd, 2005:483), moral conflicts can be settlgdibtermining which course of
action exemplifies the more desirable moral chara(@im, 1997). The use of virtue
ethics is therefore beneficial in solving variouthieal problems (Boyd, 2005),

although the approach has been criticised becaus®us principles do not inform
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individuals how to respond to situations. Furthemena mere focus on virtues and
character traits to the exclusion of rigorous asialpf specific actions, may lead to a
superficial assumption that all that matters inltheare is to be the “right” person
(Sim, 1997). However in view of the fact that fh@fessional behaviours of some
HCPs in this study were questioned, and instanceseavhere participants perceived
some professionals to be uncaring and insensitive possible that the management
of MND might benefit from practitioners who placeegter effort on trying to be the
“right” person (Boyd, 2005) and who avoid vicessas, “If | were to do such and
such now, would | be acting in a way that is irresgible, incautious, pusillanimous
and short-sighted?{Boyd, 2005:483).

In relation to virtue ethics, a new ethical pergpecfor MND management may also
comprise aspects of deontology. Given that qualitjfe should be the primary goal
of MND management (Simmons, Bremer, Robbins, Wélgkischer, 2000), and the
subjective nature of quality of life does not all®¥CPs to determine this for their
patients (Sullivan, 2003), by acting in accordangih one’s professional duties and
refraining from treating healthcare consumers ageee means to an end rather than
as an end in themselves (Schuklenk, 2001), interectvith patients may allow them
to experience brief yet repeated improvements girtiquality of life. Finally,
genuine communication between the person with MMD thhe HCP may also be a
valuable contribution towards a new ethical perspec According to Boyd (2005), a
hermeneutic approach associated with bioethicsnslahat when individuals with
different perspectives on a subject engage in ggatien and listen and talk to each
other, the net result may be a new shared perspédtiat is more satisfactory to each
person than their initial perspective. Hence ifR4dnvolved in the management of
MND learn how to better communicate with personthhe disease and their family
members, then they may be able to reach commomdrnouterms of solving various
ethical problems in a way that is both acceptableh¢althcare consumers and

congruent with ethical practice.

In view of the fact that traditional bioethics appe to focus on the rightness or
wrongness of medical professional behaviours, wholestic ethics concentrates more
on caring for the healthcare consumer, a combinabd the differences and

similarities of these two approaches to create \a ethical perspective may offer
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persons with MND and their families the best oppoity for receiving ethically
sound service delivery. Moreover from a bioethipatspective, it is evident that
comprehensive ethical practice possibly needs tenexbeyond the use of principle-
based bioethics alone, to include other approattegsnot only consider the moral
action but also the moral agent. Notably howeaenarriage of traditional bioethics
with that of holistic ethics in order to establsmew ethical perspective upon which
to base MND healthcare service delivery, must firelergo rigorous research and be

validated for ethical infractions relating to thamagement of this patient population.

4.2 IMPLICATIONS OF CONTEXTUAL VARIABLES

Now more than ever before the context in which H@Rsk has a significant

influence on the delivery of healthcare service&lobal changes in healthcare
policies, reimbursement schemes, political climatesd professional training have
had and continue to have a dramatic impact on adodsealthcare and the quality of
services that professionals provide (Hallowell &aphay, 2001). By investigating

service delivery through exploring the perceptiohsealthcare consumers regarding
the medical and rehabilitative management of MN1is tliscussion has highlighted
areas in need of improvement or change to be adopye HCPs and support

organisations in pursuit of improved quality of lieeare. However because
participant perceptions alone appear impracticalafthieving optimal management,
the findings of the present study need to be vieagdinst the current healthcare
context in an attempt to achieve high quality Hemlte for persons with MND.

Consideration in terms of healthcare service dgliveform, societal awareness, and
professional well-being may therefore aid in helpithe recommendations

documented in this discussion become a reality.

4.2.1 Healthcare Service Delivery Reform: A New Mosl

The South African healthcare system has borne tbat gf many changes in the

country. It has been affected by increasing udstion, unemployment and social
instability, as well as a decline in the economyegreciating Rand, and rising costs
of inflation. Moreover because South Africa is ¢oitted to providing healthcare to

all, resources have been made available for eaglyeptative care and the promotion
of health (i.e. primary healthcare), as opposethtwe expensive curative medicine
(Gilbert & Gilbert, 2004). Healthcare in South it has thus had to undergo major
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structural and financial reform, and HCPs have bebkallenged to adapt to a
changing system (Arnetz, 2001; Gilbert & Gilbe@02).

In response to the escalating costs of healthctwamges in service delivery around
the world have occurred mainly in the form of masthgare frameworks (Pietranton,
1998). Although the three main goals of manage@ @aclude quality and co-
ordination of healthcare, access to care for perse@ino need it, and cost control
(Henri & Hallowell, 1999 as cited in Hallowell & @lpey, 2001), some researchers
believe that this healthcare framework has comgdataervice delivery and access for
persons with chronic and disabling conditions, adlvas prevented meaningful
improvements in the delivery of services for thasdividuals (Beatty, Hagglund,
Neri, Dhont, Clark & Hilton, 2003). Similarly asvealed in the present study,
persons with MND did not have access to all healthcservices that thegquired.

In some instances not only was financial supparbl@matic, but also the quality of
care renderedwvas perceived by the majority of participants to peor and
unsatisfactory. Moreover in response to theseaches, this study has demonstrated
that not only does the management of MND fail tpase a business incentive which
might facilitate the establishment of accessiblenprehensive, and high-standard
healthcare, but also in terms of competition forted resources it is unlikely that this
condition features high on the list of priority elé&ses. Unlike the global phenomenon
of HIV/AIDS for example, where its dramatic spreadross Southern Africa is
threatening society (Gilbert & Gilbert, 2004), MNB more contained and does not
threaten communities by and large. Because MND ¢t therefore appear to be
one of the *“glamorous” conditions that prompts eardtive enterprise, and
multinational pharmaceutical companies are moreliko devote their research and
development budgets to the furthering of “hot tepisuch as malaria, tuberculosis
and HIV/AIDS for example (Gilbert & Gilbert, 2004he resulting logistical support
and financial backing for MND management is seeigingadequate. The onus thus
appears to rest with HCPs committed to the manageofepersons with MND, to
address the challenges and inequalities facedibylinical population and advocate

for change.

In acknowledging the challenges related to managemued the need for healthcare

service delivery reform, implications are therefenadent in terms of developing a
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new and innovative service delivery model that éstbsuited for MND healthcare
consumers and HCPs, in pursuit of high quality theare. Moreover in developing
such a model, international standards of care mayige South African HCPs with a
starting point from which to work. However givemat this study has demonstrated
that global trends alone are likely to be inadegdat guiding MND management in
South Africa, local HCPs are thus urged to lookao¥s the current healthcare setting
in order to create unique and context-specific icdih policies, protocols and
pathways. For example, more comprehensive yeteffsttive healthcare for persons
with MND in the South African context might be aeWed through a transdisciplinary
model of intervention rather than a multidiscipiypapproach. Included in a new
model of service delivery, quality and cost-effeetimanagement of MND in the
South African healthcare setting may also be impdowy the introduction of
community-based rehabilitation for example. Inestlwords management would
strive to ensure rehabilitation for all MND healtihe consumers and achieve
equalisation of patient opportunities, whilst sitankeously encouraging social
integration of such individuals. Furthermore bydlving individuals, their families,
and the community in a new model of service delivass well as incorporating the
provision of appropriate health, education, vocaloand social services, in the
context of MND management, quality healthcare aifististainable improvement in
the well-being of persons with MND and their famdi may also be achieved
(SASLHA, n.d. c).

Another means of innovative service delivery foe thenefit of HCPs includes the
development of entrepreneurial skills. In the cakspeech-language pathology for
example, regardless of whether HCPs work in hadspit@habilitation centres, or
private practice, they can no longer assume a ptéad of patients at the door
(Hallowell & Chapey, 2001; Pietranton, 1998). Asesult HCPs need to identify
professional opportunities and become entreprengumemonstrating their clinical
skills, promoting cost-effectiveness, and creatmgdemand for their services
(Pietranton, 1998). HCPs thus need to engage rketiag strategies, whereby they
define what a patient needs, produce the relevamice, and let others know about
this service that is “for sale” (Matthews, 1988céed in Hallowell & Chapey, 2001).
Hence in the case of MND, all HCPs involved in thisa of practice need to establish

the specific needs of their healthcare consumepgrhaps by engaging in more
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patient-centred research and eliciting more diseppecific information, the
perceptions of participants may inform HCPs furthveith regard to particular
healthcare needs. Thereafter more comprehensiv® Midnagement programmes
can be developed that not only meet the needswithSdrican healthcare consumers,
but are also in line with standards of best pracénd demonstrate a sensitivity

towards efficacious intervention.

In view of the team approach to MND managementH&lPs also need to engage in
collaborative marketing such that each team mernsbharvolved in developing and

disseminating educational materials (e.g. brochuemtucational pamphlets and
newsletters), as well as meeting and educatingr dd@Ps or referral agents (e.qg.
support organisations) and creating healthy reiatiavith case managers and
reviewers who make rules and reimbursement deasiegarding Medical Aids and

managed care (Hallowell & Chapey, 2001). The aflentrepreneur and marketer is
therefore essential for all HCPs if they are totgco the well-being of healthcare
consumers and enhance the management of MND, asswveispel the idea that both
the public and professionals may have in terms diCVbeing a disease for which
nothing can be done. More so by involving themselw public relations, HCPs are
placed in a position whereby they can maximiser thwn career opportunities, secure
their financial stability, and safeguard their odad autonomy (Pietranton, 1998). In
implementing such creative and innovative strategc establish a more context-
specific and discipline-specific model of serviceligery, the potential therefore

exists for current management practice of persomis MND to be reformed and

substituted by what healthcare consumers mighiepar¢o be more acceptable.

4.2.2 Societal Awareness

The perceptions of participants from this studygasy that amongst some members
of the healthcare community there appears to bertain level of ignorance with
regard to MND. For example, the speech-languagbofmayist who stated that
nothing could be done for the person with MND peshdid so based on a paucity of
knowledge regarding the disease. Such ignorangebmaelated to Conradi’s (1999)
belief that research and knowledge pertaining toCMIdgs behind that of other
diseases. Furthermore despite treatment approdavisg been developed for the

management of MND (Ludolph & Riepe, 1999), sceptitiabout intervention still
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appears to exist, along with a general attitudé whdnout a cure there is no value in
pursuing patient-specific approaches. In relatiorthe fact that one of the most
traumatic experiences for patients with canceoi®d given the impression by the
oncologist that nothing can be done (Baider & Wel001), the current study
demonstrates that the attitudes of nihilism porchaly certain HCPs has the potential
to affect healthcare consumers negatively and @esktreir hope. Since the societal
attitudes of HCPs and even healthcare consumesdihation as a further contextual
variable that has the capacity to impact eitheritpesy or negatively on the
management of MND, efforts to educate both profesds and the public about this
disease should perhaps be considered.

By adopting the role of educator, MND HCPs are pmtest with powerful
opportunities to engage in health professional afioic so as to educate all members
of the healthcare team. According to Coles (19#3lthcare education should begin
with students, expand when staff is newly qualifiedtend into specialist education,
and be included in continuing professional develepin Such comprehensive health
professional education might aid in dispelling présting and potential nihilistic
attitudes regarding MND, as well as advocate fdmaegl medical and rehabilitative
management of this patient population. In additlmn addressing managers of
healthcare services at a national level with respedealthcare funding and the
drafting of healthcare policies for example, ediocamay assist in shifting a mindset
in order to achieve equilibrium between financiahcerns and patient-centred care
(Coles, 1995). By further engaging in in-servig@ning for administrators, formal
caregivers, and other professionals working withm healthcare arena (Hallowell &
Chapey, 2001), knowledge regarding MND may alsootrec more widespread, as
well as the appropriate means of achieving higHiyuaealthcare for this disease. In
essence therefore, it is through these educatiefi@rts and involvement in
continuing professional development, that HCPs ergyerience an increase in their
knowledge and understanding, feel less overwhelametimore supported to adopt a
role in the management of MND, and thus become cwoaate for high quality

healthcare.

Given the apparent ignorance of HCPs regarding MiNi3, perhaps understandable

why members of the public might also lack knowled§¢his condition. Reportedly
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in the case of Units 2 and 6, following diagnosisnily and friends distanced
themselves from the person with MND, and participabelieved that this was
because these individuals associated severe phgsedility with cognitive decline.
As a result, the need arises to educate membetsegiublic about this devastating
condition in the hope that these individuals vhkh function as an additional support
for persons with MND and their families. By colieely empowering individuals in
the community through the provision of informatigtallowell & Chapey, 2001), the
public may be stimulated into experiencing selftcoln mastery, and power to effect
change in the lives of persons with MND and helpnthto feel valued in society.
Knowledge and understanding of disability by indivals other than the patient’s
HCPs is therefore essential, because without tuadation persons with MND face
negative consequences in the form of declining ade¢alth and reduced social
participation (Beatty et al., 2003). Consequeltfly recommendation for a social
model of intervention, coupled with the acknowleagat of systems theory and the
implementation of community-based rehabilitationpyides a suitable platform to
educate and achieve greater societal awareneseh &wmareness would in turn
enhance the well-being of persons with MND andrtfeenilies, promote membership
in a communicating society, and ultimately imprahe perceptions of healthcare
consumers regarding the medical and rehabilitathanagement of persons with
MND.

In an attempt to further achieve public awarenegts aachange in societal attitudes,
HCPs possibly need to consider promoting MND bging it to a celebrity status. As
in the case of paraplegia, Christopher Reeveswiberknown as “Superman”, drew
on his fame as an actor to secure funds for theldpment of the Christopher Reeves
Foundation. Not only did his celebrity status egisiblic awareness about spinal cord
injury, but it also encouraged the raising of furds his foundation which aids in
caring for individuals with impaired mobility andrqviding research grants.
Similarly advocates of MND may also wish to go @asch of celebrities, sports stars,
or any other individuals who would be prepared $e their personal story in an
attempt to raise public awareness and financiapedpfor the benefit of persons
infected and affected by this catastrophic diseaa#ilst Steven Hawking is more
well-known for his ingeniousness than his diagno$i8LS, his celebrity status does

not imply automatically that he is responsible Bmcoming the sole custodian of
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MND care. However it is possible that if advocabéshe disease approached him,
efforts could be made to use his story as a platftor others to learn about the
condition and for funding strategies to be initthteln addition by virtue of the fact
that Steven Hawking has been living a succesdkiith ALS for many years, his
story may serve to offer persons with MND and tHamilies a sense of hope and
opportunity to perceive the disease as more thetrajdeath sentence.

In relation to the need for innovative models afveme delivery, a further means of
achieving public awareness and gaining financigpsut is for HCPs in South Africa
to consider engaging in fundraising events. Wi decrease in revenues associated
with clinical services, many HCPs involve themsehia supporting fundraising
efforts. Specifically such efforts usually includellaboration in the development of
fundraising materials, establishing and expandimgod clients, meeting existing and
potential donor clients, as well as establishingn@aships with various organisations
(Hallowell & Chapey, 2001). In view of the enornsogosts relating to chronic
healthcare (Coles, 1995), HCPs might therefore idensengaging in rigorous
fundraising efforts to address the financial consesurrounding the management of
MND. Although fundraising initially may need toast on a small scale by drawing
on public awareness and targeting generous indisdas advocacy improves and
HCPs begin demonstrating outcomes for the servites they render, larger
corporations and foundations could perhaps be appeml. Thus by promoting
public awareness through advocacy, education andrdising, ignorance regarding
MND may be reduced such that the stage is set @alticare consumers to
experience more positive healthcare.

4.2.3 _Professional Well-Being

HCPs who dedicate their lives to sharing their kieolge, caring during the process
of death and dying, and exuding a supportive ssfseance to patients, often long to
escape the overwhelming vulnerability and empatgt they feel. Considering
therefore the well-being of HCPs is evidently arpartant issue in healthcare, in
addition to the fact that the psychological disére$ clinical practice can result in
professionals devaluing the views of their patierftsling to attend to patient
perceptions, and omitting patient information, piteamers are also likely to

experience reduced coping, anxiety and insecud&yder & Wein, 2001). The third
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and final contextual variable that thus appearedubtce an impact on the management
of MND was that of the well-being of HCPs. Whitstommendations for improving
the quality of MND healthcare have been presentedughout this discussion, it
seems logical that many of these suggestions wilf be achieved if the well-being

of HCPs is safeguarded.

The fact that few HCPs appear dedicated to wotkenarea of MND, and others have
suggested that professionals should not waste skéis working with degenerative

conditions, perhaps implies an underlying fear lba part of these individuals to

engage with patients who are severely disabledsdlfiears are possibly a vehicle for
avoiding the stress that is associated with emaligintense patient-professional
relationships, and situations that force HCPs tofromt death (Isikhan, Comez &

Danis, 2004). In addition, the fact that particifsain this study perceived HCPs to be
inadequate and unprofessional may further be aecpmnce of working with

chronically ill patients. HCPs who are involvedtire management of persons with
terminal illness are at risk for experiencing cdesable stress, such that a high
incidence of tension, anxiety, cynicism, decregsédsatisfaction, and even burnout
exists amongst these professionals (Dunning, 28d&)an et al., 2004). Participants
in the present study may have therefore mistakem#tural reactions of professionals
to stressful circumstances as seemingly unprofeakiand inadequate care. Arnetz
(2001) thus states that although the patient-psadeal relationship is at the core of
the healthcare encounter and the source for giragifigealthcare experiences, it also
poses a significant emotional risk for HCPs. ltherefore mandatory that HCPs
accept that death and dying is an intrinsic partth@ profession, and develop
advanced coping strategies to allow them to functb an optimal emotional and

intellectual level in the presence of various agged stressors. Hence implications
are apparent with regard to future research, aedfdht that if specific stressors
inherent to HCPs and their practice could be betteterstood, then the likelihood

exists that the kind of support that these indiglduneed in such stressful patient-
professional relationships could be determinedlfsn et al., 2004). In other words
by employing efforts to improve and safeguard tledi-weing of HCPs, the quality of

healthcare provided to persons with MND may alsoebbanced, because when

professionals are able to recognise, questionpacard reflect upon their emotional
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wounds, they learn how to integrate their expeesnnto the healing relationship and
transcend the boundaries of quality healthcare g 2005).

In conclusion it is thus evident that in view oétburrent healthcare climate, there are
a variety of contextual variables that have theeptal to impair optimal MND
management. However by taking these variablescomsideration and utilising them
in innovative and creative ways to develop a newdeh@r framework of service
delivery, healthcare service delivery reform coiddfact benefit the well-being of
both MND healthcare consumers and MND HCPs.

4.3 PROPOSED NEW FRAMEWORK OF IDEAL SERVICE DELIVER Y
FOR ALL PERSONS IMPLICATED IN THE MANAGEMENT OF MND

4.3.1 Integrative Discussion

With respect to the findings of the present stuthg perceptions of persons with
MND and theirfamily members regarding medical and rehabilitatim@nagement

arose from experiences which were categorisedfivéodomains and included health
communication, the interventions that were rendersapport systems in-situ,
involvement in complementary and alternative mediciand the bioethical practice
of HCPs. However many of these experiences oveeldppne another in terms of the
domains into which they were placed, and thus wlole ease of reporting the
discussion that was provided may seem simplistithan sense that the five major
themes were discussed in isolation, there are ot fao precise boundaries
differentiating each of these areas. For exantpkeJack of shared decision-making
reported by participants may have arisen from #ut that HCPs reportedly failed to
provide sufficient information for persons with MN® make choices about their
future. And poor informational exchange may haeerba consequence of poor
communication between persons with MND and theirPdCespecially in the

presence of the communication impairment and tbetfeat practitioners appeared to
experience difficulties when confronted by theimrounicatively impaired patients.
Thus poor exchange of information between the persth MND and the HCP,

coupled with the inability to achieve successfuhoaunication between one another,
is likely to have resulted in the professional eineffective in upholding the

principles of bioethical practice. Consequentlytipgpants might have experienced

their autonomy being over-ruled, as well as prilegpsuch as beneficence and
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veracity being undermined. In addition because gfaucity of information and a
general disregard for their rights to healthcaegtipipants reported a lack of support
from HCPs. Moreover this lack of support was reioéd by the fact that follow-up
appointments were non-existent, and thus there werepportunities for repeated
information exposure or referral to receive a ugrief interventions from different
HCPs. In the presence of a lack of support ancergéndissatisfaction for the
management of MND, participants appeared to finehfoot, an improved sense of
well-being, hope, and general satisfaction in pmgeomplementary and alternative
medicine. In essence therefore it is evident #ilafive domains discussed in this
study are interconnected, and it is thus undersfaledhat a breakdown in one area is
likely to have disrupted the other domains and keingpaired the perceptions of

healthcare consumers regarding the overall qualityND management.

Further to the interconnected experiences of ppaints regarding their healthcare, it
is clear that the perceptions of MND management ase influenced by South
Africa’s current healthcare climate. Because serdelivery in the country has had
to undergo reform in an attempt to manage escgldt@althcare costs and ensure a
more equal distribution of services and resour¢hs, management of MND is
characterised by various loopholes. For examptBerathan involvement with
multiple professionals and multiple approaches ss&sy for complementing an
inclusive management programme, current MND managérservices appear scant
and fragmented. Moreover because the status of MbE3 not rank it amongst the
high priority diseases that attract both local antkernational, and public and
professional attention, it lacks the financial soppnecessary for devising high
guality comprehensive management programmes. tAssemotional nature of MND
places a significant burden upon HCPs who are wagbin this area of practice, and
thus the quality of care that is rendered by sucifiegsionals has the potential to be
affected by their own well-being. Consequently hba@iontextual variables and
variables inherent to management services whichnigep upon the medical and
rehabilitative management of MND, ultimately infhee the perceptions of healthcare

consumers regarding the quality of care that teegive.
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4.3.2 Ideal Service Delivery for Healthcare Consunms of MND Management

In response to the preceding discussion and thdicatipns that have been
documented throughout this study, the need foseadie-specific and context-specific
management framework is evident. Figure 6 theeeforesents a proposed new
framework of ideal service delivery for healthcammsumers of MND management.
The aim of this framework is to facilitate HCPsgroviding a more comprehensive
approach to the management of this disease. Merdbe basis of the framework
originates from the principles of a social modeheneby the perceptions of MND
healthcare consumers regarding management arisentyofrom the interventions or
treatments that are received as a direct consegqusrite disease, but also from the
relationships that are established between theergatand professional, factors
intrinsic and extrinsic to both of these partiesyeell as environmental and contextual
variables. As a result, HCPs are therefore requwemake a philosophical shift from
a medical model of practice towards a more so@pt@ach. By focusing on a variety
of internal and external variables that have thiemqtoal to influence the management
of MND, healthcare extends beyond addressing MNDsge(i.e. the physiological
sequelae of the disease), and also addressesdaeebrcontext in which one lives
with the disease, as well as the affected indididuéifestyle and associated
psychosocial well-being.

Given that patients’ experiences are a fundameoiaice for evaluating the quality of
care that is provided by HCPs (Berwick, 2002 asccith Arora, 2003), at the centre
of the proposed new framework of ideal MND sendedivery lies the perceptions of
persons with MND and their family members regarding quality of management
that is received. Arising from the five themescdssed in this study, the perceptions
central to this framework include a) patient-cetittemmunication, b) patient-centred
care, c) support networks, d) complementary andrradtive medicine, and e)
bioethics. Each of these five areas of practioeelaeen established as significant
domains required for high quality MND managemesetduse not only do they have
the potential to have a direct influence on theggtions of the healthcare consumer,
but also the influence that they have on each dilm¢her impinges on the overall
management process. Hence by modifying one arpeaofice, the other domains are
also likely to be affected. The key to achievipgimal quality in healthcare therefore

appears to lie in improving practice in all fiveeas, because it is then that a state of
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equilibrium is likely to be attained, and the pgtiens of healthcare consumers
regarding the management of MND are likely to betheir greatest in terms of

satisfaction.

Inherent to a social model, because disabilityosanconsequence of the impairment
alone but also a result of the attitudes and hariimposed by society (Simmons-
Mackie, 2001), in the case of MND the perceptionsealthcare consumers regarding
the quality of management are also likely to bea#d by the socio-political context
in which a healthcare framework is implemented.otimer words, the financial status
of the current healthcare climate and the demaondsérvice delivery reform for
example, further contribute to the perceived guatif MND management. The
second component of the proposed new frameworkledliMND service delivery,
therefore includes a variety of contextual factibvat are likely to influence and be
influenced by the perceptions of healthcare conssiméhis framework is evidently a
fluid system, with multidirectional influence betere the different contextual
variables and perceptions relating to MND serviedivery. With respect to this
multidirectional influence and the current socidial climate however,
implications arise in the sense that rather thaitingafor “somebody else” to
instigate change in a seemingly compromised sys#iR) HCPs need to embrace
both the positive and negative ramifications ofteatual variables on the quality of
services that they render, and begin developinguative ways of transforminthe
negative factors into more desirable experiencesHence by developing
entrepreneurial skills, encouraging societal awessenand safeguarding one’s own
well-being for example, HCPs create an opportumityachieve more acceptable

health outcomes and ultimately more positive pdroap of MND management.

Lastly in developing a proposed new framework @faidservice delivery, one needs
to acknowledge that MND is a life long feature lobse infected and affected by the
disease. As individuals learn to live with the dibion and their life situations change
as the disease progresses, so too do their needifferent types of management
services. During such long-term conditions, pasieand their families should thus
have access to a variety of HCPs and support agtons that can provide holistic
management (Simmons-Mackie, 2001). In the caddMD it is clear that quality

management needs to extend beyond medical andilitisde interventions, and
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even beyond complementary and alternative medicare] also include more

practical services that function to ease the playsiod emotional burden for both the
person with MND and his/her family. Such practieatenities might include home
healthcare and support organisations for examph. expanded service delivery
framework is therefore vital to the treatment opmgressive condition, so as to
account for the long-term consequences of the sksead provide the patient and
family with an integrative management programmaddress holistically every need
of the Unit. The third component of the proposesvriframework of ideal MND

service delivery, thus includes a comprehensivayaof management services that
aim to assist both the person wiiND and his/her family, bearing in mind that the

experience of MND amounts to more than the physamifications alone.
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CHAPTER FIVE
CONCLUSIONS AND IMPLICATIONS OF THE STUDY

5.1 SYNOPSIS OF THE STUDY

The aim of the present study was to investigatg#reeptions of persons with MND
and the perceptions of their family members witlyarel to the medical and
rehabilitative management received on and followdiagnosis. An awareness of the
perceived nature of MND management was deemed seagegiven that a treatment
does not exist currently to cure or halt diseasgmssion, and HCPs are therefore
obliged to understand the requirements of theieptt and the family as they journey
with them from health to disability, and attemptpimvide the highest standards of
care, compassion, and an integration of healthszmaces (Francis et al., 1999; Leigh
et al., 2003). Moreover with respect to the faett tpersons with MND often present
with relatively intact cognition (Francis et al999), and they are likely to have their
own opinions regarding the healthcare that theyeive¢c the communication
impairment inherent to many with this disease hahaps previously excluded this
patient population from opportunities to conveyitlperceptions pertaining to MND
service delivery. To this end the sub-aim of thisdy set about exploring the
perceptions of persons with MND and the perceptaintheir family members with
regard to the role that the communication impairnmeay have had on the healthcare
that was received. After all effective health conmigation is the prime “currency”

used by patients to put forth their healthcare geatves (Schapira, 2003).

Whilst perceptual measures are reportedly the fonesdal source for evaluating the
quality of healthcare services rendered (Arora,320t the researcher’s knowledge
patient perceptions regarding MND management havéeen documented explicitly
in the literature. The present study thereforesstigated medical and rehabilitative
MND service delivery by interviewing individuals thoinfected and affected by this
disease so as to elicit their perceptions regardimgnagement. Face-to-face
interviews were conducted in accordance with aarutw schedule entitled, “The

Communication Taxonomy of Perceptions RegardingMiedical and Rehabilitative

Management of Motor Neuron Disease”. This inteswvschedule was developed by
the researcher in response to parameters of typizahn communication, as well as
pilot reports of what healthcare consumers wittgitgrm health conditions perceived

to constitute acceptable healthcare and acceptdidalth communication.
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Furthermore with the aim of understanding MND mamagnt from the perspective
of the communication impairment, it was mandatdt tstudy participants presented
with communicative difficulties. The Frenchay Dstbaia Assessment (FDA)

(Enderby, 1984) was therefore used to assess figrtie motor speech abilities of
each person with MND, as well as quantifiably emsuhe presence of a

communication impairment.

The foundation of the present study was embeddddinvihe tenets of three
overlapping theoretical frameworks. The cornerstaf quality healthcare in the
form of patient-centred care(Schulman-Green, Naik, Bradley, McCorkle, &
Bogardus, 2006), offered the researcher the pdiggilof investigating MND
management from not only a medical perspective, dlab from the patient’s
perspective in terms of considering factors suchiséer psychosocial context and
the presence of an egalitarian patient-professioetdtionship characterised by
unconditional positive regard (Mead & Bower, 200@®ince the attainment of these
patient-centred ideals are however dependent upomds health communication
(Ammentorp et al., 2007), the conceptpaitient-centred communicatiaas a central
component to quality clinical service delivery vadso included in this study (Epstein
et al., 2005). In additionlaioethical approaclio practice was adopted, in view of the
fact that if HCPs want their patients to achievesifiee health outcomes and
experience high standards of care that is patientred, then amongst other factors
healthcare consumers need to be given a sensetaifoany, perceive the health
professional as loyal and beneficent, and percigeentire healthcare experience as
morally acceptable (Epstein et al., 2005; Strafid32 Strand et al., 1998). Thus by
aiming to achieve sound bioethical practice fomegke, healthcare that is concordant
with the ideals of both patient-centred care artteptcentred communication is also
likely to be achieved, thereby contributing ultielgt to more positive healthcare
consumer perceptions regarding the quality of MN&nhagement.

Notably while the aim of this study was not to pdgvsolutions to the healthcare
inadequacies raised by participants, as a consequeh investigating healthcare
consumer perceptions implications were inevitableHCPs in general and speech-
language pathologists alike, as well as for heal#hmrganisations and healthcare

funders in pursuit of improving the quality of meali and rehabilitative MND
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management. However to determine the feasibilityth@se implications, such
recommendations were considered in accordancecwitient healthcare requirements
for managed care and evidence-based medicine, saggdial trends in MND service
delivery that interact with the pressures and ftiealiof South Africa’s current
healthcare system (Gilbert & Gilbert, 2004). Fyah an attempt to apply the
findings of the present study to a broader contextyell as attain a comprehensive
yet feasible management regime, a framework ofl isieaice delivery for healthcare

consumers of MND management was proposed.

5.2 SUMMARY AND CONCLUSIONS OF THE MAIN FINDINGS OF THE
STUDY

The overarching finding of this study revealed tapart from those participants who
consulted complementary and alternative profespnarofessionals abroad, or
certain professionals with experience in the fieldMND, persons with this disease
and their family members perceived current medical rehabilitative management to
be unsatisfactory. Despite variations among Usiid a consideration for individual
variability, participants indicated that HCPs gexllgr demonstrated a poor attitude
towards the management of MND. Moreover althoudgérnational literature asserts
that MND must be viewed as a treatable conditioelif@s, 1999a), the general
perception in this study was that because dea#m i;evitable consequence of the
disease, HCPs do not see the value of pursuingreifft management options devoid
of a cure. Not only were participants thus denikdir right to comprehensive
healthcare and a rightful opportunity to engagévalst in their own healthcare, but
they also felt unsupported, abandoned and misirddrrthereby having to make the
MND journey on their own. As a result the finding$ this study in terms of
defective health communication, intervention, supggstems and bioethics, as well
as the desire for complementary and alternativeicimeed suggest that current
medical and rehabilitative management of MND in 8wuith African context is not
characterised by patient-centred communicationjepiatentred care, or sound

bioethical practice.

With regard to findings of ineffective patient-cesd communication, a two-fold
origin was found to exist. Firstly perceptionspofor health communication appeared

to stem from the fact that most medical and reftabilte HCPs were perceived to be
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poor communicators. While excessive use of jargod complex sentences on the
part of HCPs reportedly impaired participants’ wstending during healthcare
encounters for example, a paucity of informatioovited by professionals about the
disease was perceived to hinder persons with MN@ thair family members from
making important decisions about the future. Imditoh the manner in which
information was delivered to participants was pmexto be cold, blunt, and callous,
thereby further contributing to the negative expeces reported with regard to MND
management. Related to explanations of poor healttmunication stemming from
HCPs being perceived as poor communicators, tmdifg also appeared to be
exacerbated by the communication impairment andatiethat it appeared to hinder
HCPs from offering persons with MND opportunities &sk questions during
healthcare encounters. In addition the fact these professionals were perceived to
be unaware of whether or not a breakdown in patieterstanding and/or patient-
professional communicative transactions had ocdursaggests that more than just
poor communicators HCPs are perhaps also unskileshtrained, and possibly even
fearful of engaging with individuals who are unahkie communicate in the

conventional manner.

Since the communicative behaviours of HCPs areyanerated in isolation but rather
in conjunction with those of healthcare consumémoiia, 2003), the second factor
which further compromised patient-centred commuiocain this study was the fact
that persons with MND were also perceived to be pommunicators. Although the
literature reports that some patients do demomspabr communication within the
healthcare arena (Parrot, 1994; Street, 1991 )jritdangs of this study appeared to be
related directly to the communication impairmem particular the communication
impairment reportedly restricted spontaneous conicatiie transactions between
persons with  MND and HCPs, thereby limiting theiwro healthcare and
disempowering them from engaging actively with mémbers of the Unit. As a
result MND healthcare consumers reported taking bacKkseat” in their own
healthcare, as well as experiencing a sense ofmtitisenent to quality health

communication and MND management in general.

Further to factors such as misinformation, a pauoit information, and a lack of

communicative warmth compromising patient-profesaidnteractions as a result of
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limited professional skill and communication traigi(Ammentorp et al., 2007; Tran
et al., 2004), the findings of the present studyweated that poor health
communication in the context of a terminal illnesdends beyond deficits in core
health communication skills. For both personsdtdd and affected by MND, the
physical and emotional devastation of the diseapeas to activate intrinsic coping
mechanisms that regulate the distress experiencéuele individuals. In an attempt
to alleviate and control such distress therefoeesgns with MND and their family
members may perceive any overwhelming experiencesde characterised by
misinformation and a lack of responsiveness formgxde, in turn translating into
perceptions of poor health communication. Moreof@r HCPs, their ability to
engage with patients according to parameters ofeable patient-centred
communication also appears to be affected by tmdemsome nature of MND. The
use of jargon and a cold manner of informationvdeyi for example, may be a
manifestation of HCPs’ realisation that more thamg unable to cure patients with
MND, they are also forced to face their own emdaiauch as a fear of death and
threats to their own mortality (Anstey, 1991). AnHus while such health
communication traits may be perceived as less thatisfactory for healthcare
consumers, at the very least they appear to prandgsutlet for alleviating the distress
experienced by HCPs.

Despite the criticisms documented in modern liteeatthat biomedical models of
healthcare restrict patient care to the biologitiadension of illness and disregard the
patient’s psychosocial context (Borrell-Carrié &t 2004), findings of the present
study revealed that ironically current medical amthabilitative management of
persons with MND does not even account in full foeir biomedical needs.
Integrated healthcare with consideration for thepbychosocial factors of patients
was clearly absent in this study. For example tafpam few persons with MND
having regular follow-up appointments with a neagit post diagnosis, referrals for
rehabilitation and support groups were scant. lheee although a team approach for
MND management reportedly offers patients the bleahce of survival (Leigh et al.,
2003), this type of intervention was also lackingthe present study. Participants
consequently reported a lack of continuity in thegre, as well as a general sense of
abandonment. In addition because most HCPs wareiged to have a negative

attitude towards MND management, commonly informpeysons with MND that
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nothing can be done for individuals with this dseathese professionals appeared to
be practising from a paternalistic framework. @a basis of their epistemic authority
(Ross & Deverell, 2004d), many HCPs may have cousty or unconsciously
denied healthcare consumers information about iliee@ss and access to different
management services, thereby ultimately denyingntliee opportunity to engage
actively in their own healthcare and participatéha decision-making process. As a
result several participants in this study reported medical and rehabilitative
management of persons with MND to be feeble anerimf, devoid of the ideals that

comprise patient-centred care.

Whilst a lack of comprehensive MND management and patientred care might at
first glance suggest general disregard on the pfthe healthcare fraternity for
persons with MND, such a finding may also demomstranore aptly clinical
ignorance on the part of some HCPs. For exampl¢hénabsence of a MND
healthcare team, communication and collaboratiotwéen the relevant HCPs is
limited, thus translating into a lack of networkingportunities and a lack of shared
knowledge amongst professionals. As a result sd@Bs who are unfamiliar with
MND may be genuinely unaware of the managementcgsnthat are available for
persons with this disease. In addition the absesfc@atient-centred care and
acceptable MND management in general, also appednighlight the need for some
HCPs to shift their mindset with regard to the nggmaent objectives of this disease.
Rather than perceiving personal failure and “waglttimeir hands” of persons with
MND because no cure exists (Leigh et al., 2003)Pbki@eed to acknowledge that in
this instance their fundamental role is one of etlug advisor and counsellor,
functioning collaboratively in a team to maintakills and promote quality of life for
both persons with MND and their family members (bfilet al., 1997). Moreover
such collaborative efforts may also function touesl the burden of healthcare for
some HCPs, thereby allowing them to perceive theagement of MND in a more
positive light, and in turn approach patients fraess paternalistic and more patient-

centred perspective.

With regard to speech-language pathology servinegarticular, few persons with
MND were receiving intervention at the time of tlesudy. Apart from positive

perceptions elicited by two individuals who werensolting speech-language
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pathologists with experience in the field of MNOher participants either reported
negative experiences after engaging in speech-tgggpathology consultations or
did not receive this type of intervention at alurther to these negative experiences
revealing that some HCPs are possibly unfamiliathwhe communication and
swallowing difficulties common to persons with MNEhe fact that participants in
this study were not referred for speech-languagdlegbagy intervention suggests that
the profession is also omitted from the referratwoek. Thus apart from
professionals’ reduced involvement in the manageémiERIND possibly arising from

a lack of willingness or drive to engage with patsgewho present with such an intense
physically and emotionally disabling condition, gHinding may also relate to the
possibility that the profession has perhaps faitedroving itself sufficiently in order
to secure a steady flow of speech-language patholkefgrrals. Within the realm of
MND management therefore, the profession of spésuipiage pathology as a whole
as well as individual speech-language pathologats,evidently in possession of a
weak clinical and professional identity that resutt both healthcare consumers and

HCPs holding this area of rehabilitative healthdarthe slightest regard.

Congruent with patient-centred care, individualghwa terminal illness require
support in the form of information, care, and psyofical assistance (Richardson,
2004). Likewise quality MND management also reggiithat the psychosocial well-
being of the patient and family is addressed (Fsaet al., 1999), although both
persons with MND and their family members in thisdy perceived support systems
to be inadequate. The fact that information alibatdisease and recommendations
for a variety of management services were scare#, participants feeling
unsupported and abandoned. In addition while suppganisations do exist for
persons with MND, participants in this study peveei such services to be
fragmented and inconsistent. Arguably howeverrfragted MND service delivery
may in part be attributed to a lack of resources the fact that providing accessible
services to all healthcare consumers, especiallgnwtine disease in question is
relatively rare, is an ongoing struggle for all 8oAfrican healthcare providers and
healthcare funders. More so by virtue of the fiigdi of the present study, the value
of a MND team is further highlighted. In the prese of greater inter-professional
collaboration and control, HCPs might be in a bigitesition to identify, develop, and

provide management services and support structhatsare constantly accessible to
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persons with MND and their families, as well asuecthe resources that are
necessary for sustaining such supportive healthcare

The negative attitude of some HCPs regarding MNDnagament further
compromised participants’ perceptions relatinght® support that they had received.
In particular participants were dissatisfied witte tfact that HCPs did not attempt to
understand the individual's experience of livingttwMND, and thus consider the
“patient-as-a-person”. Also poor therapeutic alti@ resulted in failure to achieve
empathy, compassion, and unconditional positivanegdpr the purpose of enhancing
the patient-professional relationship and the healte experience as a whole (Mead
& Bower, 2000). Furthermore because many HCPs haae avoided meaningful
interactions with patients in view of their lack sKill in communicating effectively
with communicatively impaired individuals, and peigants may have avoided
engaging in exchanges where the potential for conmrative breakdowns existed,
opportunities for genuinely warm and supportiveigratprofessional relationships
were further restricted. Moreover with regardhe tnvolvement of family members
in the management of MND, although their interawiovith HCPs were perceived to
be more acceptable and more natural because canvantommunication could be
utilised, these individuals nonetheless felt unsufgal and abandoned in their own
right. Such negative experiences were relatedgiiynto the fact that not only are
formal services unavailable to train family membirgope with the practicalities of
caregiving, but also a lack of adequate suppottesys implies that such caregivers
are not provided with the psychological assistaeceired to cope with the emotional
demands of caring for a loved one (Jansma et@)5)2 Thus in relation to evidence
that current medical and rehabilitative managen@nMND is characterised by
fragmented support structures and support systémspresence of poor patient-

centred care and even patient-centred communicestifumther substantiated.

Contrary to the findings of this study which by date revealed dissatisfaction with
regard to the medical and rehabilitative managero&€MND, positive reports were
elicited in terms of complementary and alternatimedicine and even allopathic
healthcare in the presence of HCPs who were expsikein the field of MND and/or
practised abroad. Not only were these alterngireéessionals perceived to be better

communicators than their medical counterparts, &isb such individuals were
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reportedly more skilled in meeting the psychosoaiatl emotional needs of their
patients. Participants therefore reported a gressiese of support when engaging in
complementary and alternative medicine, and gelygpalceived a more satisfactory
healthcare experience in comparison to their egpeds associated with medical

and/or rehabilitative MND intervention.

In view of the findings related to alternative tibeére, the likelihood exists that
professionals of complementary and alternative oiediare not necessarily better
communicators per sé. Rather than good mechamistidinguistic communication,
complementary and alternative HCPs appear to eltiiere of an affiliation style of
communication which is warm and whole-person osgdntthereby placing the
healthcare consumer at ease to express his/heghtsyjuengage actively in the
healthcare process, and experience a more suppgwédithcare encounter (Fossum &
Arborelius, 2004; Leopold et al., 1996). Moreoumcause complementary and
alternative medicine in this study was pursued lytigpants in response to
dissatisfaction with allopathic healthcare andle tealisation that a cure does not
exist for MND, the value of an alternative approagipears to lie more in the hope
that it offers healthcare consumers than the pateplhysiological benefits that may
be derived. After all, hope facilitates coping wlhienhances the affect and well-
being of healthcare consumers, and in return hagiy® outcomes in terms of patient
survival (Hunt, 1991; Wasner et al., 2001). Fypalthough complementary and
alternative medicine is an alternate to allopathg @ in many ways frowned upon by
medical HCPs, it ironically appears to better ntbettenets of patient-centred care
because it is congruent with healthcare consumgessonal values, encourages
patient-professional interactions, and strives patient autonomy (Astin, 1998;
Fulder, 1998; Kaptchuk & Eisenberg, 1998). Moreaowethis regard opportunities
are also created for patient-centred communicatorbe achieved. As a result
therefore, allopathic HCPs might thus be able @rrievaluable lessons from their
alternative health professional counterparts irspiirof improving the medical and

rehabilitative management of MND.

In light of the fact that both major and minor Wigeal principles were undermined in
the present study, sound bioethical practice wasepeed to be questionable. For

example further to healthcare consumers and HCRs entertaining lengthy
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discussions surrounding long-term life decisionscision-making that did occur
appeared to deny persons with MND the right to-determination. Besides a
paucity of information to make informed decisioffagmented management services
meant that there was also a weak human interfaggawide participants with the
emotional support that they required to engage fiiecve decision-making.
Furthermore the absence of a MND team also meanhttilaboration between HCPs
was not available in order to safeguard the detisaking process and uphold the
standards of ethical practice for the good of themt. Thus rather than providing
persons with MND evidence upon which to base therisions, some paternalistic
HCPs in the present study appeared to offer heakthconsumers their personal
opinion and advice. In addition some family mernsbalso appeared to adopt a
paternalistic attitude and make decisions for teesgn with MND without prior
discussion or mutual agreement. Moreover despige fact that frameworks of
decision-making do not appear to include commuitnags a vital component
necessary for making decisions, poor health comeation in this study compounded
by the communication impairment, compromised thépeat of ethical practice
further. In the absence of shared decision-making reciprocal communication
therefore, persons with MND reported a sense oh@ament and harm, with the
most apt course of action for each healthcare coasdeing undermined (Cimino,
2003; Kaba & Sooriakumavan, 2007).

Questionable bioethical practice in this studyHartappeared to arise from medical
futility and a lack of professionalism on the paftsome medical and rehabilitative
HCPs. The fact that few persons with MND were nref@ for rehabilitation for
example, suggestshat referring HCPs possibly perceive MND rehadiiite
management to be futile in the sense that maimgiskills and promoting quality of
life does not equate to a cure for this diseas@thErmore the fact that management
services such as speech-language pathology intemehave not demonstrated
efficacy with regard to its involvement in the tledf MND, raises questions about the
value and effectiveness of the healthcare sentltasare rendered. Moreover such
concerns are rightfully justified when one conssd#érat some HCPs did not appear
competent in their ability to treat persons with BINand therefore clinical practice

based upon a professional and ethical code of ainvaas questionable.
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5.3 CONSIDERATION OF METHODOLOGICAL VARIABLES

In reflecting upon the findings of the present gtadd the implications that arise for
future MND management, various methodological issmist first be considered.
Whilst several research design and analysis limitat have been documented
throughout the methodology and discussion chajtietisis study, the most pertinent

considerations are summarised below.

Notably the present investigation was based sabelyan interview schedule that
elicited the perceptions of persons with MND and fierceptions of their family
members in order to explore MND management. Howeath regard to the fact that
this interview schedule was novel and not an estaddl measure that had been used
by other researchers, the test reliability of thetrument is unknown. In the event
that the present study is replicated, it is thuseutain whether findings would
demonstrate repeatability. Furthermore given thatfindings of the present study
did not appear to address the subtleties of conration that evidently contribute to
effective health communication, the specificity asensitivity of the interview
schedule is also questionable. Moreover sincepateports and patient perceptions
lack objectivity (Grbich, 2003), it is questionabiaether the interview schedule used
in this study was able to elicit data that refleatsurately the reality of the healthcare
experience. With this limitation in mind howevgiven that healthcare outcomes are
based on how healthcare consumers perceive andprigitetheir healthcare
experiences, perceptual measures and thus theiassomterview schedule are one
of the only means for evaluating the quality of Ittezare and predicting healthcare
satisfaction (Arora, 2003).

Although extensive efforts were made to safegulaedréliability and validity of this
study, self-report measures and patient interviaresalways at risk for constraints
such as social desirability bias, the misintergi@taof questions, and situational
effects (Baker, 1988; Mead & Bower, 2000). It g possible that further to
participants in this study interpreting questioifedently to what the researcher had
intended for example, they may have also consgiooislunconsciously formulated
their responses in terms of what they believed dwdnd desirable to the researcher
and socially acceptable in general. Furthermooabse of the burdensome nature of

MND and the fact that during the interviews theeggsher may have asked questions
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that evoked emotional distress, participants maye hssed these interactions as an
opportunity to merely vent their emotions, thereimwing the management of MND
through “tainted lenses”. As a result in a furt&iempt to achieve objectivity, the
value of the interview schedule and the intervievith persons with MND and their
family members may have been heightened if prolees wcluded that also aimed to
elicit information from participants in terms of aththey perceived to be positive
aspects relating to MND management. After all aaraness of the perceptions that
were related positively to the management of MNRyrhave assisted in developing
a more holistic and patient-centred framework @aldVIND service delivery that is
better suited to the needs of MND healthcare coessim

A further limitation of this study relates to thect that when participants were probed
about their relationship with HCPs it was consideas a single construct. In other
words despite the possibility that persons with MNRfay have consulted several
HCPs, perceptions were elicited in terms of pa#ois’ overall impressions
regarding management received from these professioms a group. Different
perceptions may however have arisen for the diftet¢CPs that were consulted.
According to Arora (2003) therefore, data analysisperceptual measures should
include participants’ ratings of each HCP’s perfanoe separately, as well as
consideration of the findings that arise from a -tmenany correspondence.
Furthermore given that the healthcare encounter pdses a combination of
contributions made by both patients and professo(@rora, 2003), and that the
findings of this study revealed that HCPs are nahune to the distress caused by
MND, a more comprehensive management frameworkherbenefit of healthcare
consumers and healthcare providers might furthexchéeved by also considering the

perspectives of MND healthcare practitioners.

Irrespective of both logistical and reliability cderations having prevented the
researcher from complementing interview findingsthis study with an intended
observational component, and the literature higptiligy the fact that observations
applied to a once-off consultation are not sersitte aspects of the patient-
professional relationship (Mead & Bower, 2000), ape evaluative healthcare
approach can account for the complexity of patiesute (Mead & Bower, 2000;
Zandbelt et al., 2005). To this end the designth&f present study may have
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nonetheless been improved by including a combinataf perceptual and
observational measurements, whereby participanp®ried their experiences of
different healthcare encounters, as well as pezthitihe researcher to observe
different patient-professional interactions durivgalthcare consultations. In addition
because the patient-professional relationship id $a develop over successive
consultations and not a single healthcare encoubtegnnot be assumed to be stable
across visits (Arora, 2003; Mead & Bower, 2000).ndAthus rather than a cross-
sectional design which allows for “snapshots” af flatient-professional relationship
to be gleaned (Arora, 2003), the value of the prestidy could have been enhanced
through the use of longitudinal evaluations thaestigate MND management of each

Unit over a defined period of time.

In view of the small sample size utilised in thigdy, the findings obtained cannot be
generalised to the broader MND population and cdihapplicability is also restricted
(Arora, 2003). This limitation is acknowledged piés the fact that the researcher
wished to obtain detailed information about eachMlInit, deeming a large sample
size impractical for the nature of the present wtuBurthermore the use of criterion
sampling in this study resulted in the findings ngeimore representative of a
homogeneous group of persons with MND rather th@MND population at large,
again limiting opportunities for generalisabilityn replicating the present study using
a larger sample size therefore, it is likely thHa tesults would give rise to findings
that are more representative of the MND populatibrareover more precise research
undertakings that have more refined aims may k&ted by refining the inclusion
criteria of the sample population. For examplekenthe wide variability in terms of
time since diagnosis evident in this study, futatedies may wish to investigate a
sample of persons with MND that share more simidamographic features. In
addition researchers may also wish to specify nstriagent criteria in terms of the
type of MND included in the study, as well as thegike of severity of the

communication impairment.

In considering that a variety of strategies wereleyed throughout this study to
safeguard its trustworthiness, the fact that datdysis was reliant upon qualitative
methods gives rise to the possibly that researbies may have come into play

(Grbich, 2003). The use of more than one reseamme a researcher other than the
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one who designed the study and has a vested iniaréise project, may therefore
function to further protect the reliability and ihty of the data collection process and

data analysis phase.

Finally given the diversity and unpredictability lmiman nature, and the fact that such
variability makes it difficult to achieve completentrol and consistency in human
research (Grbich, 2003; Silverman, 2000), the rebea was unable to predict and
account for all confounding variables that may hawginged on participants’
perceptions regarding MND management. And thusendame of the limitations and
inconsistencies in this study were inevitable, gveifort was taken to control for
predictable variables and achieve a high degregadr in the research method.

5.4 IMPLICATIONS OF THE STUDY

The findings of the present study revealed that owly does the medical and
rehabilitative management of MND appear to lackgmatcentred care and patient-
centred communication, and hence influence bioathpcactice, but also support
networks are evidently fragmented such that heatthconsumers tend to find solace
in pursuing complementary and alternative medicite.response to these findings
and an attempt to elicit more positive perceptiorgarding the medical and
rehabilitative management of MND in the future, raniework of ideal service
delivery for MND healthcare consumers has been gwegp (Figure 6). This
framework accounts for the inadequacies that weregived by both persons with
MND and their family members, while simultaneoubblaring in mind management
guidelines documented in international texts, dredfact that these recommendations
might only be feasible in this country if they a@nsidered in relation to the current
limitations and restrictions placed on South Afiscaealthcare system. In an effort to
thus operationalise this new framework and begset change in a positive direction
towards more satisfactory MND management, the wuaridinical, theoretical and
research implications that are pertinent to thuslgtare considered in the write-up that

follows.

5.4.1 Implications for Clinical Practice

In relation to the fact that participants as a wh@erceived the medical and
rehabilitative management of MND to be unsatisfaGtonplications arise for HCPs
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and specifically speech-language pathologists v@gard to their clinical endeavours
within the MND healthcare arena.

Related to the fact that patient-centred commuimpatvas absent in the present
study, the need for improvement in this area otfica is evident, particularly when
one considers that patient-centred communicatioprones patient satisfaction
regarding the healthcare experience, reduces patistiess, and improves overall
health outcomes (Post et al., 2002). Moreovermitvet participants in this study
further perceived the communication impairment tdluence the medical and
rehabilitative management of MND, beyond instillipgtient-centred communication
within the realm of MND management, health commatian from the perspective of

the communication impairment also needs to be addck

Given that a large component of health communioditerature focuses on training
HCPs in core communication skills so that they tsten actively for example, as
well as address the feelings of their patientsriolep to facilitate a more open and
direct patient-professional dialogue (Post et 2002), such programmes possibly
need to be directed specifically towards HCPs wedlin the management of MND.
However in order to satisfy the needs of MND healtle consumers in full,
communication training programmes not only neede@omodified and made more
disease-specific so as to meet the nuances ths¢ aithin a MND healthcare
discourse, but also HCPs need to be trained anddaa with the skills that are
necessary for engaging with patients who presetiit @icommunication impairment.
Drawing on the literature from aphasia and the that the external environment is
often hostile towards communication and the comeatively impaired individual
(Parr & Byng, 1998), HCPs need to equip themselviéls the knowledge and skill
necessary for creating a competent environment whiatenhance and reveal the
competence of the person with MND. In-service camitation training and
workshops that perhaps form a mandatory componértontinued professional
development, may provide invaluable opportunit@sdil qualified HCPs involved in
the management of MND to be equipped with the skilat are required for
communicating effectively with healthcare consumeiso are communicatively
compromised. Moreover at a tertiary level of tnagn rigorous efforts are required to

not only educate all healthcare students theothtiahout healthcare in the presence
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of a communication impairment, but also practicaining is required to ensure that
learners achieve competency in their abilities hgage appropriately with such
healthcare consumers. In this regard thereforecadrs and tutors at tertiary
institutions need to acquire confidence in teactieglth communication skills and
evaluating health communication curricula that apecifically to address healthcare
consumers with a communication impairment (Duffrlet2004).

In highlighting the value of HCP communication tiag from the perspective of the
communication impairment, speech-language pathsteogire urged to recognise that
their inherent knowledge and skill places them umnaue position to facilitate such
training efforts. Whether speech-language pathsiegchoose to serve as a
consultant, provider of resources, or supervisoremwhengaging in HCP
communication training, they ultimately play a Vitaole in providing the
communicatively impaired individual with greatemaomunicative access. In addition
a simultaneous opportunity prevails for the praf@s®f speech-language pathology
to be made more visible and meaningful to othefgsionals and the public at large
(Kagan, 1998b). As a result therefore, in ordeensure that communication skills
training for persons involved in the managemerdbiD becomes a reality, the onus
rests with speech-language pathologists to denaissto healthcare administrators
and healthcare funders the potential benefits astl &ffectiveness of such training,
particularly with respect to the communication innpeent and the associated health

outcomes for the communicatively impaired populatio

Further to the fact that healthcare consumers faea meffective communicators and
in need of patient communication training (Postlet2002), the results of the present
study suggest that persons with MND might also fiefiem training which accounts
for the communication impairment. However since ghogressive nature of MND
implies that complete rehabilitation of impairedwaunication skills is questionable,
and that in the presence of defective communicgb@micipants in this study were
not empowered to interact with HCPs during healta@ncounters, such individuals
need to be provided with communication strategied move beyond disability and
the impairment level, and encourage social padiayn. Thus by extrapolating the
tenets of a social model of disability as documénte the aphasia literature, the

possibility exists for speech-language pathologtstgprovide persons with MND
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opportunities for genuine social participation,réi®y empowering them and reducing
the social consequence of the communication impaitrauch that they are provided

with the key to access services within their envinent (Kagan 1998b).

Since it is thus evident that the profession ofespdanguage pathology plays an
important role in the management of MND (Leigh let 2003), it is ironic that in the
case of the present study speech-language patbtddgcked clinical involvement
and were omitted from the referral network. Howeygen that such omissions may
be related to an absence of a position statemantittuments the precise role of this
profession in the management of MND, implicationgevail for speech-language
pathologists in terms of developing interventionliggo documents and clinical
protocols that will inform rigorous practice. Hwetmore from a South African
standpoint, as a sign of its endeavour to shapealnb@haviour, The South African
Speech-Language and Hearing Association needs nsidsy developing its own
policy documents and position statements that adcotor more than
neurodegenerative conditions in general, but dlpalate exact clinical guidelines for
the management of specific disorders such as MNOonsequently if speech-
language pathologists who work in the field of MNDite as a group and formalise
their involvement in this area of practice, theilodity exists to acquire an improved
clinical identity and subsequently secure a pasitiathin the referral network, such
that all persons with MND are referred for speemigliage pathology intervention.
Moreover in this instance healthcare consumers evan begin to express greater
satisfaction with regard to speech-language patjyoservices, thereby functioning to

enhance the overall credibility of the profession.

In order to further ensure the credibility of spedgnguage pathology intervention
within the domain of MND management, it is vitahtispeech-language pathologists
prove the profession’s worth by engaging in efficand effectiveness studies that are
of a high degree of specificity. If speech-langug@gthologists are able to prove the
value of the services that they render, thenpossible that the scepticism and futility
that other HCPs may have surrounding the professimit be abolished, thereby
instilling within these professionals a more pesitattitude that is conducive to more
widespread patient referrals. Furthermore in otdeensure that HCPs involved in

MND management are exposed to the findings of stuthat highlight the efficacy
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and effectiveness of speech-language pathologyrvertdons, speech-language
pathologists are encouraged to broaden their ptiic boundaries and publish their
work in formal texts and journals that are not $jgedo their profession, but are

rather accessible to the numerous individualsdbatprise the MND healthcare team.

Similar to the findings in terms of few personshlMIND receiving speech-language
pathology intervention, the fact that individualsere also not referred for other types
of supportive therapies central to MND healthcanay imply either an ignorance or
paucity of knowledge on the part of referring agemtith regard to available
management services. A need is therefore appéoeheighten the awareness of
professionals regarding the fact that because pwoiogical interventions might
only alter disease progression (Miller et al.,, 199fe value of a combination of
patient-specific rehabilitative therapies that d@omassist in the maintenance of skill
and promotion of quality of life cannot be deni€k(inas, 1999a). As a result HCPs
and in particular rehabilitative professionals, ché@ become entrepreneurs whereby
they identify professional opportunities to demaoaist their skills to healthcare
providers, healthcare funders, and healthcare coesy so as to promote the value
and cost-effectiveness of their services and thaare a more comprehensive referral
and intervention network (Pietranton, 1998).

Arguably however even with strategies in-situ tohamce the knowledge and
awareness of MND team members regarding manageseewvices, comprehensive
MND healthcare is still likely to be compromised \aytue of the fact that within the
South African context current MND management ocdarsa resource-restricted
environment. Moreover since MND affects fewer @ais than any of the better
known neurodegenerative conditions and curativeerweintions are currently
unavailable, there is a limited market for the ireonent of financially independent
multinational pharmaceutical companies (OldendorB&iijn, 2004). There is thus
little to no financial imperative and sustainedafmcial support surrounding the
management of MND. As a result HCPs are encourtmednceptualise innovative
strategies that will promote MND service deliveryaximise existing resources, as
well as mobilise new services. In addition throwghespread advocacy, education,
and fundraising initiatives, one may be able tpeéighe negative societal attitudes
created by the media in terms of MND being a hekpldisease (Leigh et al., 2003).
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Also societal awareness campaigns may be abledalgustodian of care who would
be willing to “adopt” MND and provide the financidacking that is essential for
comprehensive management that as yet cannot e pustided at a national or state

level.

Apart from engaging in intensive advocacy and etiocaendeavours for financial
purposes, such efforts may motivate members ofpth®ic to be more supportive
towards the plight of persons with MND. In turnstitommunity involvement may
assist individuals with MND and their family membén experiencing a greater sense
of self-control and mastery to effect change inrtlogvn life (Hallowell & Chapey,
2001). For persons with MND therefore, they mayewample feel more empowered
to demand management services that might be démiethy particular reason, and
may even exercise their right to obtain a secondi@p or consult a new HCP in the
event that a lack of quality service delivery iggeeved. Hence such efforts may
instil a culture of consumerism within healthcamnsumers, such that they are no
longer passive recipients of MND management bineratmpowered arbiters of their

own healthcare.

Further to the efforts on the part of HCPs to miatkeir services and advocate for
persons with MND, MND support organisations areo asicouraged to engage in
similar practice. Such endeavours may aid in faygsollaborative partnerships and
improved networks between HCPs and support orgamisa thereby providing
healthcare consumers with enhanced opportunitiesmimre comprehensive MND
management. In addition greater clinical awarenmsd collaboration between
healthcare providers and support organisations emapurage the development of a
MND database, whereby healthcare consumers canss$isteal in obtaining the
necessary information and contact details of a waléety of management services,
as well as be linked to a number of pre-approvetiedficacious MND Internet sites.
Finally it should be noted that greater collabamaticommunication, and networking
between healthcare providers and support orgaomsatnay further function to not
only provide support and more comprehensive manageto healthcare consumers,
but also provide a supportive environment for H@/Rs are required to engage in the
burdensome nature of MND healthcare on a dailysbag\fter all HCPs need to

practice within a supportive environment so as reserve their own well-being in
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order that they are able to help their patientadbieve and maintain a satisfactory
level of health (Dunning, 2005).

Finally in response to the fact that the bioethmalctice of many HCPs was deemed
questionable in this study, the overlap betweenepgatentred care and patient-

centred communication suggests that improvementisege areas of healthcare may
in turn facilitate improvements in the bioethicahmagement of MND. Thus by

attempting to overcome the inadequacies of patientred care and patient-centred
communication by engaging in patient advocacy, oy societal awareness,

promoting health communication training, and engggn efficacy and effectiveness

studies, opportunities arise for enhancing the ggsibnal and ethical conduct of
HCPs that contribute to sound bioethical MND mamnagyet.

5.4.2 Theoretical Implications

In addition to practical suggestions for improvitige medical and rehabilitative
management of persons with MND, the findings of thiudy also have important

implications for the development of theory.

Although patient-centred communication is ideakheory because it facilitates the
implementation of patient-centred care, this sthdy revealed that it is in fact a mere
philosophy of healthcare with no practical guide$inn terms of how one can actually
achieve a patient-centred style of communicati®hus the theory of patient-centred
communication needs to be made more explicit imseof how HCPs might modify
their communicative interactions with patients mler to elicit patient perceptions,
acknowledge the psychosocial context, and shareepamd responsibility for
example (Epstein et al., 2005), whilst also engytinat these modifications are
feasible within each healthcare encounter. Moresugce achieving these patient-
centred ideals relies on communication betweenH@#® and the patient, and in
theory communication is a bi-directional processci(®ughlin, 1998), implications
arise in terms of extending the tenets of patiemted communication such that the
communicative behaviours of healthcare consumerslao included. After all health
communication is not generated by the communicdteleaviours of HCPs alone, but

also by those of healthcare consumers (Arora, 2003)
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Further to the theoretical inadequacies noted inmge of patient-centred
communication, findings from this study also reeeldhat in general there appears to
be a paucity of health communication literaturet tibansiders specifically the
communicatively impaired population. However aseault of the knowledge and
skill of speech-language pathologists in this asé&ealthcare, these professionals
play a fundamental role in developing theories @alth communication that
contribute to effective healthcare in the preseot@ communication impairment.
Thus in the present situation HCPs need to wordexeloping health communication
theories that not only address the actual commtiaicampairment, but also utilise
the ideals of patient-centred communication assasbi@ extend such principles and
include the fundamental elements inherent to tlesoof communication disability.
For example following on from the aphasia literatand the use of a social model of
disability, speech-language pathologists involvedhie management of MND might
develop theories of health communication that nolly aim to address defective
communication components (e.g. reduced speecligitéity), but also aim to reveal
the competence of the person with MND and empowerher to participate in
his/her own healthcare and in the community in gan@Pound et al., 2006). In
addition such theories also intend to reduce thehmsocial consequences of the
communication impairment, allowing the person wNMiIND the opportunity to
experience communicative success and control wittsfiner own healthcare (Kagan,
1998a). While patient-centred communication maijl bk in its infancy, the
principles of this construct nonetheless need tcebred and adapted so as to ensure
that the theory can be operationalised in the pse®f communicatively impaired

healthcare consumers, in pursuit of the idealsliiag about patient-centred care.

With respect to the fact that the current studyeaded that international management
recommendations are not always practical withinSbeth African healthcare arena,
HCPs and even healthcare students are called ri& dritically and challenge the
current healthcare system in order that more intieaervice delivery models are
devised. In other words in line with the lack oferventions and fragmented patient-
centred care evident in this study, HCPs are emagmd to consider the
appropriateness of current healthcare models ferntianagement of MND in the
present context. For example unlike the multigikcary team that is recommended

as the ideal for MND management (Leigh et al., 2008the South African setting it



262

appears that a transdisciplinary model of inteneentmay better meet the needs of
healthcare consumers. Furthermore while internatibterature suggests that HCPs
advocate for holistic MND management in the forntofmprehensive hospital based
teams and clinics (Leigh et al., 2003), for theetitpeing motivations to obtain
community-based interventions and home healthcareekample, may be more
feasible and more practical in relation to Southig&fs current healthcare climate.
Consequently HCPs involved in the management of Mi¥Bd to engage in research
to determine whether the alternate approaches td MHrvice delivery that are
offered in this study are effective in meeting tieeds of healthcare consumers, as
well as accommodating of the limitations of the Ithemre setting. Thereafter such
findings need to be documented formally and theonieed to be formulated in an
attempt to begin creating a South African-spedfidD management protocol that is
patient-specific, context-suitable, and evidencgeba and possibly even lay the
foundation for MND best practice in South Africa.

Despite the fact that literature pertaining to MNfates that the emotional well-being
of the individual and the family should be preservieigh et al., 2003), an
acknowledged and efficacious approach for providingport to individuals does not
appear to be entwined within the management of MISDch findings thus imply that
HCPs involved in MND management need to formalistneoretical and practical
approach that can provide MND healthcare consumaits the support that they
require. Since the oncology literature documemis merits of supportive care
whereby patients and families are placed at thereeaf their treatment and
empowered to engage in their own healthcare (Ahaiezizal., 2004; Fincham et al.,
2005), and findings of this study indicated that MNiealthcare consumers seek
similar supportive variables, HCPs are providedhwat framework upon which to
modify and expand the theory of supportive carergter to account for the needs of
persons with MND and their families. In additioadause the role of HCPs in the
management of MND is to educate, counsel and adatker than cure, the need for a

supportive theory of care is further highlighted.

In a further attempt to establish South Africanesifbe MND management guidelines,
the results of this study demonstrate that persgiiisMND and their family members

not only find value in complementary and alternatimmedicine, but also the
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behaviours of such alternative professionals weregved in a more positive light.
Implications thus arise for professionals of MNahlecare to consider developing an
integrative theory of management that combinegradtese approaches to medicine
with traditional medical and rehabilitative managsin(Hollenberg, 2005). Such an
integrative healthcare system is likely to faciktathe development of a
comprehensive MND management approach, given #thitare consumers would
be provided with a biomedical disease model thigrefautonomy, self-preservation
and hope, and further accounts for personal vadunes beliefs (Hollenberg, 2005;
Kaptchuk & Eisenberg, 1998).

Finally with respect to the bioethical componendetision-making, it was evident in
this study that persons with MND were denied thghtrito self-determination.
However because effective decision-making is chiarsed by warmth, empathy, and
a trusting healthcare experience (Arora, 2003; Bruet al., 2001), and it was
demonstrated in the application of Bliss and WAil§2003) decision-making
framework that health communication is fundamental decision-making,
implications are apparent for developing a theorly decision-making that
incorporates interpersonal care and health comratioic Thus similar to the
documented clinical implications, if greater effodre made to implement patient-
centred care and patient-centred communication ewtalso considering the
communication impairment, then it follows that kiueal practice will also be

enhanced and so too the process of decision-making.

5.4.3 Implications for Future Research

Although the previous sections on clinical and tke&oal implications highlight areas
of future research required in order to modify Brip theories and practices or
develop new ones, the following discussion brigfycuments the most significant

research possibilities that arose from the presteiaty.

Given that the present study was solely a deseepstudy that explored a small
sample of participants’ perceptions pertaining tbiMmanagement, more in-depth
research is indicated in this regard. For exantf@eause it cannot be said with
certainty that the findings of this study can bplegal to larger groups of persons with
MND around the country and across cultures, thidysheeds to be replicated using

larger samples and different cultural groups toedeine whether similar MND
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management trends would be yielded throughout Sd\tica. Moreover the
inclusion of observational measures and the elioitaof HCPs' perceptions may
function to cross-check the perceptions of MND trealre consumers as well as

enhance the depth and value of findings that aelgd in future studies.

Although the findings of this study are indicatwemanagement practice specific to
persons with MND, similar results may be commonotber neurodegenerative
conditions. Consumers of this literature are tfogee cautioned from making the

assumption that persons with MND are significamtigmanaged in relation to other
conditions. This study should thus be repeatedgugifferent clinical populations to

ascertain any commonalities that may be inherenihéomanagement of individuals
with different neurodegenerative disorders. Moggoby repeating this study using
individuals with Parkinson’s disease and Alzheirsedisease for example, the
researcher may be offered the opportunity to dravthe strengths of clinical practice
from these various conditions, in order to formelat more integrated approach to

MND management.

In view of the fact that the interview schedule dige this study had not been used
previously and had not been validated, rigorougaesh is required to determine
whether the tool was sensitive to the aims of thesgnt study. Further research
regarding its reliability and validity will also@in informing future researchers as to
whether the schedule as a whole or even partsahesmould be useful for future
investigations. Furthermore with respect to theppsed framework of ideal service
delivery for MND healthcare consumers, detailedestigations are required to
determine the value, effectiveness, and feasibditytilising this structure for the
management of MND. Research in this area is @s$ehthis framework is to be
utilised in the future, given that at present itnigrely a proposal for ideal MND

management that as yet has not been tested enfipirica

In acknowledging that the design of this studyitda participants’ perceptions in a
once-off manner, further research is required tedain the stability of perceptions
over time. Since one cannot predict whether peimep of patients will stabilise or
change over a six-month period for example (Siketnset al., 1991), the need for the
present study to adopt a longitudinal design wines@agement patterns are analysed

over time is reiterated (Arora, 2003).
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Despite the fact that this study included the patioes of family members regarding
MND management, little attention was paid to thedseof these individuals and to
what they as caregivers require throughout thessoaf the MND journey. Moreover
since the needs and goals of persons with MND hei taregivers differ from one
another over the duration of the disease (Tradl t2003), and to date there are few
studies that have investigated the psychologicatust and attitudes of MND

caregivers, research undertakings in this aremdreated.

Finally in accordance with the fact that the resudf this study indicated that
participants’ perceptions provide a valuable mefmsinforming improvement in
MND management, outcomes research confirms therigpee of the patient’s point
of view as central to clinical medicine and a fumeéatal method for achieving
patient-centred outcomes (Sullivan, 2003). Howewsrtause evidence-based
medicine focuses on offering healthcare providdre best evidence available
regarding the most appropriate treatments for idiffepatients, the scientific ideals of
healthcare cannot be undermined (Bensing, 200@ncel in the case of the present
study, speech-language pathologists for exampld teensure that the treatments
which they prescribe are not only perceived as @etde by MND healthcare
consumers, but have also undergone rigorous erapigsting to ensure their efficacy
and effectiveness. In an attempt therefore tanadigpjective and objective medicine
(Bensing, 2000), future MND studies need to comlamiglence-based medicine and
patient-centred care. In addition such studiesdnée incorporate health
communication, given that communication plays a kele in bridging the gap
between clinical practice and clinical science (&eg, 2000).

5.5 CONCLUDING COMMENT

In acknowledging that persons with MND and theimilg members perceived the
medical and rehabilitative management of MND toibadequate, this study has
challenged current healthcare paradigms and ramed possibilities than certainties.
Moreover since the pathogenesis of MND remainsreaig, there is one certainty
that until such time as a cure is discovered, H@Heed to pay greater attention to
symptomatic treatments in order to optimise quabfylife and compassionately
journey with the patient and family from activeelifo death (Francis et al., 1999).
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In response to the fact that the entire systemenofisg patients has been reformed
(Johnson & Jacobson, 1998b), the scientific nadfirevidence-based medicine must
now be aligned with the subjective contributionspatient-centred care (Sullivan,
2003), whilst simultaneously ensuring optimal Heedrre in the presence of managed
care demands and financial cutbacks (Fossum & Aflus; 2004). Furthermore in
keeping with these transformations, healthcare idevs are therefore urged to
undertake a major effort to overhaul the mannewinich they deliver healthcare
services to patients (Cornett, 2006). Consequeskije it has been demonstrated
that MND management stems from an overlap of patentred care, patient-centred
communication, and bioethical practice, requiremefor service delivery reform
mean that quality MND healthcare can only be att@inf current practice is
compatible with the needs of healthcare consunessyell as those of healthcare

providers and healthcare funders (Pietranton, 1998)

In conclusion since the medical and rehabilitathenagement of MND is therefore a
complex endeavour that is ripe for additional stfeninquiry, possibilities clearly
exist to destroy barriers to satisfactory healtbcand thus improve patient
perceptions and the overall quality of care forhbpersons with MND and their
family members. However because the nihilistiduade of HCPs regarding MND
healthcare appears to be more terminal than MNE&lfjtkealthcare providers are
urged to shift their mind-set regarding the medamad rehabilitative management of
persons with MND and their family members. Aftéria the absence of a cure and
the inability to alter the pathology of the antefmrn cell (Mulder, 1980), at the very
least MND healthcare consumers desire autonomye, aamfort, and support to
enhance their quality of life and overcome the atlss of living with an inexorable
illness (Sufit, 1997). And thu8in knowing that it is fatal we just want him tovg us
support and let us know that he acknowledges almfgs. This experience is after
all not only about just paying for the health préioner’s advice, he must care too”

(Participant in this Study).
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APPENDIX A

FRENCHAY DYSARTHRIA ASSESSMENT SCORE SHEET
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APPENDIX B

ADMINISTRATION AND SCORING OF THE FDA

The FDA comprises eleven sections including a)exefb) respiration, c) lips, d) jaw, e)

palate, f) laryngeal, g) tongue, h) intelligibility rate, j) sensation, and k) associated factors.

The researcher administered the first eight sulmsecbf the assessment by asking the person
with MND to complete a definitive set of tasks as aut in the FDA manual. The researcher
first demonstrated each task, and a final score n@asrded on the participant’s second
attempt at the task. Scoring was completed acegriti the FDA manual, where a 9-point
rating scale was used to score the participansgarses for each subtest. The FDA manual
depicts the 9-point scale in terms of letters @ #iphabet, where the letter “a” indicates
maximum function and the letter “e” represents maction. The results were recorded on a
bar graph with the 9-point scale on the verticaba&and the individual tests of the eight
subsections along the horizontal axis. For eatitestia vertical line was drawn up to the
appropriate point along the 9-point scale, so agflect the severity rating of that particular
task. On completion of the assessment a pattetheoparticipant’s disorder was visibly
clear, revealing areas of speech which were mabtemst affected. Although the possibility
exists on the FDA to evaluate speech performandivdna between each letter of the
alphabet (a-e) thereby resulting in a 9-point sctiere are no alphabetical letters that
correspond to these intermediate points. For thpgse of the present study therefore, the
alphabetical letters on the 9-point scale werestedad into numerical values, allowing a
number to be attributed to each intermediate poirte lowest score “e” on the FDA score
sheet was thus rated as 1 and indicated no funatibihe the maximum score “a” was rated

as 9 indicating normal function.

The subtest of intelligibility involved rating thgarticipant’s production of words, sentences
and conversation. In order to score the subtestrately, the participant’'s production of
words, sentences and conversation was tape recamtglayed back to an independent
speech-language pathologist. The speech-languasgelpgist was required to listen to the
tape recording of the words and sentences andatadiwhat he/she had heard. Thereafter
this interpretation was compared to the actual wad sentences that the participant had
been required to produce. Scoring was made acuptdithe guidelines in the FDA manual,
grading participants according to the number ofdsanterpreted correctly by the listener.

In terms of rating conversation, the independeresp-language pathologist was required to
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listen to a recording of the participant’s spontarge speech and rate it according to five
possibilities outlined in the manual. These fia&ng options ranged from no abnormality to

the patient being totally unintelligible (Enderld@84).

The final component of the FDA comprises the threeaining subsections of rate,
sensation, and associated factors, all of which diseussed below. For each of these

sections, space is provided on the FDA score sheetord the findings.

Rate of conversation was analysed from a spontaneouschpeecording, whereby the
number of words per minute was counted and comparewrmative data provided in the

FDA manual.

Sensatiorntasks were performed to identify participants wgtioss sensory loss. The FDA
manual provided simple guidelines in order to cadushort test that yielded information

regarding sensation.

Associated factors or influencing factarelude hearing, sight, teeth, language, mood and
posture, and required the researcher to establistther any of these factors affected or
contributed to the participant’s overall speechfgrenance. The researcher was required to
ask the participant whether he/she had any concetating to hearing and sight, as well as
observe the participant and record any associabsgéreations. In terms of teeth, the
researcher was required to examine the teeth adeéftures of the participant, as well as
note the condition of the teeth and gums. Expvesand receptive language was evaluated
on the basis of the researcher’s interactions thighparticipant, noting the need for a detailed
language assessment. Whilst it is acknowledgetsieh a simple observation is by no
means a comprehensive assessment of expressivereapgtive language, additional
language testing was excluded from the study onb#egs that language competency is
relatively intact in individuals with MND (Francest al, 1999). Mood was evaluated based
on the researcher’s perception of whether or netgarticipant demonstrated insight into
his/her condition, and whether he/she was motivateti cooperative during the assessment.
The final factor of posture was based on an observay the researcher, where symmetry of
the chest and head was noted, along with headatamitren speaking as well as any visible

tension in the head and shoulders.
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APPENDIX C

GRAPHICAL REPRESENTATION OF PERFORMANCE ON THE FDA
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Frenchay test results - Unit 1
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Frenchay test results - Unit 2
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Frenchay test results - Unit 3
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Frenchay test results - Unit 4
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Frenchay test results - Unit 5
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Frenchay test results - Unit 6
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APPENDIX D

RESEARCH CLEARANCE CERTIFICATES

UNIVERSITY OF THE WITWATERSRAND, JOHANNESBURG

[ivision of the Deputy Registrar {Research]

HUMAN RESEARCH ETHICS COMMITTEE (MEDICAL)
R4y Marctt

CLEARANCE CERTIFICATE FROTOCOL NUMBER MO40420
PROJECT The impact of communication impairiment oo the

overall manazement of persons with amyothophic [ateral Sclerosis (ALS)

INVESTIGATORS e C Marett

DEFPARTMENT Speech Patholegy & Audiology
DATE CONSIDERERD 040507

DECISION OF THE COMMITTEE* Approved unconditionally

may b renewed upon

applicalivn.

DATE O 0630 CHATRPERSON ...oociiian™

(Professor PE Cleaton-Jones)
=Guidetines for written “informed consent’ attachied whers applicable
cor Buperviser Mirs K levin

DECLARATION OF INVESTIGATOR(S)

T ke completed in duplicate and ONE COPFY retumed to the Secretary at Room 10005, 10th Floos,
Senate House, University,

T'We fully understand the conditions undes which T amiwe are autharized to carry out the abavementionsd
research and Thwe guarantee to ensure compliance with these conditions. Sheuld any departere 1o be
contemplated from the research procedure as approved Lwe undertake o resubmit the pratocal to the
Committee. L agree to a completion of a vearly progress ort.

PLEASE QUOTE THE PROTOCOL NUMBER M ALL ENQUIRIES
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02 AUG 2004

READER™S REPORT: FACULTY OF HUMANITIES
Reavew: D, AL R, PEIRSON

Marett, T (990433V)]

The Impact of Communication Tmpairment on the Overall Management of
Persons with Amyotrophic Lateral Selerosis

MA (Speech Pathology}

Drecision: Aceepfed withow! veviviag

The candidate has presented a tharouzh and detailed proposal.  The literature review
shows a comprebensive coverage af the relevant [tersture,  The rationale for the
study is clear as a consequence of the literature presented.  Afms ore clearly
explivated and research guestions follow adequately. The methods suggested seem
apprapriate. The semi-stroctured interview seems to address relevant issuss and will
b fine tuned during o pilat study. Ethics are considered and submission has been
made 1o the ethics commities.

| have no reservations about accepting this propasal,

AR Peirson (D)
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APPENDIX E

LETTER OF PERMISSION TO RECRUITING BODIES

University
of the Wirwatersrand,
Johannesburg

Speech Pathology & Audiology o
School of Human & Community Development .

Spyats Bag 3 W0 BIE0 SovinAdca ¢ Talepnons 420 11-91 ey ? o Fax =27 11-717-572
29 March 2005

Dear Colleague

My mare 15 Coletre Marert and [ am a postgraduate student in the discipline of Specch Pathology, at
the University of the Witwatersrand.  As part of my basters Degree T am conducting a siudy on
Amvotrophic Lateral Sclerasis (ALS) and communication impairment. The purpose of the study is
to establish whether the communication impairment that ocours o ALS, impacts on the
management of the disease process.

During the course of ALS many individuals experience a speech deficit known as Dysarthria, which
affects speech intellizibility and therefore Impairs communication. As the illeess progresses the
speech impairment becomes increasingly worse, having a negative impact on commumcative
interactions with friends. family members and possibly those professionals that are involved in the
management of the case  Given the nature of the illness most individuals with ALS are likely 1o
require a variety of different interventions {e g, medical treatment, physiotherapy and psychofogical
attentiony and it is of course the right of the person with ALS to indicate hisher preferences
regarding the management that hefshe would bke 1o receive.  However, it is possible that the
presenting communication impatement may affecr the person’s ability to reveal these preferences
regarding the management of the case.

It is hoped that by understanding how the communication impairment expericneed n persons with
ALS impacts on the management of the illness, Speech-Language Pathologists will be able to
develop more appropriate means of faciliating communication between persons with ALS and
practitioners, and thus facilitate in improving the overall management of ALS,

1 therefore wish to conduet & study to ascertain whether impaired communication does affect a
person with ALS from conveying histher preferences of treatment, and hence the management of
the tllness. 1n order to complete the sedy | require interviewing and observing people with ALS,
their friends or family members invelved in the management of their case, as well as those
professionals who wreat the individual ona regolar basis,

In arder o locate such individuals T hereby request permission o gain access to your database to
determing whether you have any persons with ALS that meet the critena specilied for the study, and
obitain their contact details to establish possible participants for my study, The details obtained
would be kept stoctly confidential and anoaymity is assured.

Psychoiogy = Sooal Wark  + Speech Pathlogy and Avdiology = Spoecial Egueations! Needs/Educational Peyeholooy
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I have been granted ethical clearance, from the Committes for research on Human Subjects, at the
University of 1he Witwatersrand, and am thus permitted 1o conduct the study,  [F vou have any
queries regarding this study, please do nol hesitate (o contact me on (011 $49-4618 (home) or 083
102 6762 Furthermore, should you wish 1o be informed of the results of the study, a summary of
the findings will be made available on reguest.

Thank vou

Yours sincerely

Colarte Maret

Research Supervisor: Mrs Karen Levin
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APPENDIX F

INFORMATION SHEET FOR RESEARCH PARTICIPANTS

University
of the Witwatersrand, ==
Johannesburg

=4

Speech Pathology & Audiolomy
School of Human & Community Development

Bt Bag 3, Wails B850, Soutn Alnsa » Telephone: ¢ 20-31-00 2007« Fax: -27-11-717-4872

@b

INFORMATION SHEET

29 March 2005
Hello, my name is Colette Marett

I am a postgraduate student in the discipline of Speech Pathology, at the University of the
Witwatersrand, As part of my Masters Degree 1 am conducting a study on Amyotrophic
Lateral Sclerosis (ALS) and communicstion impairment. The purpese of the study is to
establish whether the communication difficulties that are experienced in ALS afTect the
general management of the condition,

During the course of ALS, many individuals may experience communication difficaltics.
This means that a persen may have trouble speaking, possibly even affecting one’s ability to
direct personal care, make personal decisions or lunclion in today™s environment, As ALS
progresses these communication difficultics may become worse and a point in time may be
reached when communicating with friends and family members may be very difficull and
rustrating. For many people living with ALS it is not uncommen to be receiving treatment
from a variety of different professionals, such as the doctor, phyvsiotherapist, psychalogist and
speech language pathologist for example, However, it may be fund thal communicaling or
speaking to these individuals can also be difficult, possibly affecting one’s ability to discuss
congerns and preferences about treatment.  Such difficulties may lead to misunderstandings
between the individual concerned and the professional being consulled, resulting perhaps in
much unnecessary frustration.

[t is hoped that by undersianding how speech and communication difficullies experienced in
ALS affect the management of the condition, Speech-Language Pathologists will be able 1o
develop more appropriate means of assisting people with ALS communicate, and therely
facilitate in improving the management of ALS.

I have obtained vour contact details from the Motor Neuron Disease Association of South
Alfrica and wish to invite you a&nd any friend, family member or caregiver that assists you
regularly and is involved in your treatment, to participate in my study, in order to establish
whether communigation difficulties do atfect the management of ALS. In order to complete
my study | would like 10 conduct an interview with you and an important friend, family
member or caregiver that assists you on a regular basis (e.g. helping you with daily routines,
driving you to appointments or organising yvour personal affairs). During the interview, 1 will
be asking specific questions for which you need 1o respond verbally, In the event that you
expernience difficulty speaking, the interview will be adapted to suit vour communication
needs. Based on the fact that [ wish to understand both your perceptions and a friend, family
member or caregiver's perceplions regarding vour communication, T will need to conduct
both imterviews at separate times,

Pepchology  + SocialWork = Speech Pathology and Audilagy +  Special Educational Nesds/Educationzl Paychology



During the course of the interview I will also be required to assess vour speech  This
assessment will involve additional questions and completing various speech tasks in order for
me o rate the clanty of your speech and the effectiveness of vour communication.  As the
management of ALS is seen as a team effort, [ would zlso like to interview all of the
professionals (e g. doctor, physiotherapast, psychologist and speech language pathologist) that
are involved m the management of your ALS, This interview would aim to establish how
these professionals perceive your communication abilities and whether they feel that certain
changes, in terms of communication, may be able to improve their management with you
Thus on completion of the interview, [ will ask vou to provide the contzct details of such
professionals.

During each interview and the assessment, a second Speech-Language Pathologist may be
present in the room to ensure purely that I conduct the interview in an appropriate manner.
The second Speech-Language Pathologist will not actually be involved in interviewing you
Each interview, including the specch assessment, should take approsimately | to 1% hours te
complete. Both you and vour friend, family member or caregiver can be interviewed on the
same day or separate davs, depending on what 15 most convement [or vou,  All responses
during each interview will remain strictly confidential and anonymity is assured.

Your participation i the study s voluntary, and refusal to paricipate will invalve no
penalties, nor will it be held against you in any way. You are also welcome to withdraw from
the study at any time, as well as refuse to answer any questions asked. On competition of the
study, all responses from cach interview will be destroyed

IF you have any queries regarding (s study, pleass do not hesitate 10 contact me an (011)
B42-4418 (home) or 083 302 6762, Should you wish to be informed of the results of the
study, a summary of the lindings can be made available (o you an request

Thank you

Yours sincerely

Colette Marett

F2
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APPENDIX G

CONSENT FORMS FOR RESEARCH PARTICIPANTS

University \Q{

of the Witwatersrand,
Jehannesburg

Speech Pathology & Audiclogy V

School of Human & Community Development

Pl Bag 5 WA XED Souin Alvea = Takphond: <2740 FITERFT o o 423917874072

CONSENT FORM FOR THE PARTICIPANT

I hereby consent 1o participate in your research. 1 oam aware that | will be required to
participate in an interview and answer varieus guestions regarding communication and ALS,
as well as undertake a speech assessment. | understand that the interview with myself and the
imterview with my friend ¢ family member ¢ caregiver, must be conducted separately. [ am
also aware that | will be asked to provide the contact details of any professionals involved in
treating me and 1 understand that those professionals will also be asked questions regarding
the management my ALS. [ am aware that g second Speech-Language Pathelogist may be
present during the interview or speech assessment.

[ acknowledge that T am aware of the et that T may withdraw Irom the study at any time,
refuse to answer any questions asked during the intérview, or request that the second Speech-
Language Pathologist leave the room at any time during the interview. [ understand that any
information disclosed will remain confidential and will net be shared between the researcher
and any other party. It is also understood that ancrymity is assured.

Based on this understanding | hereby pive Colette Marett permission to use my responses in
the write up ol the study, and any Tuture publications ar presentations.

Drate:

Sigpature of the participant:

Signature of the researcher (. Marett):

Psychology « Social Wark = Speech Patholagy and Augiojogy = Special Edueational Needs'Educational Peychalogy
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of the Witwatersrand,
Johannesburg

University g
co iy,

Speech Pathology S Audiology
School of Human & Community Development

CONSENT FORM FOR FRIEND { FAMILY MEMBER { CAREGIVER

I am aware that the person [ am canng Tor has given hisfher consent (o participate in your
study and therefore also hereby consent to participate in vour research. | am aware that an
interview will be conducted where [ will be required to answer various guestions regarding
the communication and management of ALS, [ understand that the interview with the persen
that | am caring for and the interview with myself nost be conducted separately.

Furthermere, | understand that | may withdeaw from the study at any time, or sefuse to
answer any questions asked doring the interview, 1 am awane that a second Speech-Language
Pathologist may be present during the interview process and that [ can request that this persen
leave the room at any time during the interview. | understand that any information disclosed
will rermain conlidential and will not be shared between the researcher and any other party. It
15 also understood that aponymity is assured,

Based on this understanding, | hereby give Coletle Marelt permission 10 use my responses in
the write up of the study, any future publications or presentations,

[Date:

Sipnature of friend / family member / caregiver;

Signature of the researcher (C. Mareit):

Paychology  +  Social Work = Spesch Patholngy and Audiclogy = Special Educational NeodsiEducational Fayoholtgy
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APPENDIX H

LETTER OF THANKS FOR RESEARCH PARTICIPANTS

Liniversity
of the Witwatersrand,

Tohannesburg
Speech Pathology & Audiology
School of Human & Community Development
Privnitn Bag 3, Wis D080 Souln Alrca » Tekprone +27-15-T18-6507 +  FRG +27-11-Ti7-a573
05-09-20045

Dear

Thank you very much for agrecing to participate in my study on Motor Neuron Disease, The
information that bath you and your caregiver provided has been invaluable to my study, and 1
am very grateful for all your personal experiences thal you shared with me. The time that
you have both given towards my research project is much appreciated.

Should vou be experiencing any communication and‘or swallowing difficulties at present, or
begin experiencing problems in the future, and wish to seek the advice of a Speech-Language
Pathelogist, [ have provided various contact details below:

e« Spouth Alrican Specch-Language Hearing Association — (012} 633-2114.  This
association will be able to provide you with the contact details of various Speech-
Language Pathologists in vour area. It is advisable that you request the names of
therapists who work in the field of Adult Newrogenic Communication Disorders.

o Speech Pathology & Audiology Department al the University of the Witwatersrand -
(01T} 7174367,

& Department of Communication Pathology at the University of Pretoria — (012) 420.
2357,

Should you have any guerics please do not hesitate to contact me on 083 302 6762,

Kind regards
Coletie Marett

Poychology  + Social Work «  Spesch Pathology and Avdiology = Special Educational Negds/Educational Peychalagy
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THE COMMUNICATION TAXONOMY OF PERCEPTIONS REGARDING THE

MEDICAL AND REHABILITATIVE MANAGEMENT OF MOTOR NEUR  ON
DISEASE




THE COMMUNICATION TAXONOMY OF PERCEPTIONS REGARDING THE MEDICAL AND REHABILITATIVE

MANAGEMENT OF MOTOR NEURON DISEASE

Date of Interview: Interviewer:

Place of Interview: Inter-Rater:

SECTION A: Personal Information

To be completed when interviewing person with MND

Name / code: Date of birth: Gender:

Date of onset of symptoms:

Date of diagnosis:

Current symptoms:

Extent others relied upon for ADL:

Current daily activities:

Current or premorbid occupation:

Members of the Unit:

Current management received:

Current communication mode:

Speech therapy history:




To be completed when interviewing caregdiver

Name / code:

Date of birth:

Gender:

Current occupation:

Relationship to person with MND:

Number of hours spent with person with MND per d

Date of onset of symptoms:

Date of diagnosis:

Current symptoms:

Role in the Unit;

Formal training received to care for the termindlty

Formal training received for communicating with

communicatively impaired individuals:

* In this context caregiver refers to any family niem significant other individual, or trained iniflual that cares for the person with MND on a ragblasis.



SECTION B: Perception-Based Communication Profile

To be completed for all participants

1. Communicative Style of the Professional
The professional speaks in a clear and understéndamnner

8 Probes:
= Articulation Vocal entsity Intonation Flow (e.g. stutter)
Tw Rate Ihggbility Pause Stress
Q 8 Quiality
bz
nZ Comments:

o

<

o

NON-LINGUISTICS

The professional facilitates verbal communicatimmtgh non-verbal means

Probes:
Eye contact Proxesnic Facial eagsions
Body posture

Gesture

comments:




LANGUAGE

The professional’s manner of speaking and the ocbuatewhat is said is easy to understand

Probes:
Sentence length Sentence cofitple Jargon
Turn-taking Topic initian Repair

Quiality of information Relevance of infaation

Complexity of explaioas
Quantity ofanrmation

comments:




META-LINGUISTICS

The professional thinks about what he/she says whesmitting messages

Probes:

Aware of miscommunications/breakdowns

Repairs breakdown (how)

Makes modifications to suit individual’'s needs (Wha

Adjusts content appropriately (e.g. jargon)

Topic adherence

Directs conversation to person with MND and/or garer (what is preferred)

Comments:

The professional thinks about messages that aeévezt

Probes:

Acknowledges contributions from person with MND #rccaregiver
Patient in receiving incoming signals

Probes further when limited information/single woedponses are given
Accurate interpretation of incoming signal

Responds appropriately to incoming signal

Willing to facilitate individual’s communicative taimpts

Aware of miscommunications

Requests clarification

Comments:




INTEGRATION OF

SUBSECTION

Additional comments regarding the communicativéestf the professional




2. Communicative Content

TRANSMITTING INFORMATION

The professional provides information about MND

Probes:

Diagnosis

Possible causes

Course of disease

Expectations for the future

Reviews information provided

Sufficient information for decisions (no harm)
Sense of “hidden information”
Overestimates knowledge

Usefulness of information

Feeling of being harmed or damaged (physical vs. eftional vs. intentional harm)

Comments:




TRANSMITTING INFORMATION

(Continued)

The professional provides information about managggrim general and the future

Probes:

Recommends appropriate management & options
Rationale for recommendations

Side effects

Length & duration

Effectiveness

Implications (financial; time)

Support groups

Living wills

Sufficient information for informed decisions
Overestimates knowledge (harmful)
Collaborative decision-making within the Unit

Comments:
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RECEIVING INFORMATION

The communicative behaviours of the professionghawledge the person with MND and/or the caregsveeeds

Probes:

Listens attentively to person and/or caregiver

Clarifies information/re-explains information misierstood

Gives person time to convey his/her message

Inappropriate interruptions

Opportunity for questions

Provides comfort beyond the facts

Acknowledges individual opinions

Sense of confidentiality/privacy

Listens, acknowledges, acts on the person with MiN@Yor the caregiver’s decisions

Comments:

INTEGRATION

OF
SUBSECTION

Additional comments relating to communicative conte




3. Healthcare Consumer-Professional Relationship

111

PERSON WITH MND

The communicative behaviours of the professionahawledge the individual with MND as a person

Probes:

Treated with compassion

Makes self available

Warm, friendly & empathetic

Acknowledges person’s preferences
Acknowledges person’s limited medical knowledge
Offers encouragement

Involved in decision-making

Does best to promote health and well-being

Sense of being told the truth

Respects person’s decisions

Dealt with confidentially

Sense of honesty in the relationship

Sense of lies/broken promises

Ignores/cutting off

Gives time of day

Delivers information in a tactful manner that ig dsrespectful/burdensome
Waiting times/ability to get appointment

Offers maximum support

Understands individual’'s experience of MND

Comments:




112

CAREGIVER

The communicative behaviours of the professionkhawledge the caregiver as a person

Probes:

Warm, friendly & empathetic

Acknowledges that caregiver knows the person wdkeision making
Support

Respects decision making

Does best to promote well being

Makes self available (e.g. phone calls)

Sense of lies/broken promises

Ignores/cutting off

Sense of being told the truth/honesty

Delivers information in a tactful manner that ig dsrespectful/burdensome
Gives time of day

Dealt with confidentially

Put at ease & gives reassurance

Understands individual’'s experience of MND

Comments:

INTEGRATION

OF
SUBSECTION

Additional comments relating to the healthcare comer-professional relationship




4. The Person with MND as a Communicator

113

TRANSMITTING INFORMATION

The person with MND is able to transmit messagtsctvely

Probes:

Articulation

Vocal quality

Intelligibility

Non-verbal communication

Alternate communication

Sentence length & complexity

Topic initiation

Aware of breakdown

Topic repair

Turn taking

Topic adherence (provision of relevant subjectifierimation)
Asks questions

Willing to transmit own opinions, preferences ardidions
Truthful and honest about own concerns regardirdgine
Kept any promises made with professional

Ccomments:
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RECEIVING INFORMATION

The person with MND is able to receive messagesaahdn them

Probes:

Aware of miscommunications

Requests clarification

Accurate interpretation of incoming messages

Listens and acknowledges information received
Acknowledges professional’s opinion

Asks guestions for information that is difficult tmderstand

comments:

INTEGRATION

OF
SUBSECTION

Additional comments relating the communicationhef person with MND
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SECTION C: Concluding Comments

Can you comment on whether you feel the manageaidiD is influenced by the communication impairrtf&n

Do you feel that the professional’s communicationkdlls are representative of his/her interactions wih all patients, regardless of the

communication impairment?

Which members of the Unit do you feel are mostaife in terms of their communication abilities?

What changes should persons with MND make to impratheir communicative interactions with professions?

What changes should professionals make to improvéagir communicative interactions with persons with MND and other members of
the Unit?




APPENDIX J

FOCUS GROUP CLEARANCE CERTIFICATE

University
of the Witwatersrand,
Human Research Ethics Committee (Medical) Johannesburg
(formerly Commitee for Besearch on Human Subjects (Medical)
Sncmilarias: Reseassh Dffice, Roam SHIOOOS, 108 Thear, Secsts House

= Teiephane: 427 11 717-1234 + Faxo 427 11 5595708 ok
Privata Bag 3, Wis 2080, Scuth Alica

8 October 2003

Colette Marett

Department of Speech Pathology

Srhaol of Human & Community Cevelopment
mthombao Building

University

Dear Colette
RE: ROT L MD4042

Thig |etter serves to confirm that the Deputy Chairman o the Human Research 1
Ethics Committee (Medical) has approved your request an the abovementione
protocol. Copy attached.

Yours sinceraly
.- il

7
Cf -
By e

> o e

e

Anisa Keshay (Ms)
Secretary _ :
Human Research Ethics Cammittes (Medical)
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APPENDIX K

INFORMATION SHEET FOR FOCUS GROUP PARTICIPANTS

University
of the Witwatersrand,
Johannesburg

Speech Pathology & Audiology
School of Human & Community Development

PFriafitn Sag B, Wis 30500 Souln Arss « Talegnons <270 17174870« Fose «2F-11-117-4572

INFORMATION SHEET FOR ETHICIST

20 Seprember 2005
Drear Ethicist

My name is Colette Marett and 1 am a postgraduate student in the discipline of Speech
Pathology, at the University of the Witwatersrand,  As part of my Masters Degree [ am
conducting a study on Amyotrophic Lateral Sclerosis (ALSY and communication impairment,
The purpose of the study is to establish whether the communication impairment that ocours in
ALS, impacts on the overall management of the illness process.

Diuring the course of ALS many individuals experience a speech deficil known as I3ysarthria,
which affects specch intelligibility and therefore impairs communication.  As the illness
progresses the speech impairment becomes increasingly worse, having a negative impact on
communicative interaetions with friends, family members and possibly those professionals
that are involved in the management of the case. Given the nature of the illness most
individuals with ALS are likely to require a variety of different interventions (e.g. medical
treatment, physiotherapy and psychological attention) and it is of course the right of the
person with ALS to indicate his/her preferences regarding the management that he/she would
like to receive. However il is possible that the presenting communication impairment may
affect the person’s ability to reveal these preferences regarding the management of the case,
and thus give rise o various ethical dilemmas,

It is hoped that by understanding how the communication impainment experienced in persons
with ALS impacts on the management of the illness, Speech-Language Pathologists will be
ahle o develop more appropriaie means of facilitating communication between persons with
ALS and practitioners, and thus facilitate in improving the overall management of ALS.

In order to ascertain whether impaired communication does aflect a person with ALS from
conveying histher preferences of treatment, thus affecting the management of the illness and
piving rise to different ethical concerns, | have conducted face-to-face interviews with
various persons with ALS, as well as their caregivers, Part of the analysis of my data ER
identify the different ethical dilemnmas that arise in the management of this condition. In
order to compliment my analysis and report the lindings in the most objective manner as
possible, | wish to conduel a locus group with various ethicists so as to discuss the data
oblained and establish the perceptions of such individuals who are knowledgeable in the field
aof Ethics.

[ have obigined vour comact details from Professor Cleaton-Jones, and hereby wish to invite
vou to participate in the focus group that [ will be conducting,  Given your knowledge and

Paycholagy » SocialWork  »  Speech Pathology and Audiclagy Special Educational NegdsEducational Peychology



experience in the field of Ethics, | would appreciate establishing your perceptions and ideas
with regards to the various ethical dilemmas that | have identified as oceurring currently in
the management of ALS. During the focus group I will be presenting my findings, and a
discussion will then be held whereby vou and other ethicists will be given an opportunity to
provide input on the different coneerns that are raised. In addition, the discussion that arises
during the focus proup will be tape revorded so as to capture all contributions made by
participants.

The loeus group will run for approximately twe hours and will be conducted at a time most
comvenient for vou, All responses that vou provide during the discussion will remain strictly
confidential in the write up of the siudy, and anonymity is assured, Tt should however be
noted that your identity at the time of the focus group cannot be protected in view of the faet
that several ethicists hesides yourself, as well as various Speech-Language Pathologists, will
be invited to attend this group.  Participation in the stedy is voluntary and refusal to
participate will involve no penalties, nor will it be held against you in any way. You may
withdraw from the study at any time, as well as refuse to answer any questions asked o you.
At any time the tape recorder mav be switched off at your request. On completion of the
study all tape recordings will be destroyed.

If vou have any queries regarding this study or the focus group itself, please do not hesitate to
contact me on (011) 849-4518 (home) or 083 302 6762 (cell). Furthermore, should you wish
to be informed of the results of the study, a summary of the findings will be made available
O Tequest.
Thank you.

Yours sincerely

Colette Marctt

K2
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APPENDIX L

CONSENT FORM FOR FOCUS GROUP PARTICIPANTS

University
of the Witwatersrand,
Johannesburg

speech Pathology & Audiology
School of Human & Community Development

Whanln 3, Wiis 200, Souln Alrcs » Toakprons S27.0 7194677« Pac +20-15-F17-15
P Eag 5 i FTALTI7-4577 + 2E1-MTA5YE

CONSENT FORM FOR THE FOCTS GROLUT

| herebw consent to participate in your focus group. | am aware that my atlendance at the
group will require my discussing various cthical dilemmas that are raised. along with other
ethicisis present at the meeting,  Furthermore. | understand that the entire group discussion
will be tape recorded, and that at any time 1 may request the tape recorder to be switched off,

I acknowledge that | am aware of the faet that [ may withdeaw from the stady al any time or
refuse to answer any questions asked during the discussion, It is understood that any
information disclosed will remain confidential in the write up of the study and anonymity is
therefore assured. However, at the foeus group session it i3 realised that my identity cannot
be protected in the presence of other ethicists and Specch-Language Pathologists present,

Based on this understanding 1 hereby give Colette Marett permission to use my responses in
the write up of the study, and any future publications or presentations,

[Date:

Signature of the ethicist:

Signature of the researcher:

Paycholoqy +  SocialWork = Speech Patholagy and Avdiology Special Educational Nesos/Egucational Psyshalogy
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APPENDIX M

CONSENT FOR TAPE RECORDING OF FOCUS GROUP

Lniversity

of the Witwatersrand, EE .
Johannesburg '

A

Speech Pathology & Audiclogy w

School of Human & Community Development

Pyivata Bag 5 Wes 2050, Soulh Mnca » Telephany: +27-01-011 L4577 = Faz «27- 417174572

CONSENT FORM FOR THE TAPE RECORINNG OF THE FOCUS GROUP

I hereby consent 1o the tape recording of the focus group, 1t is understood that at any time
during the meeting [ may request the tape recorder to be switched off T am aware that all
information obtained will remain confidential as far as possible, and that on completion of the
study the lape recordings will be destroved,

Drate;

Signature of the ethicist:

Signature of the researcher:

Faychology = SooafWark +  Speech Pathology and Audiclogy # Special Ecucational NesosEducational Peychaagy



APPENDIX N

THEMES COMMON TO PERSONS WITH MND

UNIT 1

UNIT 2

UNIT 3

UNIT 4

UNIT 5

Swallowing / feeding

Speech-language pathology

Withholding information

Patient communication skills

Emotions

Decision-making

Information

Living will

O PN~ wN -

Hope / encouragement

=
o

. Harm

]
=

. Professional communication skills

=
N

. Informed decisions

=
w

. Rehabilitation referrals

=
SN

. Compassion / warmth / friendlines

=
ol

. Patient preferences / opinions

=
(o2}

. Truth-telling / hidden information

=
\l

. Support

=
(o]

. Treatment: patient versus family

[ =Y
©

. Management of MND

N
o

. Follow-up appointments

N
-

. Professional lack of knowledge

N
N

. Changes to be made

N
w

. Coping with MND

N
D

. Medical aid / finances

N
ol

. Questions

N
(o2}

. Attitude that nothing can be done

N
~

. Alternative medicine

N
(o]

. MND Association

N
©

. Work-up to diagnosis

w
o

. Hospice

w
=

. Availability of professionals

w
N

. Professionals who do not listen

w
w

. Physiotherapy

w
N

. Nothing to lose

w
ol

. Health & well-being

w
(o]

. Stem cell therapy

w
~

. Support groups

w
0o

. AAC

w
©

. Professionals’ personal opinions

N
o

. Time of diagnosis

N
Uiy

. Internet

N
N

. Denial

N
w

. Family

N
s

. Reassurance




THEMES COMMON TO FAMILY MEMBERS

N2

UNIT 1

UNIT 2

UNIT 3

UNIT 4

UNIT 5

Swallowing / feeding

Speech-language pathology

Withholding information

Patient communication skills

Emotions

Decision-making

Information

Living will

OO|N|o (g~ wN -

Hope / encouragement

[N
o

. Harm

]
[N

. Professional communication skills

=
N

. Informed decisions

=
w

. Rehabilitation referrals

[EEY
5

. Compassion / warmth / friendlines:

=
ol

. Patient preferences / opinions

=
(o2}

. Truth-telling / hidden information

=
\‘

. Support

=
(o]

. Treatment: patient versus family

=
©

. Management of MND

N
o

. Follow-up appointments

N
=

. Professional lack of knowledge

N
N

. Changes to be made

N
w

. AAC

N
D

. Health & well-being

N
ol

. Support groups

N
()

. Formal training

N
~

. MND Association

N
(o]

. Medical Aid / finances

N
©

. Attitude that nothing can be done

w
(@]

. Alternative medicine

w
=

. Questions

w
N

. Institutional care

w
w

. Coping

w
N

. Public awareness

w
ol

. Work-up to diagnosis

w
(o2}

. Availability of professionals

w
~

. Professionals who do not listen

w
0o

. Stem cell therapy

w
©

. Nothing to lose

IS
o

. Quality of life

N
Uiy

. Denial

SN
N

. Internet

SN
w

. Professionals’ own opinions




