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ABSTRACT

E S =l =]

Primary coregivers of 8§ patients whe hod suffored severe elosed head fgfury were
assessed hetween 1 aad & years post fnfury. The presence of behasioural, civotional, and
personality diffieultivs in these paticnts, sad the effects of these on the caregivery were
recorded, Patients® apes rangied ftom 169 to 218 sears. The problems they meast
frequensty experienced scomed to yefleat concerns speeific to this age group, Porsouality
disturbanes . the paticuts were sigmiicantlv related fo mood distusbonces in the
caregivery, while pationts® Iovels of adjustment werd not. Caregivor reaetions across time
worg evaloated te assess whetlior o famil’s response to o membor'y head njury are
aptly characterised by Leant % {1986 dovelopmental stage moded, Findings rovealod that
her stages are inadegoate caplonatery constructs, Implications for roscarch and practice
are diseussed,



ACKNOWT EDGEMENTN

T wontd Hihe B expens mn sifivere appireciatiog to the geaple whe Sase contributed o the

smpploion of thes vesvande
- 1t Jansete. i supersaoat. fot b seog sunbatee, pattoiee, time, and offart,

Bosbs Hpwnn, Breoie Walian, D 1 dohor, Stgelen Fawees, and Ve Steptieasan foe

vt gnaredaties st o htanars b s
“ateplicn savagy I einlos puitiviier and asantuniee,
- M danmls b thoes Geloratine S supgie nasioss i tates of aeal

Sl Lank, Bt e Boost, Tae ol those wloe particapaiesd s this study and niade i quensible,

1]



DECLARATION

t liceehy dectare that this dissertation 1 my own work ond that it hae not beea submitted to
sy other Univessity,

v lﬂi@}i&é%ﬁ%‘“liltl‘:il‘lﬂ“‘
STEPHANIE BURROVWS



FAMILY STAGES OF ADJUSTMENT:
CAREGIVERS® EXPERIENCES OF
SEVERE HEAD INJURY

STEPHANIE BURROWS

Masters by Coursework and Dissertation

in the field of Psychology
31 JANUARY 1997




FAMILY STAGES OF ADJUSTMENT:
CAREGIVERS’ EXPERIENCES OF SEVERE
HEAD INJURY

STEPUANIE BURROWS

A dissertation submitted to the Paculty of Arts, Univewsity of the
Witwatersrand, in partial fulfilment of the requivements for Masters by
Coursework and Dissertation in the field of Psychoiogy.

Sohannesburg, 1997,



At either ond of the continuum of aeverity. e can distinpuish most elearly whether the
psychologieal alterations oceur predominantly as the divect o fhe mbireet conscyuraces of
brain damage (1.ezak. 1988). In reality, however. mont hrain-damaged pations are pasitioned
somewhiere betwecn these extrentes, and it bevomes practicalls hapoessibie to distinguish
behaviousal nud emetional expeossions that emanate dircetly frem the fvjured brains and

those that reficet pagients® reactiony to thelr sitantian f.ozak, 1988),

2.2.3. DYSFUNCTIONAL BEHAVIOURS

The powible dysianctiond helios fatirs aresiug from brain domage are poarcrens Furthermore,
the pattera of Hngering doliclts is Rhcly to vary ameng individaaly after ditfuse braln injan.,
The faprovements seen i some functiunal areas and the worseaing of o1 tcome kn ather areas
reveal the multi-fact » ial noture of recovory after TBY (Hrovwn & Nell, 15923, Person variables
{002 S0, A Sectol, jutellectuat, and behiavlotral skills, cte.), injury va dables {o.g. duration
of cama, PTA, beain swelllap, cto) and ensironmental varinbics (0.0 depree of struetuee aod
conststoncy fn paticat’s environment, finauclsl and community sesoureos, ofe. are ivpurtant
wiics corsidering the heterogencity and individuat differences omeng poirons witl TBE - whae

Shosdone (J9%0} calls the *porson-infury-cnvaranment enteome’,

Changes in copnitive, communieative, cmotionst, hehavionral, social, owl motor abilizics can
be seen in cach head-injured patient to some etent (Rosenbaum & Nojewson, 1976) The
literature e the negropsychalogtenl seguelae to head injury roveale problems with poste
tranmatie amnesio, sustatned attention ond coneontration, new learniog A3d memery, higher
level thiinking, moeneol flesihblity, visnal-pereeptoat divturhanees and sarfow: foris of longaspe

difficultics tsve Peek & Yarres, 1954 Comvistont patterny of the most freguently noted



2.2.2, THE NATURE OF DISTURBED PATIENT BEHAVIOUR

Lezak (1988} asserts that the mojority of bralo-isjured paticots csporienee twe different kinds
of behavionen! distarbancess those that are best understood as dircet consegueuces of organie
zonditions: and these that are lndirect corsequences of brain damage or sccondary veacticns
1o tholr altered mental status Although mony of the patient’s emotional and social G- ulticy
may be g conseguence of focters such os copinp with diminished ar altered cagnitive
fonetioning ond understanding of brain fafury, Shorden (19983 axpaes shat o significant
amount of these prehlens scom to stem from the site and the oxtent of the hraln Injors
Thsee dostruction and ossoeciuted metahatic and acuvchumorat changes affect aseampauyiop
hehasloutal and cmutianal changes. For osample, Beeher (19595 argucy that the depression
frequently fonnd in head-injurcd paticnt- is eften voscrsible by treatmens with mood elesaters
that fnersase the brale’s eatechelomine lovels. Although mere roscayeh is nocessary, it &
possible that some patiant problems may he due o neuratzansmitsor dedicits rathoer than to

situational re: ity factors.

In genceal, as the severity of the erganic damape fnereascs, the cafacity for self-auarencss is
deereasdd {F ezak, 1988). Therctare, patlents with sovere traumntie infuries are typicatly only
dimly aware of thele dysfunctions, if at sl At the other etrome are patiens whe have
suvahoed ltle tivene damage. whese potentiol for xelfanaronese is vivtaally intavt, This tweans
that many of these mildly impaired patients are acwicly conscions of thelr residuat Wifflondtios,
Jike yeduced meatal eificioncy. Thusw changes con he embareoswiog, fatigoiag, Qrusteadag, or
cven frighteninps and tvpieal rosponww include anxiety, irritobility, depressiog, or social
withdranal {§ czah. 15885 Those psaebolopicat focters moy complicate recovery after head

injury (Shordone, 19964

[



2.2.1.5. Evaluntion.of GGS as.a mogsure of sovarity

The seale hay not only provided a stondardiced method for doscribing altered Iovels of
consciousnesy, theeehs anuging deterioration cad finprosemeut in the acitte stagcs of TEE bt
it can also nssist in prodicting the ultimate enteane ov it bas been shown to correlate with
severity of injury, prediction of mortality and. 6 some extent, to the merbidity assovinted
with head fnjuey (Bailey & tndowon, 1980 Teasdale & Jeaactt, 19241 Klonofl, Cesta, and
Suow (1980} found that family and paticnt reperts of sockl odjustment en the Katz
Adjustiicat Seale - Relative™s Torm (K202 & 2yorly, 19033 related Alreetly to the initlal GOS

measHrey,

Yot other faetars ace Hmportatt whon wsiag uhtensclotmsness duration o assoss severity, For
example, alterations in G scores beeanse of alcolio! intoxication are well tecopnised (Batley
& Gudeman, 1989 It i« dilficult tu determine whother impaired conseiouwnesy is due to the
head trauma soseripy or alcobalic stupor o cank, 1998} Yhiv is lmportant considerving the

strong sssechation of head Injury with slcelnl intosieation

Gencraily, the use of uncomscinncys durativn as a medsore of soverily iy more agpropriate
for stvere fnfusies shon for wild er moederate domage (DN, Jreuks, 198R), Ferak {1986
awerts that almost all clewd bead fnjury sictimy whose coma duration is longer than a fow
days sulfer lrecversihle atteration of some soclaliv imporiant sspeets of their pwehological

makeop.

9



& W rightson, 1980).

The daration of unconsclousmess ean ranpe fen o fow sccands wit no permanent damage
to prolonged eoma and perhaps death (Jennett, 1983). Tujury to the braln stem Is responsible
for loss of consclomsaoss tBeckor, 19845, ARthough a poried of unconsclonsaess is common after
¢laved head injory and s an Smpertant sipe of dosclaping Intracranial patholagy. sipafiican

hemispherie pathal oy can accur Without the loss of consclotsnos flalley & Gademan, 1989),

2.2.1.4, Glangaw Comn Sealn (OS]

A methad of standardising the assessmuat of nucenseiousacsy de pth. duration, and recovery
i through the gse of the Glasgow Coma Seate tFoasdate & Jenaett, 1970, Ie §x the additive
assensment of three avpects af hehovingr - moter FOSPonse, o3¢ opcaing and «crbal responic «
with scarcs raoping frem 3 {0 IS, Head iajuries hove beea divided jnto three cateporics of
severlty hascd on the GOS scurer scorcs of 13 or more indicate mild head injuries. scores from
% o 18 indicare modurate injury ond sesrer of B ar iove reproscnt sovere iojories. Coma has
heen dofined ax agvusuing with o swore of 8 o2 fowe i g patlent without spontancous e
ageping, motan, or verhal vospomses (Fezak, 1998), Buration of coma tan aisoe be used as an
indicatur of severity, (-20 minutes reproventing mild injurs, 20 miautes to b hours asociated
with noderate injury. and o coma duration of preater thon 6 hewes indicatiap o severe infury
{1020k, 1998), 'ama duratien alene havy been shovws to be o poor predictor of enteome for
paticnts sith brief perieds of coma (2i-30 minutest, hut Ic o goed predictar for mere spvere

injorics e Lozaki, 19095,

H



Studies have attempted to correlate BIA with lonp-term propnesty, and in some cases an
inereased period of PTA was corvelated with fnercased post-traumotie ss mptomatalopy (Boiley
& Gudeman, YY) For example, in a Seuth African study with mild ond moderat. Iy fnjurcd
paticats, Jousen (19893 found +haq ¥ - A dogagien was assucinted with aspects of woll-being,
woead, ond personolity functiviung, For the Frofile of Mood States (Shortened version:
Shacham, 1602 PYA duration »os sipaificantdy vorscloicd with the Beprossiun-Bejection and
Vige nr-Activity factors, Yor the Ripolay Pesa sality Adjecthve Seale fdamsen, 1938y PTA
duration was significoutly currelated with Likes company-Distikes company and Sensithvor
Yasensitive, Hor findings sapgoest that o short pevied of PEYA can alfect the post infor - anlity

of Hie In subtle ways,

Difficulties in defining and esthinating the Juration of B¥A has made its usciulness as o
micasure of soverity yuestionable in tome invtances {Lezak, 19958), Crennall & Wrighson
£1980) point out that estinsnting when memory fvcontinuons, as gpposed to intermittont lucid
staics, can b difficult with confused 6r gphunde putients, Alce, assossment of the dusation of
PTA Teequentiy relios et paticnts® or even relativey' reports meastred retrospretively, These

¢an often Bo inaccuryate,

LN Uronks and MeKinlay 11983 and N. Brooks, Campsie, Symingten, Beattic and MceKinlay
{1987 repartcd tiwt PTA doration did aot arcuratddy diveriminate Between moderately and
severely indured pationts, soggesting that {6 mas wet he adeguately seasitive to classifying for
rescarelr (Lerok, J9OR), It was, hHowever, more accurate than coma Guration in predicting
copnitive stotux twg sears post Injury (LY. Brooks of ok, 1980 in §ezak, 1908), It &5 ol
usciut whica tnfasmation regarding the inftiol njury is incomplete or unasailable (Gronwell

A



for the patient after bospitatication. However, with sovere hend injury, both survivad and
proguosis may be nnecrinin and predictions may c¢hinpe (F.R.Milters 19891, which can be
difficult for the fomily, 'Hhe selationship hetween injury severity and the earegiver®s vuteome

s disenssed Iater fn section 2.4.2.

Tapleal measures 1o st injory sovdrity are the period of post-tranmatic omoesin {PTAL
duration of uncensciousacss, or Glaspow Coema Seale (GOS) svoves (Teasdale & Jommeft
19743 These measares ore briefly doseribed in order to elasity wiat consilented o sovere head
cjury in this stedv. The prediodgve value of these measares of severity Tor hoth cognitive and
soolol vecovery hioe Lecn guostioned, fiewaver, sinee factors «uch as oye and premorhid
characteristics also play a rele in ontvome tJansen. 1989) Wher this0 f w5 are contralicd,
mere posithve sosulis cmeorne. Oddy (19933 and Dalby ond Oberut {891 rovloned the
Hitoratare an bhead Injury fn children and adelesconts, and concluded that & refatlonship

batween GUS seore, cama, antdior PFTA and copnitive deficits exists,

2.2.1.4, PostTomuimatia Amnosia (PTA)

PTA Bas heen defined as the fength of ime from injury to the momoent whon the patient ha
continuovs t emory for ongeing eveants (Balley & Gudeman, 19893 This amncxic poriod bas
Been Ruked todisrapied or tmpatred hippocampal and tempaorat tebe functian (donnett, 19331
These brain structures ave alse likeh to he fovtramontal fa the long-torm problems with
memary osprrienced hy mony wad-injored poatdeats. A peried of BTA up to 1 hiour i
constderce a mid fojury. 1 6 24 hours Iy assoclated with mederate injury, t to 7 dava ks
reporded oy a severe injurs, while a pexiod of PTA greater than 1 woek s linked with a very

sevre injuey,

1]
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A disevssion of those fwsties Is provided belaw, First, the emotionnl, behkavioural, and
personality chongey which typically fottow sevepe hepd infury will be explored, together with
thelr saderhiog neurophysient correlates. Sceond, family reactions te these chauges in the
patient, aud Qe possible cor relatew of the hurden will be examiged. And fipally, the diveussion
will focuy an Leaak's 13986 developmental stope modid of o familys adaptation to kead

fnjory,

NEUROLOGICAL CORRELATES

2.2.1. ASSESSING THE SEVERITY OF TRAUMATIC ARAIN INURY

‘EBls von range from mild and somctimes unvecopuised {njury fo very sovere damage
assoclated with sipaificant morbidity and portaity (Batles & Godemon, 19895 Several
dificrent pathalagical processes ore activated from the time of injury, any or all of which can
Inerease brafo damage and dwsfunction and Bmintsh the degree of functiongl sreavery (1.0,
Millors 198Y9): According to Jenuctt and Bond (1975), assessment of beain damag®
gomplicated hiath by the eambination of meatal aad phssical features, and the prolonged time
poriod over which recovery seoms to continue, Untid the duration of active reepvery angd its
underhving mochonisms have heen defined, and relable reeovery curves constructed, it I

uneclear at what vime since injory slttmate eoteame shoauld he assesscd.

Farly aasevomtent of the sevesity of nery vo the hradn i Impartant fiv terms of managoement
ord prapnudy ¢Jenpette 19832 Niee the family Iy lvolied oven @0 the scuge phases, K B8

fmportant 1o 31y 1o prediet the patien?’s enteame in erder to prepare the family for caring

5



CHAPTER TWO - LITERATURE REVIEW

21 INTRODUCTION

Besides a fow vory varly stadics, real intorest in secovery after tranmotic benin fojur (TBH
bepon in the 19605, The nonroplivsical sequelae were tnitially the primary focus, untH ater
rescarehers rocogniied <hie impartance of emotieaal, personolity, and hehavionral changes
{Brown & Nell, 1992). Although these atter ehanges ore hiphdighted o e prosent stady.
heeatise they are influcticed by the mechanisms, sites, and severity of the injury, the structures

fonvelved, and the age ot fnjury, o dheussion of these Bedes 3 also warsanted,

Much of the litevature en recovery from heoad fuinry bas focussed on paticnts® abilities ta
retura to work. Due to the age greap used in the prosent study. this area was net empliasised,
More aigaflicantly, the importance of helping patients to readjust to family and socint Hfe

must be underlined breanse of the substantial steess experienced by relatlvon y2019 after the
| tajury. Studics examinfog famtly reactions o head Injury appeared 1n the 1970y, and beegme
ineremingly important durlop the 1950s, Rosearchers hoave addresaed the relative® sense of
hurden, eraotfonat disteess, aod impaired psychosacial functioniop, and Bave attempted 1o
fdentfy the major corrclotes of these functivnol arcas. Patient characteristics, Hke injury
severity and rosidint defichts, as potentiol predictors of famils fonctioning, have heen foenssed
on fCampladr ot ab. 1990} More reeently, tovearchers Iase hegan to explore the proeess of
adaptation within the head-tojured family ond, av Lezak (1986) has done, to develop models

to understand this preces

4



chitdlike dependoney. Clenrly, this abrupt change must have negative clfecis on family

functioning and well-heing.

A number of theovists have proprosed developnientol stage mudels to vonceptualise the Inmily’s
adaptation to o mensds s head Injury. Honever. Rape, Bush and Stavia (19921 point out that
Hivpotheses about stages have not been subjected to cmpirieal ivwvestiation. Thils fs important
if suck modals are to be more than of heuristie alue, Lozak (19865 hos proposed a stoge
madel and asserts that family reactions te the sequelae go thvough € stages as theh
appreciation of the patient’s conditfon and how it affects thom ovolves. The present study
wished to test her hypothoses. To cmpirically tost such stoge models §s o meuch peeded aren
of research and hay important elinfen] implicationy. Wortman and Silver (19893 argue that
sultural understandings, #Unieat fo 4, and theotles by prominent weiters In the area Impact
on the assamptions peopre hold abaut how olic should respand to Irrevocabie Tosses (sach as
that which oeeurs with the persensiity alterations followning vevere head injurs) I it 1s
assamed Ghat the family"s adopatien process aufolds fn a pastieniar woy, as Lozak {1986)
would suggesd, those who do not conferm to these expeetations may be lobelled as reacting
abnonnally or inopprepsiately. Fartheraere, if copirieal vescarch devs aat support the
Rivpurhieses proposed in develapmcentsl stage madels, righd adherenee to o model sueh as that
of Lezak 2 {1U86) may lead the elinfeinn to imploment Inapproprinte interventions that actuctly
hinder the family®s adaptation o o member’s head infury (Rape of al. 1992; Wortman &
Sitver, 198%,



the subjective hurden on the family B onc of the major sequelae following brain injury
abthough nonsperific results reparding the level and course of difficultics experienced by Family
mesbers are comman (M. Had. Karmark. Stevens, Faplander, O %lare, & Wright, 1994),
‘The present study attempted to pain o clearer understanding of this area in o South African

population.

s the South Afrizon cantest relatively Bitle work has boen porforiied on fnily reactions to
kead infury. Studwcs on such o population are essentinl beeouse of cultaral differcnces in
fornily stractare and voles, and diffcrencey in the delisery of rebinbifitation sersviccs {Krentiorn,
Gervasio, & Caniplady, 19%4a), These call inta guestion the cuent fo which rescarch fludiogs
from Amoriea or Farope may be applicadle w Sewth African pepulations {(amplain,

Keentzer, & Doherty, 1990

The incldence of head Injury s especiolly high in young odults (18-25 yearsh, and most
rosparchiers Bave Inciuded this ape group in thelr studics, However, Krontzer, Marwiiz, and
Kopler (1892) nole shor Httle Tiay hecn dene to establish the nature of fomily ontcomes for
pationts yvounger than age 17, By choosiug individuals vhe foll in the lower end of this age
interval, prodominantly adeloseents, os the subfocts in this study, this need conlé be addresseds
and at the same tme, divect comparivns with past sfudles with age grougs older thon 17
years would be possible. The life stage of adolescont patieats is an importaut constderation o
terme of the stressey Jikely to be cxpesienced by the retativer. Adoleseence Is a stage when
parents heglo to witness the emergence of o fully functioning human being who can {ill the
various roles and capaelticy expected of o roung adelt, In contrast with o family's normal
evolation fovward the independence of children, head injury con hring o sudden ond to thaee
expeetations and ean place the young porsan hack inte a state of (perhaps poymonent)

T
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CHAPTER ONE « INTRODUCTION

*Head infury happens o peapic » mest oftes young peeple whose lmbdess dreams and
aspirationy ave shattered and whese families are edlled on to assume g role the dimenstons of
widch are often heyondd comprehension and far which they are not prepaved™ (RLE. O°Drfen,

1987, p.A21)

Travmatic head tnfury s o significant pubtic bealth probilem, beiag the most common cause
of brain damage. With the continual improvements ia technolopy and medical care, more head
injured patients are surviving than previously, This results in the relatively new ond asually
trapie phenomenon of physteally fit individuats whose hrafos have bees significantly damaged
{Lezak, 1995} 1t is important then that success with a patient "shonld be measured Iess by
the fact of survival and more by the guality of survival® (Jennett & Bond, 1975, pd8l).
Consequently, there hay been o shift 3a focus to the determination of the pattern of
aegrobehaviousal outcome associnted with head njury since this Is what often deseribes the

subsequent quatiey of life for the poatient {Peek & VWorren, 1989),

Head Injury is usually swstaimed in motor wvelicle accldents, and the rapid
acecleration/deccleration forces typieal of such nmecidents tond te produce behavioural
distarbances with wecompanying personality changes (f.czak, 1986% The characteralogpical
aliterations in the Injuved person typlenlly canses major adjustment probivms for the patient’s

family who do nat evpeets and arc unprepared for, such changes. It has heen sugpested that
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this study must be questioned, kowever, as o result of the smnft number of pa-ticipants {14
wives of brafn-injured men, ondy 2 of which sustaloed ¢lased head inj. ¥4 6 wives of spinal
cord infured mon: and 14 wives of non-indured men}, who constituted u ser: spreific somple
{soldicrs wonnded in battle), The attempt to ehioin humogeneity vogardinn Bme sinee Infury

a8 at the expense of tie number of available subjocts (Rosenbaum & Najenson, 19763

An indicntion of changes In family reactions vver thue was it showg by the lonpitudinat
study by Oddy ot al, {1978a). Using the Walielield Dopression Seale (Snoith, Abmod, Mebta
& Hamiltin, 1971) as a standardised measure te evaloate the cmotional disteess reporied by
refatives, these researehiers found that the werst perdod of stress for relatives teaded to be
shortly after the thjury, with 30% of relatives experfencipg depression at | raonth pest injury.
Depression appeared to Ievel off by the sixth month and ne further reduction was found at
15 aonths, with 28% «1H dopressed at these assessments, Keeutzer of ol (19943) alwo found

258%% of velatives te be doprossedd, although this wos found ag 2 years pose Injury,

Farthermats, in Oddy e nl's (1978a) proup, 25%; reported an Hlness dwing the preeeding
O monthy, »ith approximately 8%% on tranquillisers or antidepressants. ‘This i3 a naticeable
differenes to Panting and Merry 'y 6195 aod thie discrepaney sagpests the importance of using
a standardised, quantitative asstssment micthedology, Buth the Wakeficld Scales and the Katz
Adjustment Scale employed by Oddy of al. hiad Been used previously with ethor populations,
allowiny direct comparisons with prier and fortheaming veseorch. The use of the Katz

Adjustment Scole in the present study fucilitated such comparisons,
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fuals to meet the chionging noeds of its members (Bapfin, Smith, Grobstela & Fischman,
1973; Koseullok, dMeCubbin & Melubbin. 1993 F.JR. Miller, 1980 Waaland. 1990} There
have been fow stadies which have examined how fwilfes sucecssfully manage and cope nith
the demands of head Infurs. Numerons reeent sesearelters (0,20 Noscailek of al, 1993 Olson,
Russell, & Spronkie, 1953 Rape of al., 1092) Ygse argued that a family systems perspestive
is necessary to understand tiis adoptation precess. Family steess and coping theory, with its
focus on the impact of major stressors an the fombly and fomiy offorty 10 manage thean has

also been supgested as a thearetical bave from which te work {Reoscuifek, 19943,

2.3.1, FAMILY RESPONSRS

Panting and Merey (19723 were amony the first to imvestigate family reaesions and reveated
e magunude of post injury fomily problems, 15  found that the Injury bad been a great
stratn on the family members, nearly teo thinds regqutred steep medication or tranyguiilisers
to facititate coping. Howeser, compariscns sith Iater seadics and support for the validity of
their findinps are difficull sinee means and standogd doviations for ducation of
uueunsclousness and PTA, patlent age, seclocconomie status, aud tine post injany were not
- peovided, Furthormore, the assesaent technigues used bad uncertaln reliabitity and validizy

(IS routzer o oh. 1992,

Rosenbaum aad Najonxon 19761 examincd depression and changes in family #ifo 1 year pust
iojury fram the perspeetive of spouses, Compared e spoitses of spinal eavd Injured and aen-
fujured mens the waves of men »ith brals Isjury wore significantly more deprevsed, The
vardous svinptoms of depression were elosely refated to the drastie and disturbiog changes fn
eversday Hie oxporieneed by the wives of sovercly brain-Injured mea. The geacralisability of
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physical sigoy. family members typicotly have difficulty in compreliending the mental,
emotional, and personality changes that their relative hav saderpone after severe head infury,

It fokey tinue for the family of the pationt to appreciate those alterations,

Family memhers tepieally assume the long-term care of the paticut who s disciprged to the
homge afier moxismum pragyess hias heen weatised e fnpaticnt rehabilitztion sertings tRrentzen,
Lcininger, & Horpls 19903, Lhus, the family playe o eruciol rolc ia the recovery profuss
tBergiond & [lomaos, 19915 B.R. Milloe, 989 Yoo, famils members lack profossional
training, aud so the combinatinn of phsslenl, thasioural, interpersonsl, and cegoitihve
dssfunctions in the paticnt sre kel to scom evernhelmiap, Fortlicrmoere, sigee the quality
sf support proviicd for the padont may be compromised by the family's ability to cope with
the pralonged stress (Camplair et ali, 1998 Kreutzer, Loininger & Harsls, 19900k the family's
responses to beod injuany are of areat importance to yehiobilitation prefessionals, There is.
boweven inwafficlcns cmpivically derbed information on changes fn fanily fonetioning after
TBI and how thiy relates to the recosery of the patlens (Krentzer ot oL, 1994a; Leact, Frapk,
Boumap, & Farmer, 1990 Krostzor ot al, (1892 poiat aut that “cuftaral diversity as well as
dtiferences In doddgy, assessment mcthads, Infary choragtesistivs, and definftions have
contriinted to difficultics cxtablivhing Jdefimtive conclusions (p.778) Such reseavch &s
impartant for hoth practieal and theoretical reasans? fx can assist the education and trainiog
of 1chabilitation peraonne’, cnable programmes 1o hetier address the family's and patlont’s
concerne. and add o the kuosledpe of family dynamics 2nd family ad; piation te extremely

stressful situations (krentror of al, 1948y, WAhY,

Sine head Injurs s kel to divupt ostalilishicd fomily poticrny adaptive coping by ity

mombors fo Hkely to dopend en the family anits ahiiity fo readiuse vales, priorities rales, ard

N



Personality ciranges make exchange between the patient and friendy very difdcalt (Peck &
Warren. 1980) B.B. ('Brien {1987y argucs that it s not oasy for parvents to confront o
corsmuttity with the oecnsionally angrv, offensive, and inappropriste behaviour of a
traumatized toenager, Witnewsing their Injured ohild®s hurt ot got belng able to join their

peers i nermal activities ean be particnlorly distressful for parents,

The ability to strugple with such ssues of selfdentity aud futimoey comes with the
ﬂe\'elnpmem of vonceptual thought. The cffect of hrain domage on dovelaping executive
feucticns s rorely boen studied in adoleseence, althongh it Is well extablished that substantiol
ehanges i thie frontal wrea of the brain ocear dwuring ndolescencs {Lelr & Savage, 1U00)
Neuarolopicady, the brain appears to e polng through signifiennt reorganisation, porhaps its
Iast, t¢ become an efficfent, stabifised adult benin, Leor and Savace {1990) assert that “hoth
changes in the frontal ar "oxceative” part of the brain and the more cfficient connectiots are
likely to be related to the omorging ability to sustatn logieal thoupht iu solving abstract ond
ca:ﬂpiex probiems® (p.30063 and more matere judgersent, Disruption of those funetions is mast

dhi Tondt for the patient's family.

23 FANILY CONSEQUENCES FOLLOWING TRAUMATIC BRAIN INJURY

Trawmatlc hrain fsjury hos an adverse effect on Jamily fupetioning aud snthviaction. The
snddon transformation of tie brate-tujured peeson®s abilities or perseaality, nhich preventy
the family and the patient from developing cdequaty defences together with the lengithy
process oF recovery ein he particulady huidensome for the family (Krentzer of al., 1994a)
The constellation of Immediate und long-term mentol dysfunciions are ot well andorsteod

and perplox and frustrate the fumily (Jansen & Fricdman, 1998), Without any obvious
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affecting current abititios bhut adse the cagacity te continne to develop and learn, Not only do
the severely infured experience an immediite loss of devetopmental time while in & coma and
up to the point of reeosery where they are ahle to begin to Jearn apaln {1 ehr & Savagc, 1990),
buat the primary cifeet of o travmatie braln injurs may be en the rate and procoss of learniag,
rather than oo o spectfie abidits, Thus, the eomalative Impact of deficits oo development moay

euly hecome sisible aftes mans sears,

Except in studics of hicad-injored chifldven thero has ssualiv Boen go restriction v ape roage
&« 1 the age distritiution kas vatied widels from one satuple to anether, As Qddy, Humpbicy,
an Uitley (19783) poiae oty "this lack of comparabitits between camples §s all the more
seprettadle fa - 0w of the well-cMablished Tinding that recovery from head fojury s inveraely
prapostional to age® (pa611), fndividuals io the ape vanpge of 1 t0 19 years viten have a botier
ouste e following severe brain fofury than adalu (Giles & Clark=3¥ilson, 1993}, Since ageean

be a predicior of sutcotne, the present study attempted 1o be speetiie In #ts age distnbution,

Afthough adelescents may have more rapid and comJete physical recovevy, rescareh (sce
Berpland & Themas, 19914 Lebr & Savage, 1990) has sugpoested that they are not spared the
psychologival feagnithve, behavioveal, emotionad). physicols and soclsl equelae, Family
disruptions and difficultics with both the academic and social roguisites of sehoal have also
heen reported, TBE car be detrirental to the adolescent™s sonse of physival aliractiveness,
perecption of invalnerahiiity, self-canfidoence, social approprintenesy, and cognitive capasities.
‘These diffieultles can aericusy hinder the progrossion into adulthoad both in tovmw of cayece
devclopmcnt and the development of Intimate rclationships. Althauph the peer preup B
usually o sizaificant part of an adelescent’s Bfo, many headsinjured patients have reported

diminished ar abeent sacial contacts heyvond those pranided by the f=mediate fambly.
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sinec. topother with tissue movements, there fs alse widespread tearing of axens aud myelin
sheaths following fmpaet {(J.D.Miller, 1989). And, according to Gllos & Clark-Wilson (1993),
itlsin the younger patiente, particulardy thoese under 18, that diffuse bilpterat brain swelliog
appears to ocenr mrost frequently. The ape of the patient at the time of injury is therefore an

importont consideration.

The numalier of fyauncic brain injurics inercases dramnatically during adelosevnce,
Adalesceats begia to ebtain thelr driver’s Heences and experimentation witlh drugs and aleolol
combined with driving fnereases the possibitity of sirlaus accidents {1 .ckr & Savage, 199,
Research delinenting concerns and ontcomes spreific to adolescents §s sorcly lacking, Such
research Is important since fiadings from an adudt popniation may net be applicable to
adolescents. Adeleseunts” cxpetfences are poorly uaderstoad aud not woll decnmented, and
much of the litceature is presented sncedotatly, often reflectiog peveeptions of professionat

staff i reaahilitation or clinloal settings (Berpland & Thomas, 1991),

Calike adult Injury. understanding traumatic hrafn injury In childheod s adolesecnce
requires Knowicdge of the process of secorersiimprovement from the fnjury, superimposed
o1 the overall process of development - both of which oceur sionsltancousiy {1.0hr & Savage,
1990; Oddy, 1993 Waaiand, 14905 Adelescence s o period of experiential learnizy which
defines the person in tormys of persaaality and dealing with the envivenmoent. The ability to
vepfront the normat challengey of dovelopment depends on such hrhavisoral mastery o
undself ond the cavivenowont, as well as plissieals cognithe, and Janguape skils;s and

tmperament. Some ot ol of these areas are affected by traumatie brain fujury, not only
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anderstandiap the neurehiology of differences ip moed and affective disorders ond andertines
the importance of defining oud distinpuisking speeifie emotional ¢hinnges in rclation to their

neyrotogical hasey (Ntass ¢t al, 1992,

2.2.4.2. Ratationnl Porens

Aaother mechas fsm of head injurs Involves rotationnt forces, Those rowalt in shear steains of
delicate nerve fibres and Blood vessels as the brain attompts te glide agofnst the inner sueface
of the shult (Bafley & Guifemon. 1989; Becher, 1989 1 csak. 19885 The forees tond o be
groatost on the paricto-ecclpital renfon repordiess on the direction of Wnjury (Balley &
tindeman, 1959) NVost forces applicd te the head Giove a fofero! rotational clemont so that
there I9 pencraliy preater damage on ane side thar the ethier. Howover, bilateral domaje
frequently gceurs and this hos Smportons implications for outcome (5D, Aliller, 1989).
According to Goron & Fabiane (1993), gremer eatastrophile seactions Hke aagoen, depression.
or paxicty are awoviated with loiery alfecting the left hemisplicre, Right hemisphore damoge
ean affect variews progmatic languoage funetions, rosulting in prebloms such as iypers erbosity,
tangentiality, difficultics fn oxprosdon er comprehiension wf emation. Thiv is Hkely to affeet
interpersonal selntionships: white the anesagnesia ond IndHference also associated with sight
Liomisphere damage Is Nikely to hamper participation in rebabilitation (Goran & Fabiano,
FLLE)

Yot Eezak (1895) arpucs that eleatdy ditinpuistiohte facol domoge s less Jikely ta be seon with
injurics that imvalve sigoifivant momenatsm an impact, as veenrs in meviag yehiele aceidents,
and that hilateral damase withont delisite evidence of Jnteralisation v common repordiess of
the site of impact, Wndecd, studivs Rave indicated that individeals in meter schicle sclated

infuries hase a high preporiion of diffese injuries 300 e Giley & Clark-Wilson, 1963y
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to tetiporal lobe damage, there moy be no evideaer of romorse beeause the copacity for self-

eriticism mediated by this region i diminished ar absennt (Stuss of al.. 1992),

Frenial Iobe pathology tvpisally produces n profound effect on personality, and on soclal and
emotional functioning, ‘This is understandoble if one notes that thie frontal feles are positioned
as o final collection point for information related fo hoth the eatornal seasory nad Internal
timbic tfoeling) world, Knowledge of this cortienl region and #s subcortical connectiony is
extecnitely important in understanding fudisidund subjeetive renetis s and external behaviours
that might he classificd av oxprossions of persenalicy (Stass ot ol 1992, Kinee the frontal feboes
Bave o celticat role su orcanisatien. integration, and paidance of bebavieur, those fTunctions
are most tikely to he affected by head fnjury (F czak, 19861 These doficlts fond to Ivolve the
progeamming of camplex belianvionr such that paticats buve difficalty with modulatiop and
earrving out aetiviticy. intentions, and feclings, Ahongh intclicetnal performance and well
Tearacd shills are rarchy affccted, these patienty aye uneble fo pdapt what they kanow ¢o deal
with everyday demands, An individual with an erbitofrantal mjtry shows nu faerease in
- impalsive, Qisinbihited, nuthocial,  inoppropriate activitiow witlexhibit psor Judgement and
fnadght with litde self-meniteriogt and hos poor contrel over hivhcr cmotions (orn &

Fablato, 19093; Shordne. 190H; Stasy of ah, 1992,

‘The freguent prablemis én inftiation. plasaing and execution of hehiaviony may bo convirued
a8 4 biek of motivation bt reveal dimintshed autenamans and self-relivat behaviour {Goran
& Fablane, 1993}, Thix s particularly (vident in paticats with domage te the frontal convexity
area whe Dpienth exhibit a pottesn of apathy, angd poticnss with frontal medial lecions who
produce o akinctic mote stote ¢sec Shordone, 19003 Ntuss ¢f ob, 1992), This contrast In

hehasiour smong paticnty with domage in differeat oveas of the frontal ssstem i uselul for
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that exist fn thcse arens.

Coup and contreconp injuries account for speeifie and localisable behavioural chanpes that
are assaciated with closed Lend Injuries (Loxak, 1995), Gorag and Fabiane (1993) polnt out
that the residual ncuropsyehiatrie symptoms such as parancia, delavions, obsessionatism, snd
affective dyscontral that have heen eliserved i head-Injured paticnts, may be assecicted with
damage to the wmporal lobes and deeper structures which are valacrable to injury in the
rapid acecloration and deccleration tvauma of MVAs, This is alse true for the frequent
ohservations of memory problems, The temporal Iobes oot only iuvelve the replons of primary
and secandary agditory assoclation greas but alvws hove conncetions with visugl certes, Himbie.
stractures god acbital {frontal cortes, These researchiors can therefore cxplain how numorous

$e030Fy, pereeptunt, and eemotivial changies are pessthite follewing temporat lobe damare,

Studies have reposted that many months aftey the injury, patients with extensive temporal
Iabe damage will Zrequently oxhibit bricf, suddon, of violent outbursts of anger In yesponse
fo migor provecations. felloned by ecmotions! distrews and remorsc {Shordene, 1990)
Fmotiona! alierations may vosult frorm dyarcgul.vion of autonomic functions asseciated with
limble conneetiont ¢Goran & Fablane, 19901 Furthermore, as explaioed by Stuss, Gow and
Hethorlugton (1992), In order to make appropriate emotional und sovial sesponses, one must
he able to judge cmantlonal situations correctly, The anterlor brala reglons play & sipgnificant
vole In Judgement and deelslon making with hoth Ieft and right frontat and temporal reglons
belag favalued in the judpemont of emational asftuations ood the sclection of appropriate
responses. Since the orhitofrontal lehies have a vole in deciding the apprapriate ime, placy,
and atratey for envirenmentatly clicited anger aud are important in malntafoisg sustaiocd

apgressian, Jostoms to s aren will tosalt In outhurests of anger te telvial stimuli. As opposed
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{MVAs) nac +  these elosed bead injuries and their consequences which the present study

wished to examine,

- 2241, Acceleration/Docolocation Fercas

Bt a5 welt established that sudden aceeleration/deceleration forees cause substantinl movetent
of tle entire brain both withis, aud relative to, the cranium follawing a blow to the head.
Injurics that eccur adjacent to the aren of tgpact are knows as conp fnjuries aud are aost
prominent when the head fs struck in 8 refathely fived position {Bailey & Gudeman, 1989},
Witen the head iy freely moveable, o differcntio) aeceleration of the crapium and bralr i3
ercated which resalts in additional injurics, The soft brain continues to me= ¢ forvard within
the alrcady stationary Goad aud eoitides with the fancr table of the coneralaterst skull surface.
‘This mechanism produces contrecoup infurics with damage at the point epposite to that of

impact {Bafley & Gudeman, 1989).

Yelth tiie brala's mobility In the craniom, its poles sustain the greatest deformation by foreibly
impiaging on the Interior surfoces of the shull: “the frontal poles spainst the antorior foswa,
the temporal tips against the sphenoid bones and, kosz commondy, (e oceipltal poles agrlnst
the smenther inzerpatl sarfaee of the ocelpital hone (3.0, Mitler, 1989, p.8S11), Recent evidenca
{see Giles & Clark-Wilsen, 1993} suppoests that contusions ave not necessarlly more severe with
contrecoup injurics sinee individunls with occipital or freatal injuries typleally have the most
severe damage in the frontal lohes. Alse, post-miovteas computerized tomography studics have
shown that corcbral contusdons ore more Jikely 10 be i the orbitnl frontsl and inferior
temporal areas of the kyaln rather than radowmiy distribated {sce Shordone, 1999), Bailovand
Gudemon (1989 arpie that the tendeney for ipjury & greater in the frentotemporat reglons

beeause o the relatis e auatomieal rostrictions te movement and the feregular skeletal susfaces
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seifishness, in which the feelings for others, self-criticism, and the ability to reflieet are groatly
dimainished or absent), (3} bebavioural vigidity {characterised by an inability to learn from
experience even when the ability to absorh new information may be intact), (4) impaired self
control (charncterised by impulsivity, random restlessness, and impatience)s and (8) iscreased
dependency {characteyised by impoieed planning, orpanisation, and judgement with lictle, if
any. nitiative despite taik of action). As a resuit, severcly head-injurcd patients are often
considered Immature, self-centred, and unvealistic individuals who lack jnsipht and self-
tili‘ected motivation, and often speak or behiave In a socintly inapproprinte monner (Prigatano,
1902),

"This pattern of deficlts Is virtually dictated by the mechanisms of the injury (Lezak. 1986}
The neuvoanatontienl and neuropsychological aspects of TBI colnelde and ¢ link between
them s essential in undesstanding why an Iadividual with head injury will suffer porticalar
changes in various aspects of kevthis functioning, Also, it atfovs for more secusate Dredictions
about the patient’s behavieural and neuropsyeholegteal disabilities, and likely psychosoelal

functioning, to be made (tezak, 1998).

2.2.4. MECHANISWS AND SITES OF CEREBRAL CONTUSION AND THEIR IMPACT
ON BEHAVIOUR

The rature of the injury and the patbephystols, e s5es previpitated by the damage to
the brain differ in significant ways depending on wh =l r it is a closed head injury {in which
the akull remains intact and the brais Is net expose) or an ofen bead injury {in which the
skull and the menfopes ave severed) 1 czak, 1998), Most cranfecerchral injuries are from (he

rapid aeecleration and deecleration of the heads poardeslarly ln mofor vohicle occidents
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-diffiewlties for the Individual with TBL as reported by relatives, weve found by both
MeKiniay, D.N. Brooks, Bond, Martinage, and Marshall {31981) and K.M. Baoll ot ok (1994).
Fatigue, stowness, and an inerease i anpry outbursts in porticular, are consistently the most
feerguentiy reported difficnitics during thie fivst year post injury fu buth studies. Together, the
results from the two studies show a poreeption of progressively imcreasing bebavioural
difficulttes, K.M. Hull et al. (1994), with their longer, 2.year study, witnessed the cont™  tion
of the pattern with 35% of caregivers complnining of appressiveness by theendof ~ -
and reporting siguifieantly greater severity of teniper outhursts, This is also consistent with
N.Brooks, Campsie, Symingtan, Beattle, and MceKinlay (1986) who found that bad temper at
1 and 5 yoars post Injury was a commaon complaint by relatives, and that threats of vielenee

at § years wore frequent,

Othier problems which incrensed over time reported by KA. Hall of al {1994} include anxlety.
self-centeredness, and lack of involvement in Jolsure aciivities. Only reports of inappropriate
social behoviour decreased over time Lezok and KP. O*Brien {1988} reported that the
proportion of paticnts exhibiting difficuity with anxiety, depression, and sipnificant
rolationships loereased during the fiest 12 to 24 mouths post injury but, contiawsd
improvement way generally seen throupht the third or fourth year, These rescarctiers suggest
that “alithough patients typically improve most rapidly dusing the first 6 to 12 months post
{njury, Inereased awareness of thelr altered status may *  ceompanied by emtotional distress,

ot least indtiolly” (Lezak & P, G'Brien, 1988, pa6l).

fozak (1978) has formulated five catepories that define the emotlonal and behavioyral
problenss of the individasl with TBI: (1) emotional ehange {characterised by apathy, sillicess,

lability, irritability, or chianges in Hbido), 12) impaired sociel perceptivencss (characterised by
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Felatives appenr to he reaeting to the day<=tu-day difficuities i Hving with paticots. ‘This scems
to supported by N, Brooks ot ok {1786} whe, whon exalaatinp corogiver burden at 5 years post
Injury, found tfiot indicidaals with TRI had porsistent probler > iv curotional, kehaviousad ami
subjective sphieres. The proportion of familles experioncing a Iy, < tevel of subjective burden
increased from 2395 ot 1 year 1o 56%5 at 8 years, which was particnlary asseciated with the
arei of disturbed bebosiows, In DN Brooks aud Mekinioy s (1983) study, relatives did not
report significantly more provlems in the patient across the difforent assessent points during
the first year fallowiag infury, These researeliors therefose canelude that earepuvers arc fess
abie to telorate personality chuapes over time. Behaviours which are inappropriate and

crubarrssing ean be disruptive to family and social exchaages Pock & Warsen, 1989

Conslstent with the stadies by BEuropean researehors. Krenutzer of al*s {11994h) American study
provided ovidence thot the caregivers® reports of pationts® nenrebehovionral prolioms was the
most important and consistent proedictor of burden scoyes, In contrast, K.M, Hall of at, (1094}
found that despite carepivers® report. of mereaning belinvdoutal probicos fn thelr beads
infured relatives, thore was e trend toward greater solf reperied stross over time, Peceched
burden vomalned relatively constant throuphout the first year pest injury and deereased

during the «ccond yoar

To explain thair Bne-ags. these researehers point thor the methad of measuring carepiver
distress may be critieal. For example, DN, Brooks of al {1979 wensured 1t {n terms of
experienced disteessy while Oddy ot ol (19780 measured level of depression, and .otund thay
distress defiued in this way 934 not inercase with time hut actuaily decreased inftally, Using
) lixeamre of perecived stress that relicd strongly on the coneept of selfecificaey, KA, Hall

11 al, argue thot porhaps av time procerds and earepivers feara to cope with the ramifications
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In Oddy ot al.’s {197823) study. personality change ond the 1elative™s peoreeption of the
symptoms apisiag feom the Twad injury {oqn. poorly contralicd bebovionr} appeared te
inflacnee the fevel of sdress oxperioneed, Analvsis of Nate Adjustoient Seale seoreu showed
elevations ¢a the Confusion ond Yorbol Fypamivencs, seales and these were positively
cereelated with refatives® deprosdan tovels, About 1200 of relatives expiericnced seress hocaase
of the conecrn for the paticat’s futare « fear of anvther oeciilent or concera about the dree
of eventaal recavery. The lovel of strews nas aot affveted By the severBly of the head injury,

nor by whotlier the paient b | rosumed Tolsyre activities,

MeKintay of al, (19811 tntervioned a clove relative af 88 severely head-infured adulis ot 3.6,
and 12 months post fnjury. IThey delined chonpes abworved in the patient as “obiedtive”
bucden, which were breadly dislded into eaterories of phasienl fuoatleniap, Lnguage,
emotional funictioning, dependenee, subjective complaiats, meory, ood disturbed behavions.
‘The stress oxperiencedt by the relative emerping from the "objoetive™ changes was defined oy
“sabjective" hueden, and this was assessed by a soven-point agale, xangiag fram 6o steess 10
sovere sm‘ss. A moderate ap ¥ aachoaaging tesol of subjoctive burticn was seported by relatives
over e Brst sear alter the injurs. Subjeetive burden way sipoificantly assoclated with
emotional problems {o.g. ireitability, onxiety. deprassiont, subjective complaints fo.g. slunness
and tiredooess) andt Aisturbed hehasionr .. suelally inapprapriote or bizare hehasione) af
alt ovessmentst with the number of memary probivias at 3 and 6 manths post fnjurns and
with the patient’s Iovel of dependency at 0 and 12 monthy, Language prablems and plasicat

disahility rotings were nat selated to huedon ot any time,

1 ivingston ot al. (198Sh) repured that the puvehiatrie and social difficafties evpericnend by

the relatives s gesnciated with the paticnts® continuing dysfonction ond sugpest thor the
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2.4.3, PATIENTS' EMOTIONAL, BEHAVIOURAL, AND PERSONALITY DISTURBANCES

Tuterviews with relatives in soveral easly studies reported that famifies experionced preater
thistresy a4y a resalt of the braisinjurcd persun®s emetionnl and behuvisural changes rathier
than the phvsdent or lagpuoge dithicultiew. However, there i vors tistle information abiout the
power of paticut variables te giffercatiolts predict pastionlor Gl reactiuns, like depression

s, ansicty (Kreotzer of al., 10%49),

Panting and Morry {1972} fonnd thot emotional disturhanees fn the patient wore mage
streveful than physical disabilitics which recmvosed more vapidiv. In teo studics b ‘Themeen
{19%4, [UB4) relathow of seveerly head-lofur-d pativnts censidered personality changes to
present thie greatest diffiendtics in daily Bvirg Theste chompey Fncluded freltability, anger
outbursts, spoatancity, restlesepesy, lability, emotional regrossian, and stabboroness.
Although these studics lacked o contral group. relied on o relatively small sample (099, gad
dEd not provide ovidence for tae validity and reliabitity of family autcomr megstres, Themsen
was one of the fint 1y recogoise e greater importauce of bel avieural and peraanality
ckanges relative to physical changes, In predicting fanly distross {Rreutzer o al, 1092

Pripatang. 19925,

Simélar findings have subsequently bieen fonnd by Fozak (1178, 1986, 1988), Lezak and K.
(¥Rrien {HIRRY, Oddy of ali (1¢78a)k BN, Nraoks & Mokintoy {1983, N. Braoks (J984).
Patienis o bereme “depemsiont, demandiog, frvesponsible. faolish, W-mannercd, or frankly
dasgeraue” (d.ozak, 1978, pAY3Y and thiv ravsey great stress for velatives, partivatardy the

primary carepiver
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jajured patients with that of mince head injury relotives ot 3 months post Iefurs. The
relative, of the sevorely injured were sipnificantiy maore anxious but aot more deprossed than
relatives of minor hicad fnjury pationts. Marital and family Roit funetioning neve significantly
woree in the selativey of the soveredy fojured, and these relatives reported significantlv geeater
pereeived burden, 1 o second stads, T iviogstun of ol (39850} foeund that measarcs of injury
soverily (PTA duratien, GUS scores) did nox predics she solativey” Tesel of distress once the

pumber of o eadsinjured person’™s complaints wirs considered.

According to Mekinlay of ab, 11951 and NL Broshs ¢t al. (10803, the velationship hetween the
govirity of the p&zlent’« injary fuy aviessed by B1AY ond the depreg of stress osporienced by
selatives weakened ever time, supposting dhat stress in relathvos s sot o simple reflection of
severity of injury, Rathos, strosy s rolisted to cortadn tvpes of repotted problems in he paticat,
In affivmation of this view, N, Brooks (19923 and N, Brocks of al, (1986) assort that the mere
sovere the intiat injury, the more Bibely the relative Iy 2o seport high Iovels of stross, but this
| is probably duc to the ingreasing accnrsonce of adserae behaviour and personatits change with
more sesere Infuxies, Factors silior ihon soserity mast heeotne tnercasingly imporiant as ime
proagrevics sioee the estent su swhich patient ontcomu, ax assessed by a relative, was selnicd to
overatt severity of injury (duration of FFYA), diminlshed from te first to Gfth year after
fnjury {N. Broaks vt al. 19863 N, Braske of al, {14871 subnegoentiy reperted that relatives of
the maost severely injured patients canststently reported bigh levclv of hitrden up to 7 yoors

post infary, but thot ao clear pattern omorged for fows sovereh "njared pationts,



hisfier primary support systom.

Pospite these suggestivns, some studics have fadicd to find difierences in the reactions hetween
spauses and parents, Oddy ot ol {19783) Tound no dilference in the depression experienced
hy parents as compared to spouses, und that there was even o tendency towards geeater
depression §n parents. However, the small sumbier of spouses (o = 14} fmvalied may have
fmproted on this result. Yot, Livinpsten ot gl (1985a, 1985h) alse fonad ne difference between

mothers cad wivey o torms of theie emational distross or psvehoasovial fugetioning,

- Braeke 1998) argues that iF i Is the eqse that speuses experience greater difficaltics than
parems, fhen o study which examines only vac family member while not wrong may Hmit the
extent te which the study s generlisolle to uther sembers, While his arpument s valid, the
priceeat siudy wished fo Himit ttself to investigating o parent’s reaction tu adolescent head
injury which is o porticutarly under rescnrchied are Due to the age resteletions in the presend

attudy, spouses wore not fmvolved.

24.2. 15 INJURY SEVERITY RELATED 70 FAMILY STRESS?

Both an association and a Inck thereof, betwoen soverity of fntuey amd relative®s oateonte, has
been doctenented. For esample, although Oddy ot ok (197833 found it the rolative's
depresslen was got assoviated with the severity of the imnjary: Drovn & Nelt {1992) reported
that vhe guiceme for family relationshipy § ot far severe infuries aud lmpraves os ojury

severity deercasey,

Livingaton ot ot (1U83a) compared the distress wperienced By relo <o - af severely heads
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understood sinee knowledge of the real and potential sequelac of head Infory, and the impaets
they can have on the caregivery of the paticnt, iy essential to assess hoth the patient’s ond the

family's peeds ¢ ¢ belson, 198,

241, THE CAREGIVER'S RELATIONSHIP TO THE PATIENT

The cifeets of head injury on thie carcgiver varics depeading en the relative®s relationship to
the patient, 1€ hay beer arpued that unigue stressors arc presensed 10 parents VEIsis spanscy
of survivors {§.czak, 1968; F.R, Miller, 19891, A pumber of eesearchors (R Hall ot al 3094
1.ezuk, 1988: Panting and Merry, 19720 Thonmssen, 19743 have ol sepsed that eolaticnshipy
betacon parcnts and o head-Injurcd child wore better than those between Injured patients and
thicir sponses, Furthermore, parents bave reported loner lovels of negative emotiop thon
spouses. Mawvss-Clum and Kyan (1981 found that, in comparison to mothers, & greater
aumbe; of wises reported negative emotional reactions to ncaroelapical impairment. YWises
were more ikely to report depression, anger jwit, & vreased social contac,s and fess time for
- themselves, sud financial foscourity, However. s study did not enaploy statistienl tosts, there
were fow peaple with brate Isjury, and the difierencey between wives and mothers may e a
result of difforences in the patiend's aje, fngury Hpe of sovrity Intwecn the twe groups
{Camplalr cf al. 1998; Kreuczer ot ol 199400, Yoo Krentzor ot gl {19943 also fonad that
speuses wore signifivontly more Hkely to woport elevated deprossion scores compared to

parents,

It hay been suppested shiag spous! adjustment iv often Tesy optimal than parental adjustsuent
beeause while parent corepivers are foming o proviouy Tolee APOEAy are gysuniog new

roliv. Alug, parents ore ahle o shore sotie of the responsibilityv, while tie spuuee hias Iast
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kind of nssessment a¢ all. The only way to get depeadoble informotivn abouy these pationts
is through an informant, However, relatives” roports of their family members” problems may
be binsed by thelr own emotional reactions to the situntion, ‘They moy attribute post injury
behiaviour to thie Injury, or they ooy show sensitisation where tnde tolerance of o hebavionr
decreases over time (Giles & Clark-Yyilson, 1983). For this reason, any study which concliudes
that o particalar aspect of change i u paticnt §s 0 “source” of sross for relatives, when
relatives® reperts for both patient bekasiour and for the relathvoe’ awn stress has been used,
mask bre treated with coution ¢Mekinlay of oL, 19810 A direet causal Yok betviecn objective

burden and subjective burden should not be gwsumed because of the possibie has,

24 CORRELATES OF FAMILY BURDEN

Az p rosult of the high lovels of distross an burden ia the family merbers of hoaduinjured
individuals, clinicians and sesearchers have attempted to specly she major corvelates and
sonrees of tension (Camplale ot al, 1998). It would scern Tikely that patient deseriptors, such
8% injury soverity or the iojured pevson's residaal deficlis wonld Be solated to caveplver
burden (skreutzer of al. 1994h). However, empiricnl roscarch has oot foumt consistent
patterny of this awsacintion and the rclationship fetncen potient funetioning and the
caregiver'y status remains uneertaln, Possible moderating variables include the caregiver's
relationship 1o the natieat, the avaitabifity of support aud Informatien, the presenes of other
stressars, the premorbid personality of the patient. the chavacteristics of the family, and the
personality of the carcgivet N Brooks of al. 1R Roseuilek ot al. 1993: Waaland, 160
Wortman & Nher, 1989, ‘The oxtent to which ol shese factors gecount far the varfabitity
among family membor ™ adaptative to head infury has act heen {avestiated (Bape of ol

1992 T tv imperiant that the specific elreumstanecy which contribute to famdy divtress b
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perceptions of outcome, particularly in the area of psycholopic fapctioninp, As measured by
the Bipolar Personnlity Adfective Seale ¢Jansen, 1987), paticnts reported changes with time
on a greater nwnber of ftems than &id the enrepivery. 'They cxpressed greater unhoppiness,
less energy, preater rudencss. less ceeativity, more emotionoally fabitity, more tenston, and fess
attentivencss at 12 months thon 2t & menthss shife carepivers rated paticnts os hecoming
unhappier and mere distractible for this time period. At six months, corepdvers rated their
Bead-Injured chorges as more redsonalde and loss confident than tho subjects rated
themselves, These differencees in porception diminivhed with time, sinee ot 12 moaths post
trauma, no differences were found between the cavegivess* and patients’ vicvs (Brovwn & Nefl,
1992y,

It {s important that both the patients” and the relatives* slows ore avsessed, espeelally with

severe head injury fu which paticats are less likely to be - wore of thele deficlts. Accoriding to
I.czak {1886}, cven if the patient Is aware of a difference, hivher pereeptions of the extont and
nature of the ehange moy he ngecurate and nnreliable, My study cxaminea both the patlents®
and the eareglvers® perceptions using the Blpotar personality adjective seale, at 12 mouths op

more post fnjury and rosules wore compared to the Brown and Nell study,

Furthoemore, s0me researchiors have questioned the objeetivity of ising velatives as fnterviow
and queshonnaire respondents aboat the patients Theve are hoth advastages and
disadvantapes, Family membioss, fito Henlarly the primary cavegliver, ate Hkely to known the
patient biest ond ean provide a close view of the patlent's day=to-doy activities, inclnding sypes
of behaviour the paticat anly displaya with elese relatiyes {Giles & Clark=Wilon, 1993 Katz
& Yaerly, 1903 Katz & Lyorly 119635 also point ok at somic brafn-domaged patients

sannot respond reliobly to o selferating inventory or they may he unable to cvoperate with this
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234, COMPARING CAREGIVERS® AND PATIENTS’ VIEWS

When considering chiange in the patlent and she effects this hins on the fansily, it i important
to note whase view of outeonie s ebtained, BN, Broaks {1991) roviewed a number ¢ Ldies
which have compared relative’s reports of deficits in the head<injured person with the
paticat's own report of thiclr allicultics. Discrepancios between the twoseurecs of information
have frequently been found, Burton and Volpe {1993) used the Social AdJustment Seale 16
esaradne e relationship between the report of n eareglver sind that 6f the head-injured
pessoa % cvalupting Jhaoeey in spoelfic veles - < the Injmed person, The seale measurcs
functioning In the catcgerks of YWork (time lost. impnired performance, feelings of
fvadequacy), Social and Ieisure {deerease o contact with Telends. lefsure activities, comantie
relationships. and inercase In vetleeness hyporsensitivity, loneliness), Extended Ioawmily
{relattonships with parents, sibling, In-daws, childsen not Hviag at homoe, with measurcs of
withdrawal, reticence, attachment, gullt, rescntmont), Marltal (sexual problems and impaired
sommunieation), Parental (fack of involvement. mifection, and impaived communicationk, and
Family Unit {coonomic inadoguasey, puitt, resentiientd rolos, Both the caregiver and i
fojured porson reported moderate impaiement for Work, Parental, and Extended Family vole
functionlug, There was good agreemont hetween the reports of thie thie pationt and the
sarcgiver for Work, Seclal ond Lolsure. 024 Fxtended Family seales, yot Hitle ngreemont was
geen for the Parental, Eamlly Unit, or the Maritol sealey (Burton & Volpe, 1993), 1t I3 noted
that these latter 3 eatepories concern “reolos for which the infured person®s deereased abifity
to perform may result in au increased worl Youd ot well av deereased satisfaction for the

fuformant™ {Burten & Valpe, 1993, p.26),

Hrowy and Nell (1992) have alwo repurted fneonsistenetes between patients® and coreghvers’

*9
s



involvement nnd disengagement his the family, The researchors suggest that this result may
refleet the selfecentredness and lack of empathy typically showa by bead-injured peaple, or
it may reflect the earegiver's perception that other fmmily members are not attentive to the
caregiver's noeds. About half of the familics also reported diffienitios in exprossing feelings
of love and tenderuess. This may bo o function of the patient’s difficult beliaviour and nftered
personality, Howover, problems of this study included a heterepencous sample, which may not
Do representative of, or genoratisabie to. other sindies; and the pormative sample used was

not very simdlar to the sufijoeets fn the study,

%.3.3. SIBLING RELATIONSHIPS

Little researeh has been undertaken to examine the impoet that head injury In the family
must have on siblings of the patient. Oddy and Humphreey (3980) found that at 12 months
pust Injury, there was some evidence of dhminkshed communication hetween patfenis and thcie
sibiings but not betwedn the patient and the parent, They suggest that this may be beeause
of greater willingness on the part of the parents te admit that this form of friction ocours
while denyving that they are personally invalved. However, the possibility exists that sihllnfg
relationships are more «ulnerable and move Hiely ta deteriorate under this form of stoess.
Waaland (1990) polats eut that "parcats® ¢ e and emotional resetrees typieally ave drained
by careglving domands and concerns for the fujured child® {p.22%), Parents may have regret
and guilt concerningy the amount of time devoted to the patient to the exclusion of thetr other
chitdren (8.8, <)"Brien, 1987, The present study 4id not exanine siblings hecavse of the very
large number of families which would be required (o see trends. The number of siblings, their

apte, pender, and hivtl order are all Ykely to impact on rosuls.
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relationships and ie relationships with other family members who live in the iome. In a study
that examdned friction in families ¢ stonths following severe closed head Injury, Oddy,
Hutiphrey, and Uttley (19781) Tound that the paticnt™s marital or fandly relationships showed
no cvidence of imercasing friction nithough many patients were repurted as showing
personality changes. The rosearchers sugpest that their findings may refleet the stoge in the
recovery process, i that the family may be nble to *rally reund initiolly but may not be able
1o sustain this indelinately (p.618) ..czak and K.P, O*Brica's {1988) study seems 1o support
this view in that petiends indicated inerensed disturbance and discaption of social relntionships

6 e 12 months post injury,

U fup cssentinlly the same sampie and methodology us the studies by Oddy ot al. {1978q,
19780}, Oddy and Hemphivey (1980) investinated family relationships over two years post
injury in a severely head-fajured sample. At the 12-month followsup, those paticnts reported
1o have sulfered advetse porsonnlity ehanges had sipnificantly pooerer family relationships than
those without personality ehanges, but guly whon thie patient had at least one sibling Hving
at home. Poor family yelationskips were alte psseciated with a high namber of problems in
the paticnt, especially when a relative’s pereeption was considered, Howevern despite signs of
disruptions at 12 months post infury, family relationships secmed to have seitled by the twos

yoar assesshent

Using the Family Assessmont Device (FADY, Krewtecr et al {19940) found that commmuateation
problems were most provalent, with 2% of famities searing in the unhealthy fanctioning
range FAD Communication subseale items aovess the degree to which family members openiy
and clourly expross thefe thounlits and feclings. About outs of family informouts reported selts

centredness pud divinterest smong fomils siembors, an asut ~cde Aesizned to tap bath overs

-
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A group of rescarchers from Glasgow cundudted a vory comprehensive and detafled
assessmient of coregivers” perceptions of burden, emotiona! distress, and psvchosocial
i‘un'ctioniug after severe TBL In one study, Liviugston. D.N. Brooks and Boud (1985b) assessed
severely head-injured patients aud thefr refati ¢ at 3. 6, and 12 montlie after the injury. The
refatives® soeinl funetioning was initlally good, hut declined after 3 montdis post fnjury and
prohlems remuined for the vest of the vear, Relatives did not see the paticats improviog and
thius considered for thoreselves o high Ievel of burden thyoughout the year, Relatives alsu
experienced significant and persistont snsicty and depression during the first year follawing
injury. Thirty percent of these relatives had sufiicient cmotional distress to warrant clinieal
jutervention. Consstont with this Exvopean study, an Amerienn study also found that one-
third of earpgivers reported high levels of anxiety during the first yeor post fnjary (Kreutzer

et al, 19940),

2.3.2. FRIGTION IN RELATIONSHIPS

Burton and Yolpe (19%3) polnt out that following hiend Infusy, the patient remains part of the
same complex notwork that he/she was involved in hefore the Injury, The Impast on this
network Is constderable, and the nteractions hetween the patient and otirers must necessardly

change. I.czak (1978, 1986, 1¥88) has found that the characterologiend alterations secondary

- ta brain fnjory tend o disrapt normal family intoraction patieras and oreate adjustment

probitems for the sationt's close relatives. Without preparation, family members must undergo

an adjustment {0 a “oow” person tWaaland, 1990),

Varlous groups of Brithd researchiers have systomatieally examingd farally velationshlps after

TBE Lisivgson, Braoks. and Rond (1968500 found that probloms dJiveloped in maorital

24



Also, Wondanad (1996 arpues thot the Tinal stope of “acceptance” does not appear to represent
a uniforns vaieome. She cites o study (Fden, 19849 i shich the stages of o medel by Polnke,
Baris. Legen and Bachmen t1985) were empirieally salidatea with o proup of porenta of
sevarely handicapped chifdren. IThiv model's clinical deseription of family senctions fo
clildhood Injury is strikingly similor to Lezak™s 119861 mudc] dorived from adult heod fojurs,
with the tumilys {nitiht clation for the sursiva! of the bead-injured persan chranfing frem
espeetotions for complete rocasery o doprevdon and moeurnfug when it I realived that
impairment §s selatively permancst. It s coneluded that avecptanec, the ulilmate geal, niay
nover be achiesed, but shonld rather “be viewed av o fluld state that family membors may
reach on differing time «daes, or perhops not at all™, depending upon famit coplog otrategivs

{Waacland, 1995, p.231)

Rape of al, (19925 and Wortman and Siver (1989} have avgaed that tradidonal theories of
copiag with low avd these fovelopmental stape models of o family's adaptation fo head
injurv. can proviac some explanation of hew indiniduals move froms initiatly high levels of
distress to resolation of thele greef over thine, However, iadisidualy who Jo net £it this patiers
are not gocounted fore It is assesed that the penvasive beliel fn <ceovery from lass hug
doflected attention away from the possible mechanisvms through which lows may produce
sbsequont and continued plysical and meatal fealth probloms (Wartman & Silver, 1989)

In Lezaks (1986} macicl, porecptions and cxpectations of the patient are uatikels to be precie
mechanisms to teecunt for continued gegathve fomily react®ans sinve they do nat fully oxplain
shanges In family reactions aver tinv, Por examplo, fiv bee 108t hiree stagies, famdly reaction

piter witheut corrgspanding, Osplovatery Cian.ov In the prreeptions and ovpectations,
Fsfdesce for pricise mechunivis thyoush which bead fojury can rosalt in lonp-dam

diffizultios & cvential for theareticad adsancement and te guide Inteasention (Mortman &
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injured persen, It iy assumed that this process of mourning is o peecssary, natural, and
healthy part of the adaptation or veeovery process (Kaplon ef ol 1973}, Lezak (198063 vefors
to it as "realistic” and "muck needed”. Garner (19490 and KAL Hall of ol {1994) have
arpucd thot b family will be unable to accept the sow chonged person unless they hove the
gpportunity of <avarniag the toss of the 610, and the continucd presence of thedisabled person
has the porentiol to isrcefcre with family sembors” aitempis to aelicse psych  apienl
adjustment to the loss hiat has eccurred. 2.ozab (19863 and ethers (o4, F.R, Millor) have
avpued that the profosdonal treating the fomily with head fnjury must reassure s members
that the sorraw, angen dad gailt they are exporiencing are natural seactions for close relatives
of head-Injured paticats, Beweser. i g discussion an how individuals cape with permoent
lass, Worlmon and Siber (1989 sonclode that the moiloble rescavch ohalienges the
presuraption thot the abienee of this proecss s nltimately moatadoptive, The expectation on

the part of elnicions that fomitics should moarn can be conntortherapeutic,

2.5.1.6. Stage 6: Raurgantcation

According to Wortmar and Sivor (19589, none of the madels of co Tug with Irrevocable Ioss
postulate exatdly hesy mach time should clapse befove swcovery from that loss althongh most
view failure to secover as pathelapical, Tozak’s (19863 madel §s oo ¢xeeption, fa the Iast of her
stages, reorganiation, with emational, and perhaps physieal, detachmint eon provide the
famils with awume cmotlonal Bheration to putsue a more meanfogful Hfe. This can acour
hetwveon 18 te 24 munthyor later. Uaderdying this stoge i« an assamption dat family mombers
will achieve a state of reselutivn regarding what happened, Yot studles sungest that thicis not
the pase fparticulary sohien the ovent is sadden, osia hoad injan ki individuals can net alvnays

pravide o sativhactury o-plasation fur the experionce (Wortinan & Mlver, 1954,
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2.5.1.4. Stagn 4: Boprossion, Anger, Bospair, “Toapped!

When fandly members realise that tictle Improvement fn the paticat §s Hkely, and thag they
themselves are a0t rovponsible for the family'e dlstross, they coter a fourth stape of
functioning, Thev expedt fittle or no change. They vesiise thele oxpoctations have been
uarealistienily higk, and they bogin o understand what the future holds (Garners 1990)
According to Lozak, most familics nitimately strupsde through the emvotionally oserwhelming
transition from the mmguestioned assumption that the patient §s the sane person 15 before the
injury ty the recognitien of pesmonent altexation in the patient’s persunalitv. Depression,
anger, and feoling trapped are commen. According to Rape ot al. {19923, Eoxak's modcd
assmies that particalar bebavioural and emotional reactions acconmpany the ntelleetud
realisation of permancut damage fu the patient, Fopiviesl roswearel is requived to ideniy

itese specifie reaetions,

Lozak (1UEM aepues that the earcgiver ean only thiok rerlidically about the fmture, other
famify numbers® well-helag, and the patieat™s weifare, onee Rl anarencss of the cxtent and
chronfeity of the patient's dysfunctions is artafned. This can take g year or more of
floundering without Gope, This supgests thiat the inabillty to achiove s lovel of unarencss

is very preblomatie siuve forther adaptation depends on such fuactioning.

2515, Stagn & Mourning

nce the family accepts that the patient iy no Ionger the snme person they loved helore the
Injusy, and they espeet Attle ar no change In hivhe: functioning ey can mave inta e ffth
stage of realistle mourning over the It relationship, Thiv mourning precess may he
elstructed or profonped because of negative sacial attitodes rogardsn raning for a fving

persan, & lack of soelal support for any gricviag family, snd the ¢ont? wed prosence of the
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The third stoge Hpleally develops tovards the Tust hiolf oF the firsd post isjury year a8 hupes
for complcte recovery dindnidh. Carcpivers see the paticat as selfeeentred, Irriiable,
frresponsible, nad oz, The existenee of self-contredness Is undorstandable, singe, following
the injury, the patient hecomes a centeal focus of attention from rolatives and friends,
Howeser, with the passape of time “there may be pradool prowth of sescutment that the
patient s 50 demandisg, witheot, opparcntly, giving ansthing In retarn® {Gorner, 1990,
p.ﬂs;. At this polat in time, Tozak gsserts that the carepiver v pically dreams of Fecovering

the promoriid relationship,

As the family attempis to holp the patient towsme premotbid activities, prablens of sociol
fnappropeintonews and judgomont dithioaltics hocome gloar to the family. The family becomes
disappointed ond ypieally blame themselves for the Jack of progrow Foclings oscllate
betsween responsililiey tovard the paticat and ceelings of frustiation, anger, gullt-iidden
depressiom aud helplesstiess, Thev expect the paticent could reach a stage of independence if
they knew how to help Bimvher. Researeh indleates that caregivery show ansety ond
depression as they begin 1o acknowledge the paticnts deficits and worry ahiout the fotare
{L.isingston £t ol 19884, 1988h). Lczak (1986} also provided some empirleal research for hev
aesertion that fomily moembiers hoeomo facreasioply sonsitive 1o deficlts and pevsenality
vhanges aver #ime. For examiple, shie points to Roseabawmn ond Najenson's {1876) finding that
1 3car after injury v a particularly diffivult perled for family membiers, Hopes for complete
reeovery diminish ax propress fn saviegs areas of the patient®s fanctioning stows and s less
notiecable than hefure, Alse, DN Broaks and MoKinlay {1980 reportcd thot fanmitly members
nore more Hikdy te complain of porsonality chinnges at 6 months (73953 and ot 12 menths

(78001 than at 3 maanths (89¢.) pus? Injury.
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soturn to consclotsnesy, past experience with other kinds of illnessos, nnd cHuiclan®s talk of
"recovery” whon thoy actually mean “hmnrosement™ all contrihute to literal expeetations for
verovery, Studies hnve found that Tomdlios often strongly ebject to carly possimistic predictions
by medical professfonals, and react ¢o this information with sheek and disholief (Jonsen &
Frivdman, 1995 Mauss-{fum & Kyan, 198D, The famdis's bodied that the rosolts of an
evaluation or pragnestic statement is inaecurate and ingpprepriate, can pregipitate distenst
af. and anger toften emorping feom frustration) toward, professionals (Kreutzer, Zaslor,
Camplaiv, & Harrds, 1960} Many researchors have breught attention (o the concept of dendal
that {5, an unwilliagness or fnability fo acknowledze the adverse effects of brdin njury on
oither the patient or ather fomily sombers (Klonoff & Prigatane, 187 Kroutzer, Zaslen,
Cangplair, & Harsis, 1990), Fightyesoven percent of the familivs studied by Koplon ¢t al.
$1973) dented the veality of the diagnesis and Romane®s {1974) stady of 13 familics of severely

head-Infurcd paticonts also provides cvidenee far such denial,

2.5.1.2, Stago 2: Bowlldormant, Anxiety, Fruatrabon

Family membors beglu to reafise that the pationt ie diferent in sonio way, but the subtlcty of
frontal loboe sigas Interlinked with premorhid persenality charagtorlstics, make fdentifieation
of the chanpes difficult. The Lundly views the patient as uncoaperative and bodicve recovery
is possible if the patlent would show metivation, The family becomes hiowlidered and anious
s opthmisir and energy deereases It may take 6 months ta 2 year or niore for relatives to
begin 1o vealise the soverity and chwenicity of the potlent’s cognithe, ceational, andior

heligsionral difficalidon (1ozabh & KB, O'Brien, 1988).
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TABLE B STAGES IN FHE EYOLY HONOF FPAMILY REAC LIONS TO A BRAVGCDAMAGED MEMBER

STAGL IMESNINGE PERCEPIHINOF EXPRECTATION FAMILY
HOSPITALISA IO PATIENT REATTION
I Approsimately -1 t0 A little difflendt because o Fall reqovery by ane Pleased and hopefal
A manihy flofigye, indCtivity, weakncss, Acar
ol
" 1-3 manths 1o =9 Not ch-gperating, not ol seconary R Bowildercd, ansieny,
monhs morivated. seifacntrct wy barcder fensteated
NI o9 monthy 10 @24 lercsponsible, solfontred,  Todepentente if Plwouraged, goiliy,
manths irritable, lany Enow o to ficlp  degeosand, vpeing
Wm cran”
v % moenthe vr g A dilferenr, diffizult, Little ur ne chanpe  Depressed, angry.
can continte chiliflihe pepsor dospairiog,
mdefiuticly Sitapped™
¥ 15 mionthe or laters A different, difficudt, Little er no chaoye Mourning
mually kme-dimited thifdiike person
vi 18 to 24 monthe ar A different, diviicult, Linle or o Chmnge Reorganisation
futer chutdlike person

Notex rhiv toble i reprinted from Lesuk (19800

afilel, Bage 1 Plenare and Hope

Family mombers initiolly experiesce pleasure and hepe ot the patienst's return home,
According to Lezak {19863, the patient®s childish and demanding bebaviony Is attributed to
Iess scrlous shovt-term factors, Hke fatigne er oxeftement at being howe, Fasnlly members do
<0t expoet the patient's personolity to chonpe and inftinlly tevd to overlonk or dowagplay the
patient’s altered beliavisur, white anticipating ¢ “full, complete recovery™ in a very shoxt

period (Peek & Wiarren, 1959), According to I ezak (1986), the rapid hnprovement folloning
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ut 3 monthy post injury (Fivingston et al., 1988a; Mckinlay of ab, 1981% as well s in the

tang=torm, as lote oy 10-18 years ofter the injury {Thonvien, 1984).

2.3.1. DEVELOPMENTAL STAGE MODELS
1o order to conceptuative 2 famih*s gdaptation te o severe hend injury {o the family, wwious
sesvarchiers hove propesced ditferent devclopmental stage medels, Waaland (199¢) arpucs that
prolessionals need te he anare of such “Mogzes™ of ndjustuiont, which pavaliel stg- . ¢
adsustment to death, Hawover, Rape of ab (19031 review o pumbior of these models nad arguc
that these deseriptions of a family*« adapsatlon tack cmpirical support. Furthiermore, these
1escarchiers state that conceptunl problems t2 the models provent theny mesting the erfteria
of epitimate eaplonatory comstrnety: ey ore deseriptive ot hest, The present study feenses
on §.czak's (19860 developmontal stage model (regders are reforred to Rope ¢t al., 199
reviews of other madelst which Huke “stages of perecptiony of the injured persons, 1
expeetations. and copingy mechanisms to stages of veeovery of the hoad-fnjurcd inds fdual®

{Waaland, 1999, p.2%,

Lezak (19806} awvwerts that after head infory, mast families andergo a series of similar reactions,
atihough not all familics ave affected n the some way, She sonceptualises thils process in terms
af aix differcnt seaction stoges which may srverlap, or shift back and forth (See Table Ih A
family may toke 18-24 months te work throuph the stages of hope, denlal, dospatr, guilt,
remorse and movening: after nhich they can bogin to reorganise thelr lives apain. Family
expeetations play on essentint tole in ehis process o the family reaets in respome to thele

expreiations {1 vzak, 19785 JUR6). Her «tapes age desetibed bedaw.
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injary (Krentzer ot ok, 19938 BB, (*Bries, 871, The gquality and availabifity of community
rehabilitation servives lins seriously Laoed belidud the development of aeute rehnbilitation
and neurosurpienl foterventions {Kreutzer, Leininger & Harrds, 1990, Krentzor, Zasler,
Camplair, & Leolninger, 1990 and some families connot  offord these services. The highly
sophisticased medical systems that enabile pationts te surcive provide little information on

hiow to rehabilitate them (LB, O Brlen, 1987,

‘Fnis 5 evens more evident in South Afriea. Unlike the sophisticated and cxtensive dingnostic
and remedial services in doveloped countsies, Browa aad Nell (19921 point oot that in most
of the dovcloping counavies, Inefuding South Afrien, such services are rudimentury of
nonexistent. Altheuph “acute enre schahilitation of the head infurcd, such as sprech and
eccupationa] therapy. is availahic in South Afefeq, o shortage «. these thorapists preveats
many paticnts from recehving adegquate serviecs” (Brovwn & Nell, 1992, p2%67). In thelr study,
family relationships appear to he the mest negathvely alfected by TBY yety "not one of the
aubjeaty capvassed hod prosented for or received supporthve psyehiothierapy or family
conaseiling, which is o reflection of the uanvailability of sech servioes in public ard private

hospitals™ (Brewn & Nell, 1942, 0,567}

Regovery after bead injur s aften chiaracterised by apparcnt plateaus followed by uncxpected
pragress {horouteer, Zaslers Camplain, & Harrds, 1990) Stroess fevels are likely to vary as
relathves witess changes in the patient. o9 new serelees are vifered, or v therapies are
terntinated tKreateer, £ovlen Camploir, & Harsls, 1998) There s evidence of substantial

funily distress aod a strong sense of burden hoth In the «ory early stagev after ead Injury,
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24.4.3. A Lack of Prafersional Help

Pindings of long.terns fomily stress following hesd injury suggest that support for the family
is necessary throughout and beyoud the first year of ingutry, not just during the nitial stages
{Kreutzer, 1992), So that rehabilitation professionals ean better understand and respond to
the needs of famitles. acournte fnformation regaxding family reactions and functioning is
essential, Such information i3 also neeessory (o develop progroams and services that *facilitates
the family's, and therefore the Injured porson’s. adjustmcnt to disability followlng troumatic
brain Injury” (Complaie ¢t ok, 1990, p.2075. Abelson {1987 found thut patients who had
attended rcinbilitntion programmes. andior received dovated atteation from thelr families
reached a higher lovel of recovery thon those patients who were net fortunate enough to

receive this attontion.

Lezak (1980) asserts that counselling family members can fmprove the quality of their
adjustment apd their care of the patient. She argues that professionals need to help faally
members understangd the pature and the course of injury, to old more realistie espectations,
and te conble them to work throogh the confliicts and pain generated by the Injury. More
consistent and reallstic lnformation about behaviewrnl difficultics tn THI and their likely
Impact ou the famdly should be provided, together with ongolog (rainfag in behaviowr
management aud other techniques which can mindmise the dsruption of family functioning
{iCreutres of al, 1994b).

Howevery Kreutzer ¢f al, (1004h) assert that despite the allegediy greater avallability of co-
ordinnted rehabilitation prograomes in the United States, families of sutpationts still reported
difficultics, Yectings of frustratlon, exhanstion, and gricf are complicated by a system that

ooy w0t soem to understond the needs ar i it-equipped to help survivors of severe hicad
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fufury seoms to be larpely determined hy the avaitability of quality support {Waaland, 1990,
p.2333 Soeial support s hypothosised to serve av a buffer hetween stress and heanl
breakdown and con facliitate adaptation t¢ bead injury. Paor or fow social suppore nay
exacerbate stress, which maoy result in fmercased failure to cope with stressful events and thus

depressive ssmptonss (Koselulek ot al., 1994 §each ot ak, 1994)

Astho family of the head-injured patient develops an understanding of the patient's condition,
fdentification and veutilation of feclings about the patient, his situntion, aud the cffects of this
situation on family members ¢om be vory Biolpfol (8.8, O'Brien, 1987), Networking, with other
fomily survivors who have oxperienced head injury can provide support and guidance,
Footings of Isolation. scif-pity, and the pereeption that “ne one + 'se could undeystand™ are
often reduced a3 fanfly members are able to disclose their foars, anger, and "uanceeptable
thoagins to others who have oxperlenced milar elrcamstonces (B.R. O'Briew, 1987;
Waaland, 1990). It may be that only ndividuals whe have experenced carcgiver burdens

understond the reality of the situntion sufficiently to e genuinely supportive {Lozak, 1978),

Support from feicnds and the extended Family §s often avallable at the time of the Injury and
the few months following, but as tinte gocs on and progress appenys to lessen, support
frequently decreases and the fumily membess hecome Increasingly Isolated. The stze of the
fomilyv*s social aetwork decrrases, and at the same tfme, family members serve more and
wore rolts to compensate for lost relationships with nonerelatives (Kozloff, 1957) For
example, relatives would uet only pravide financiol or practical support but wounld alse serve
the patient's socind needs This s very tiring for fumily menthers, and both the pationt and

the eavepiver need me anay from ane anoether,
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2.4.4.1. A Lack of Information

Since families have misconceptions abeut TBI, theve Is a stroug need for better edteation of
families with a heod injury, Frroncous understandiog can result in unvealistic expectations
{Sbardoue, 1907 and the family's expeetations for reeovery liave a profsund offect on hiow

thie family copes with the steess ereated by the patient's altered behnvionr,

The family"s reported aced (or apprapriate informuation and edncation Is well established. Qae
of the most feequently asked questions Is *VWhat can we cxpeet for our child in the fature?*
{Waaland, 1990), According te (ddy ot al’s {1978q) study, the velatives® greatest nevd s for
an estimate of the future course of personality chanpes since this is nn important source of
stross for carepivers, Jansen and Friedman {19955 found that relatives often did not elearly
understond nt the tine what e implications of the injury would be. and no information nas
given to any relotives on ow ¢o sope with the patien’s bebaviours. They reported that “the
patuye of the Information piven was priaa+Hy concrined with ... the physieal aspeets of
recovery. No mention of the cognitive cotmeqaences or persounality chianges that ¢an occur was
medoe. It has beow reported that many faratties of head tujury victims do not realise the need
forsperialised reliabiliintion fol singdischarge front hospltal heyond restoration of function®
{dansen & Fricdman, 1995, p.521). Most famiiss hove ue frome of veference aboat lcad
Injury and obtaining information can reduee the anxiety anout something incomprehensible

{B.B. O'Brien, 1987,

Althongl education may help the family 1o adjust, it docs not compenisate fov parent strain
created hy landequate communily resourees, ack of available respite care alse adds to

burden, ond mavital sativfaction, family adjustment, and proguess for the patient with bead
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of the injury, they feel more elfective although not necossarily loss distressed. Althouph
suhjeetively experienced steess seemed o decrcase, the incidenee of psyehosocial
dystunctioning in cavegivers, a9 manifested through behaviouraf events Hke substanee use and
participation in counselling, fmerensed (KM, Hall ot al. 1984}, This Is perbaps indivect
evidence for inereasing distress levels, However, it moy have been possitoe thot between T and
2 years post fnjury, earegivers achieved resolution aad acconuzodation as praposed In Lezak's

(1986) model of family reactions to TBI

In order te plw ¢ffective managemest of THBU paticnts® muaay behmionrdl and soeial
prablems, the sature and course of personality alteraiions following TBI muvt be understood
{Lezak & K.P. O'Brien, 1958) It is for this reason that my stuay focussed on these areas,
rather than physical disabilities,

244, INADEQUATE KNOWLEDGE AND ASSISTANCE

Early studics (.8« Oddy ot al., 1978 Panting and Merry, 1972; & Thomsen. 1974) found
that complaints by relatives of inadequate support and insaificiont informntion regarding
progaosis and pussible difficulties were common. The Inck of Tong-terny care puidelines and
sppropriote support services results in nddittenal burden on the family cttomp "ap the adapt
to head Injury (Woscivlek ot al. 1993, pd3) A 1 ont study in Seuth Afriea (Junsen &
Frledman, 1995), which examined the scute aud post-acute period of hospitalisation, has
found that these diffionitics sxill persist for relatives. My study proposed to assess earepivers®
experdences of available support sy<tents -5 years post Infury. With support and assistanee,
familes can becomie on impartant resouree for eave of the head-fajured pationt (F.R. Milke,

1089}
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ond frostrations within the family in order to assess communieation, In each of these
cases, the earegiver vay asked to svaluate what clfcet the famity hehaviour pattern had
on himdier.

From the Htoratare on beod injury and on famtly stress and copiog. heseuilek (1994)
constructed o set oF M potential behaviouss fmitos mas vse to cope with hivad injon.
Questions abowt ~eoking support, continuing famils activities together, and tcecpting the
head-injured momber as s'he Iy without dwelliog on the post vere selected from this
researehior, Koscuiick et al, {1993) owsert that family time togethier Is exitically imporiant
and s o relatively relfable indice of fomily Intepration, Parkes and VWelss {1983 funad
that thoae Individuals wha voataed constantly fur the steecoved X wochs afwer the Tosy,
showed poorer autcome X to § 10axs after the less than these who earaed nover. seldom
or only wlica reminded of the Tovs, Furthormare. the lssne of vearning §s vory important
in terms of Lezak’s <1880} stage madel, She asscrts that the formily muost aceept the
patient as different and changed from the Injury bofare they can enter the stage of
mowrniog A family who has reached the stage of reorgaatzation shontd be able te aczept
the paticnt as different without dw clitag of the past. Thuy, in addition: 10 assoning family
toping bebovours, this question atlowed Fozak®s avwserdden to be tosted,

IF Lozak's (1986} dovelopmaental stape model i accarate, then a family 18 years post
miury shiould expeet Hule or ue change i the paticat’s functiening, er In somo cascs
they miay expeet independeace IF they knew how to elp. The Mographical questisvnaire
attempts to avsess the famiiy's expectations 58 the present tine, as well as thele past
expeetations, This au essential aspeet to asess given the importance Lozak attributer to
expectations in family voacttons, Simitardy, beeouse of the status pinced on prschologleal
fntervention hy Lesak (1986). the blegraphieat questionnalre determined whiat bielp had
heen avaiiable for these head-injured familics, apd what help they regulred bui did not
recelve, They were ashed to olaborate and explain shat ¢ffect thy nwistance, or lack
thereof, had on their woll-heing,
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fomity adaptation, that is, a gew lovelof balagee, aemony, colierence, aud a satisfietory
lovel of fanetioning (MeCubbin & MeCubbio, 1991) Thus, those families who show
preater ovidenee of coping hehaviours should oxporlence less stress and less snoed
distusbones. ‘1he Biographieat quostionnaire ottempted te test this assertlon by
ovaluating the association beiween caping behaviours and atress experienced by the
carcgiver. Coplip mechanisms are important in ¥.ozab's (1986) mode! since shie Hoks
them to stanes of eecovery in the head-injured paiicnt, The section of the guestionualre
canecrning potontial coplog Gehaviours were construcicd by adaptiog questions from
Roseuileks (14994) Erequency of Family Copiog Behaviours (FCB) rating form and from
the Family Adaptabitity and Cohosfon Evaluation Seales ¢8ACES-TH Olsen, McCulsbin,
Baraon, Larsen, Suscn, & Wilson, 19855 with ity thewectical hase, the Cireamplex Modo}
of family aud marita? wstemy {Ofen. Ruwsell, & Sprenkle. 1983 Foth of these
yucstionnaires utilise the frequency of use of hehaviours as o measure of family coping.
although this may pot be accurate {Koescubick, 1944), In the prosent study, puarticlpants
wore avked whother or not the bebmlvar wae prosent, vather thon asessing the
freauensy of &,

Three ventral dimensions of family heliaviour cmoepe from a conceptual clustering of
over X0 concepts doveloped to doserihe marital and family dynamles, namely family
soheston, adaptabllity, god commenication (Olsen, 1488), Family coheston i defined ne
the emotions! banding that fanily members liave tovard soc caoether, while family
sdaptability {s concerned with the extens fo which the iamily system is flexible and able
to ¢haope. Communieatisn facllitates movement on the pther too dimensions. The
blographical questionnalre incluted gueitfoss regarding these dimcasions, Family
codoslon was assonsed by fnqguiriag abant {ay the suppectiveness withis the family in
terms of helpiog (he carcpiver gare for the patient, and (B) the fecliops of cnotional
claseness, before and after the injar), 1o it conld then be assessed i tlie Yiead injury had
impacted on feolings af clovencvs Ale, asking abinat pro-fnjury functioning is important
siner famities that wore dysfunctionat prior to fojary mav be at geepter risk for post
injury problems than proviowsly well-adjusted families (Kreutzer of ab, 1990h)
Adaptability was assowed by esamining whethor roles and waye of handliog tashs
changed fu the fanily, The cavegiver was alse avked I i nas pesible to oxprosy feellegy
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4.2.4. BIOGRARHICAL QUESTIONNAIRE

Iu the researel on head fafury and the family, many researchors have developed thelr
anit elteeklists or structured Intersiows to deal with speclfic problems associated with
iheir particular arca or population of interest (Brovky. 19911, As o result, thore were no
cheeklisty or quostionnaires available whicl were refovant to the prosent rescarch
quostion, pardeelaely simce so Hitle work bas heen done to empirlenlly tost
Aosclopmental stape models, Thus, the roseavcher bod fo construct hicr own
yuestionmaise after a review of the appropriote iterature, This procedure docs, hovever,
rosult in all the comunon psschomotric problemss of rolability, wulidity, and
peneralisability, Thus, the questionnafre was used in conjunction with other welluwsed
measures rather than fa selation,

The gaestiranaire was comprised of hoth closed ond open-ended gucstions. Opeascnded
ynestions allowed the researehor to esplore the eavcpiser’s experiences, pereepiiogs, and
tevel of ndaptation In some depth, Carcgivers wore cacouraged fo elaborate on fssues in
thelr ownt way 19 alfow the researcher to abtain o greater pnderstouding of the sature
of the stresser endured which moy vot hase been folly assewed throngh the use of
specifle questiornaires,

Ta nddition te ascenaining baste demegraphic informntion about the patient aad Sigher
family. the questiconaire asked for Information concernlng sonrces and level, of strosw,
A family that is alreadyv ander stress from otlier reasens may be more at tisk for
difficaltics. Also, since fomily reactions te head injury cvolve and are resolved overn
tongeterm peried. families seldom deat with the head infury fa hsolation {Koscailek ot oL,
1993 Coregivers were also asked if the paticnt™ relationship with hewhis parcnts,
sibfings, oxtended fanitios and Sriends hod fmproved. aof chianged, or warsened sfuce
the jary (Brown & Neli, 10923,

Given the focus In the lterature on the need ta identify how the fomily system copes
witlt a member's head infury, some attompt was made t yncover thie dimensions which
may underlie such coping, It fins been arpued that fomily coping facilitates pesitive
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1985). Coasidering that this instrument roeasures transient emotional states, test-retest
relfabitities shonld not be extremely bigh (Jacebs & Bose, 1993)

The original POMS consisted of 65 ftems and it was argued that its lengih may Hmit its
use with physteally sl or atherwise impntred ndividunls or provent its incluston fn multl.
Instrument assessment protocols (Curran of ok. 1995} The fimd peint regarding the
ariginal seale’s length was not o consideration in the present study sinee the POMS was
ea:npleted by untmpaived caregivers, hiowesers o shortened version, wwhech ean be
administered in approsimately Balf the time as the original scale. was prefeyred,
particutarly when eue conslaers the loapth of the KAS-R. Shackom (19825 found that
the corrclation for both Total Meod Disturbanes and subscale scores beiween the
orlginal and the shortened seales was vory hich {all above » = G958} Facls of the six
seales was reduced by two to stven Bems without losing inteynal consdstency. and for
some scaley like Confusion and Tonsion the intornal consistency was improved,

Given the Hmited sample on which the POMS-SF was develaped (83 cancer paticats),
Curran et al. (1995} assessed its psychometele proprrtics wsing 609 rospondents
reprosenting five different clinfeal samples and one xample of henltay adults, For off
samples, fnternal consistency esthmater for the POMS.SF sebroalos wore very
comparable, ' in some eascs S, Tension and Confaston), were actanlly supcrlor to
that of thele counterpariy in the origlnal POMS, Furthermore, ke Shacham®s (198%)
own ffudings, corrclations between Tatal Mood Disturbaner and subscale scores ¢o the
POMA-STE and those from the orighnal POMS all exceeded JI5. 1t was concluded that the
short version Is an exeellent alternative for the oripinal scales whes a brief measure of
psyehotopleat distress is desived, Although thie tack of sormative data with the ariginat
sealer s o deawback with the POMS-SE, the POMSST s sultabie if the primayy
researeh question fnvolves the identification of wneiables associated with variance in
POMS-SE seoves {Carran ot al., 1998), The MOMSSSE can therefore be cemidered an
apprapriate meaaure for the preseat study, sinee an attempt §v made to identify which
paiient or family varlablex are asseciated with carcalver Qistress, as measured by POMS-
L
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In the present study, data were omalysed for differenees bodween potients’ and
carepivers® perceptions. For each earcgiver-patient pair, the difference hetween the two
reports for cach item was calenlated. Futreme disercpaneles hetnoea these reporie
indicated that for any single ftem, the eavegiver®s rospanse was ot the oppoaite end of
the continnumm 1o that of the patient, In other words, thore was o differenee of & points
between he 2 peports. Severe discrepaucics fndicated that fur any siople Jem the
responses of the carcghver differed to thot of the patient by 4 point moderate
aiserepancies differcd by 3 peipty, mild diserepancics by 2 peints, and very mild by only
1 poin.

4.2.3, PROFILE OF MOOD STATES {(POMS)

‘The Profile of Mood Statces « short furm., (POME-SE: Stacham, 1982y way administered
16 the primary caregiver (o assess the deguee of stress experfenced, This seplotsa Hat of
A7 adjectives on which the subjoet iy requosted to describe his or hor fecliags over the
past week meluding the day of the test, on 2 S-point 1ikort seale format, vanping fram
vt at all® (0 ~d-excromels A total score for each caregiver wos obtained by summing
the respénses for cas {tems, Total scarcs range fram 8 to 185, and the lower the acore,
the Tess the mood disturbance, These scores werd used (o corrclate the careglvers” muod
disturbances with the other measares,

The POMSSE was chosen sfuce 1t assessey these mood states which Yozak (1986}
deseribes tn her conecptualisation of tho stages through which famities go following brain
Injury. It was thas possible ta aseertain whether these reactions spectficd by ? czak are
actually found In thic present aample.

The original POMS i ane of the ntost widely used scifereport instenments for the

measarement of psyecholopieal distress in o variety of cifaleal and voneclinical

popuiations (Currap et ol 19980 Jocabs & Baze, 1993 M possosses adequate

asschometrie proepertios with fnternal conslyteneles {Cronhach afpha coofRelonts) fu the

range of 84 to 95, satisfactory validity and reliohdlity {1.cak, 199%) and testerctost

relinhilitios for pon-clinical samples have been regorted in the vange of .68 .74 (Boyle,
65
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KAS-R4 and KAN-RS both luvelve the same lisz of 22 free-time aetivitles, ‘These inchde
fichbies, socind aed community activities, and selfimpravement activitics, For KAS-IUY,
Hems are yatcd by the relative on a 3-point seale indieating whether the pationt iny been
involved in an activity *lefrequentist, *2-sometimes’, or *3apractically never's The totol
seore comits of the sum of ratings of individun} items. In KAN-RS, the relative brdieates
whether heis] o Iy sotisficd with what the patient does, would ithe to sce kim‘her do mare,
or would jike to sco hinpher do loss of o given activity, A 2-poiat scale is used, with the
latter two catemorics scored s ‘dissatisfaction®, and the Sest cafegory seored a8
ssatisfaction®. The sum of ratings for the individuat items constituie the total score.

The prevent dudy was concerned with the amonnt of change pereeived in the pationt
and the effeer this ko an the primary caregiver. It was considered inapprepriate to use
the item clwters and factors frem RY In this apalysis, pacticnlar.y with the more
quaiitative agproach applied to the small sampie slees The difference between the
*hifore® and *after" ratings was viewed as nrore relevnnt than separate total seorew for
cach scetfon. For cach sobject, the oxtent of change on cack item (repardicss of the
dircetion) was abtaiited by calendating the NMitereace bemveea the *hefore® and *after®
rating These were summed to prev’de the total ostent of chaage on each seetion.

422, RIPCLAR PERSONALITY ADJECTIVE SCALE (APAS)

The 28-item Bipolar Per.onality Adfective Seale (Jansen, 19883 was used to obwin
information on psyehological outcome where pationts report thekr self-pereeptions wad
earegivers report thelr percoptions of the patient. The Bst of 28 bipelar items was
coustructed by sclenting adfectives frons the relevant iterature concersing chanpes in
character after THI (Jausen, 1958) Fack ftem is micasuted on a 1 to 6 seale, with bigher
scayes {ndicate preater personality difticulties, Total scores range from 25 and 168 and
are ealewlated by summing the seores for each tem. Factor analysis o shown that il
ftems on the Bipolar Persunality Adjeetive Scale when rated by beth subjest and
corephver fonded o o slngle facter relnted to recavery oftor TBI (Brown & Nell, 19923,



been us:.d in stadies describing enotionn! distress, socfol adjustment, and ;1 :neral quality
of Tife following: head fnjury (MeSweeny, PN0) Lozak (1995 asserts tiat the Jssuces
tncluded In this senle have partienfor relevance for head travmin vietims lving with thelr
fomilies or in non-institutionatined scttings.

The KAS-R consists of five major subseales. each designed fo assess a differont aspeet
of the relative™s perception of the patient quatity of life. In this stady, Wade's {1992)
approach was used which asks the relative to mark cach item with a clrele ¢0) on i
line which best deseribes the fnjared person as sfhe 75 pan. as vwell os with a eross {8
ou the Hoc which best desoribes the infured porsen as ¥he was bofore the Injory. This
methiod is essenfial (o assess change in the patient sface the Injory,

The first seetion (KAS-RY), which has reecived the niost attention in the assessiwent of
geurchehaviournl functioning, containg 127 items whish depiet numerous psschological,
ematienal, avd bebavioural chusacteristics, for vating on a seale rangian feom *1-aitnost
nevet® to *3-almost atwaye®. Thres major factors with 12 facters seales have becn dravn

 from BAS-R1 {Katz & Dyorly, 1963), whica can provide diseriminming information

abo.t hiead-Injured paticats although ot always ou the same factor seales or to the same
degras (Lezak, 1995,

The second scetion (KAS-R2) consists of n [ist of 16 activitdes to deseribe the patient's
fovel of performance in sociatly-cxpeetea hehaviours. These inelade family and socla)
yesponsitiiitios, social activitios, seif-¢are, home adjustment, and community activitics
{Katz & Lyorly, 19631, Relatives must eate itemy on o 3-poing scales *1eis not dolng's *2-Is
dolop somet, and *Xde dolng repularly’s Rems are then summed for o total score, An
{dontient Jist s glven for KASR3, hut fn this case the rolative Is asked to Indicate
whether, for a given activity, hershe expeeted the patient to be doiag this withiv o
remsonabie hne following dischiarge from the Pospital As with KAS=RZ, ftems are vated
oA a 3-point scale and summcd for a tatal score, The Mem seale format is *1-did not
expeet himvher o be dolng, *2-txpected himdher to be dofng some’, and *J-cxpected
hinvher te be doing vesuinriy”
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eatered for the physically disabled or mentally retarded patient, such places for liend-
injured indisidoals were severely Iocking, Subjects were ultimately obtained from §
fustitations. nmwmely: the Darney Hureitz Rebabilitation Contre, the University of
Pretorio, Milpark Hospital, Aceess College, ond a medico-legat practice, Records were
obtaiued from the Institutions and appraptiate subjeets wore telephonud, piven o briel
overview of the studv, ond reguested to paetielpate. This approach was fargely
probiomatie, however, especiallv due to the lunag poriod of time since jelnry. Many
individaals had moved or thelr telephone nmmbers bad changed, therchy proventing
contact with probabic subjects. Farthermote, 3 earegivers reported that the patient did
not want to be reminded of the injury aad thus refused to participate; and angother
family member reported that the head-injured individual had eommitted sufvide 3
nmonths previeusly. As a reselt of all these factors, the sample size was sipnfficandy
lnited, Only cight primary caregivers wore invelved, 6 (7590) of whilch were mothers
aad 2 (25%) were futhiors,

4.2 INSTRUMENTS (SEE APPENDIX A)

4.2.1, KATZ ADJUSTMENT SCALE « RELATIVES! FORM (KAS:R}

Neurabehavionral adapiation followsing head injury has o sipuificant cifect on outcome.
Goran and Fablano (1993) assert that although there have beett considerable Innovailons
n torms of lnstrumentation to delincate nenrapsychological changes following 18X, there
has heen fittle gpreement on an instrument to mensure psychosociat or hehavionral
changes. Such chauges In tho patient hove relovatice for rehabilftation and theycfare
nead to be objectively assessed, A number of resenrchers (ee Goran & Fablano, 1993)
have reported that the KAS has some utility in the ussessment of aeurobehavioural
Sunctioning following TRL In the presont study, the primavy carcgiver was required to
complete the Kotz Adjustment Scale = Relatives” Form (KAS-R; Kotz & Lyerlv, 19463
which wag designed {0 assese the personal, interpersonal and social adjustment of
psyehiatrie poatients as pereebved by othiers, The questionabile ohjectivity of using « close
refative as an informant led to the development of items coneerning speetfic bebaviours
vathier thoan pugting the relative in the position of judgiog the patient. The KASR hng

&2

&



CHAPTER FOUR - METHODOLOGY

‘The pepulation of interest in this study vas familics with & member with o severe closed
head Injury, leading to a past-trawmatie amnesia {®TA) of more than 2 we Uy andfor a
Glasgow Coma Seore of cight or less with a coma duration of more than & hours,

The oripival intention of this study was to cxamine the cifcets of head injury which
eccursed In adolescence (13-19 years). Hewover, due to the oxtreme difficulties of
oltatning such subjeety, this age group Lad ¢o be extended. As o result, age at injury in
the sample obtained rasged from 16 vears, 11 months tv 31 years, 6 months. This
slighitly older age proup Is unitkely to alter the theovetlionl underpinnings of the study
regarding the offests that adolescent biead injury bas on pareuts. The Tamily ts still lkely
to have the same expectations for their 21 yeor old child as their adolescent child in
terms of indepeadence nnd a successfol adult statn,

Tue sampliog procedure reqaired that the family member who was the primary
careg’ o of the peeson with the head infury complete study materials, thiat the familics
were English-speaking or had o sufficlently good command of the Euglish kmguage to
fully comprehend the varions questionnaires, aud that the head-injured person was
hetween 1 and & years post injury.

The somple was deawn from hoth private and government lastitutions fa the
Johannesburg and Pretoria area, Permission wos obtafaed from the relevant authorittes,
Althongh the study tind almed to assess individuais of olf race groups, all families were
Yhite, excopt for 1 Coloured family. Out of spprovimately 80 Individeals or institutions
that were initialiy approached, only st very small number wore eble to provide assistance
Tor the prosent study, This was due primarily to the striet seleetion eriterin appled in
thic study, Furthermore, while there appeared to be o number of institutions which
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greater mood disturbance in the caregivers

whetiter sreater personality disturbances, as perecived by the caregiver, would result

in liphei levels of stress experienced Sy the caregiver, and:

whether there would be a sipnificant differonce betvween the reports of the pationts and
those of their earegivers regarding the patient’s personality characteristios; and

if sor wonid this he associnted with preater mood disturbancee fn the caregiver.

IS LEZAK'S (1986} DEVELOPMENTAL STAGE MODEL APPLICABLE TO A
SOUTH AFRICAN POPULATION AND, WHAT OTHER FACTORS ARE
LISELY TO HAVE AN IMPACT?

Ju particalar the researcher wanted to oxplore:

if families" responses to o member®s head injury nre aptly characterised by o
develanmental rtage structure, both In tevins of the distinet scis of copaitive,
hehavioural, avd emotional repctions, as well ae the adaptation patterns fhat

oveur ot distinet timo Intervals (Rape et al,, 19921

what offect coping behaviowrs and sources of stress had on the caregivor's

functioning, and:

what qassistance is avallable in South Afriea for familles of head-injured
individunls. The nature of any such support and its impact on the functioning

of the family was examined.
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CHAPTER THREE - AIMS

This study aimed to assess caregivors” experiences of severe head fnjury in die patient I-8
vears post infury and (¢ contribute fo o greater understandiog of the nature of o careglver's
distress iu a South African popuiation, The intent was to explore the preseace of difficulties
and disabilities in an adolesceat or young adult with brain domoge and 1o record the cffects
of these on the primary caregiver. It was hypothesised ¢hot pareats of patieats In tlhs age
group would huave partieelar concerns related fo the stage of developnent of thelr obild {as
discussed In Scetlon 2.2.8. above). The primary nim of the study was to cxamine the
curegiver's level of adaptation te o family member's head injury, snd to diseuss this in terms
of Lezak*s {1986) developmcutal stage model, Due to the significant relatiouship between
changes in the paticnt and fomily levels of ndjustment, it was first necossary to examine the
varions changes which occurred in the patient and the impact of these on the primary

garegiver,
Thus, the study was designed to answer the following questions:

A}  WHAT BEHAVIOUR CHANGES AND PERSONALITY DISTURBANCES ARE
FOUND IN ADOLESCENTS OR YOUNG ADULTS WITH SEVERE HEAD INJURY
AND WHAT ARE THEIR EFFECTS QN THE PRIMARY -~ .REGIVER?

In particalor, the researcher wianted to assess:
" wiether a greater change (regavrdless of direction) In the pationt's personal,

interpersonal, and soclal adiustment stuce the injury would be asseelated with
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Silver, 1989), The present study attempted to explore possible casvelations of long-term

careglver distress,

According to Lezak's framework, o family 1 year or more post injuty could be negotinting
any one of the latter four stapes, What these stages have ie comunon is the redocetion ia the
family’s opthaism for the patient’s total recovery. Although a few of the hypothesised stagey
have recelved some empirienl support (i, denial, nradual scknowledgement of permanent
deficits), Rape et ol (1992) have argued that most of the stages lack empirieal support and
appear o be based primarily cu clinfead Tore. These researchiers believe that stadies need to
evalnate the extent to whicl thie adaptation patterns of family members support predietions
derived from dovelopmental stoge models such as Fezak's. My siudy attempted to assess

whether these stages can be usefully applicd to a South Afrjear population,
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5,3 RESULTS OF BIPOLAR PERSONALITY ADJECTIVE SCALE(BPAS)

The difference between parents and natients veports en the BPAS was only obtalned in §
eases. Despite this vory small sumber, it was folt that comparisons hetween the parenis* gud
patients® vosuits in these & polrs were still important given e pussibility dhat Inege
discropancies hetwoen these twe sefs of reperts may be linked to preot distress, and Jos
positive adjustment, ia the caregivers

The Hteratere supgests that. partiowlorly with severe injurics, patients are unlikely to be
aware of thelr deficles. Indeed, in the prosent somple one earcgiver commented that
althouph the paticat veas aware of memery and tactuat/motor problems, aud stowed specch
and readings there was a lack of acknowledpoment of personatity chianges, which were
glearly visible to others, Futrome dizerepancios hotwern paticat and cavegiver reports were
oncommon, very mild differences were more Hlicl. Only oue carcglior-patient pnir
exhibited estrome diserepantcies; these were for Remember  vomrete evenis-Forgets remaote
evants, Liker cosnpany-Dislikes company, and Cautions-Iaipulsive, comparsd to 4 soports
(80%%) of very ne § differences o Conceatrates well-Easlly distractible. The moans for each
ftem for the carepaeys and the patlonts, and the differences between them, ave provided in
Table 8 averleal
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5,2.2. KAGR AN ITS RELATIONSHIP WITH TIME SINGE INUIRY

Due to the importance of ¢hanges over time in terms of Lazak®s (19686) madel, the degree
of associstion between time since Injury and seores on cach of the KAS-R subscales was
calculated nsing Spearman’s rank-srder corrciation. Time since dnjurs and seores for
subjcets on all KAS-R subseates ware reduced to ronks {eack variable ranked separately)
The asseciation between these ranks wos ¢xamined i turi by compusing the diffecence ()
Betnoen thie yanks fue cach sebject and thes sguasing coch of these differeaces, The sam
of the syuaved difforences fn ranks ond the aumber of palred observations (V) were then
entercd into a simplification of the formulka fer by Meaysen product-ronment corrclation as
applied to ranked data (MeCnil, 1999), Totol scorvs on coch scetion of the KAS-R and thelr
corrclation with timo sinee infury ave given helew in Tabde 7,

FABLF 7: APEARMANS IANK-ORDF I CORRELABION BEIWFEN TOTAL M'BACALE SCORES
FOR TR KALZ AIJUSTMENT NCALE & TIME NINCE INITRY
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These pesulte indieate that although there was o tendenex for change in the patlenty
hichavient o degrease with tine, this did net reach statlstl al sigatficance,
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the patlent's ability to entertain {eionds ot home: 62,825 of parents did not expect thels
child to do this alter the Injury, Fifty percent of pationts were not deing <0 <inee their
accident.

By coleulating, the diserepancy beiween the expectations (R3) and getivities {R2) scorey, the
teved of parents® satisfaction with performonce coutd be ascertoined. This was dunc for hoth
pre- and pest injury reposts, which wore then compared to provide an index of the choange
in the tovel of thils dissatisfaction. For KASN-RS, chioupe in the dove] of dissatisfaction withe
freeotime aetivitics since the injury was asseased dirvetly, Behaviours niost likely to be linked
with disatisfaction in the relative sinee the injary arc shewa in Table 6 below,

FABLE 6 NOCIAL & DEIM Y SCUTIVEIEES MOST LIRELY 200 RESUET I SSSAINAAT TION 1IN
1A &Iﬂ_hﬁfil _

T a0 T wew e MFCAREGIERS FAORESSING
- DT RN
TURASIN - RASRE RVivitebor bie fends Y I
18\ otks o2&
RALRR S Worke an aome hohhn R4
T ¥ sty friendy 858
o whaewofheah &

There §s o great daal of overlap detween this tohle and Table 8 When ene censidors theso
tables together, atthouph there wore a numbier of activitivs fo which great chanpes were
gbserved follovning the Injury, ot all of these result in significant divsatifactdan in the
parcnt, As ¢an he seeqs in the tahlo, the moin source of dissatisfaction for parents & the
paticaty' velationships with their frieads. These resalts are saderstondalde In torma of the
patients® age or Mape of devolonment, when strang peer relotionships are promigent. This
Alo applies o natbing on o kehby or golng té work,
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Kevere chanpe fndicates that the patient Is not doing an activity which sibie was performing
before the fnjury. Moderate change implics that, for any particular activity, paticats are
anly somctimes engaging I it ot preseat, wheveas previously It was eshibited Trequently,
Of these hehavioury in ‘Table & item 9 and Iene 2 of KAN-R2 were the most recurrent
sovere chaupes. ‘The forner was alo the moest frequently reperted  moderate chignge,
togethior with *Remembers (o do Importont things on tme', both of which were reported
by £0% of the carepivers. For KASR4, *Work on some hebby* and (o to school® fcll in
to the catepory of the most freguently reported severe changes. with 5095 of refatives
regorting o decremse in these brhaviours sinee the injury. “Write Iftors® was the maest
conunan medorate change. reporicd by 62%5 of the sarents,

o all of the aliove cases, pationts perfermed the seciallv-cxpocted and frepstime activitiey
fess frequentls than hefore the dnjurs, This Iy trae for all itome of KAS:-R2 and KAS-R4,
fncludiug thove not represented in Tabie 8, cxeept for a few interestiog enves. Faor instaces
of fncreases in the fregqueney with which the patlents attemiad chureh or assisted with
commuanity work was osident, ane of whivh was a substontial change, There was also ane
report of o slight inerease of work in and arousd the hous, of work fa the garden or yard,
and of piaviug cards or ether table games, These fncroaves are probahly indicative uof the
great smount of time speat at home. Yhe focuy on difficulties In relationships with friends
1s noteworthy, and it Hoks back to the bigh reports of lonclinesy in KAN-RI, Similaely, the
lack of involvement shows by the paticnts Jo Table 5§ lioks back to the 1ack of intorest in
things reported in sAS-RYL

KAR-} mictaures the Iovel of expestations for performonce of secfal activitles, Subjeets were
asked 1o reesrd thelr expeetations of thele child for hoth before and after the fnjury. For
many parents, thele oxpectations reparding thelr child’s abliity to function changed in o
nainker of aveas sollaniug the head injury. In all eases of the prescat study, any change in
espectations indicated that porcaty expected dovs of their injured children follawing the hend
fnjury. In some cases. the patient was pevlermiog cortain activitiew that the careghver had
not axpected wore passthle, The most frequentts reported change in espectationy conecrned
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The high voports of childish and less responsible behaviour iv in keeping with the
Hternture, Such behoviour usually makes interpersonal relationships very difficult, as
sugpested by the Inrpe proportion of patients whe folt loncly. In terme of the estent of the
change. the most freguently obscryed severe change (reported by 50%; of eareglvers) was
ocls Tonelv's the mov® freq, ot mntli:mte chiunges {reported by §0%6) were *Has frouble
slceping® Gets very sod, Hlu®, “Shows herdlits Teclings® and *Shows goed Judgement®s and
the mild chiange most viten reported (by 02.8%3 was *Acts helpless, Pationts were lese likely
16 show good judgemoent and maore lKedv to o thit the other benaviours.

KAS-R2 and KASRY measure the level of performance of socially espected aetivitics
and the loved of freetime aotivitios, respectively. The most frequently obsersed changes
fo patients measures are presented in Table 8 below.
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deerease was showsn fn ench of the following: lonclincss, Teelings being casiiy burt, sadnesy,
tatking too much, and complaints of physieal aitments, Two parents seported that slightly
lens anger was evident o their childrea. The only Inrge unexpeeted chonge was o marked
deerease in the nmount of attention necessary fre one paticnt siace the njury.
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TABLE 3: BIOGRAPHICAL INFORMATION ABULT THE CAREGIVER

SUMECT  WME  AGE | RELATIONGITP BRAAST WORKING  WORKING
O NO. EAMGUAGE RANGE  TOPAIIENT  BBUCANION  PEEDRE  AFIER
B I 77 S T Y Viomee Matiie Yoo W

2 Afrikaan A=20 Mothey Matrte ¥z Yoy

1 Alrikaass | B Meother atris 11 No

4 Aftihaany AL Mother torie Collepe \«¢s A T3

4 ¥ogtah 4]0 AMother wMEH St f 11

o toptsh 41:59 Farher Gome € olsersiny Yes tex

bd Fophh 4159 Mother Aatic A 71 L 77
8 Aldtagwy 8160 hatber  dohcnitgeaduete Yo Yes

52 RESULYS OF THE KATZ ADJUSTMENT SCALE

521, CHARACTER AND FREQUENCY OF CHANGES

Due of the nimy of iy stud) was o assess whot chianges wore most roguently observed in
patients with severe bin damoge 1-8 sears past nfary. This was appraised by KAY-RI,
KASR2, and KAS-RY, which asked for earegiver respumscs ghout the pationt’s symptoms
aud satial hehavlour both before and after the head injury,

For KAS-R{, the most frequently reported changes in patient® bchaviours sinee the injary,
ave recorded in Tahle 4 overlonds 3F there was g substantial difference in the frequeney with
whicl ¢ bebavienr was performed post Injury, ax compared to pre-fnjory (.. i the patient
never engages in an activity that whie bad proviemsly almost always performed), these
responses wore classificd as severe chongow, I thore wox a slipht difference, responses wese
recordod o8 wild changes: with modernte eimagey falling betweon these two,

T mest cases. the ehanges otenrred in the expected divection, that s, there was an inerease
in the fregneney of negative behiaviowrs and a decrease In positive behavisurs. Hovever, for
some patienty this did not apply and changos can br slewed ax improvements. A mitd
inerease i the fevel of respomsitdlitsy was shown hy oue patient, while ene repord of a mild
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TABLE 2 BIOGRAPHICAL INLORMANION ABOUL THE PAIIENIS
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As Is typlent of the head-injurcd population, sy rativs wore skewed (Kreutzer of al., 1094},
With o siogle exception. all pationte wore wmale {87.5%). Three paticats (37.5%5) hod
retaracd to tholr studics sinee the injuey. but only une individual (12.5%0) hind retorned to
any form of work, Understondably, it is the 3 patients with the longest time sinee injury
thas seturned to their studics sogpesting that it may only be possitle to do o 3 or more
seurs post Infury,

8.1.2. BIOGRAPHICAL INFORMATION ABOUT THE CAREGIVERS

Similar 1o other head infury family studies, the primary careplvers were predominantly
mothers (78%) Mowt of the sample foll into the age range of 41-80 years (62.8%0), with 2
mothers in the 3140 age range {25%0% and one father In the 5100 age ranpe {28.595)
There were equal numbors of Eoglishe and Afvikoanssspeaklog participauts, In terms of the
carcgivers® cducation lovels, sne parent had reached the level of standard 8 {12.5%0), 4 hiad
matricalated €80%3), 2 had some aubversityieeliege cdusation (25%5) aud ooly 1 was g
university araduate (12,5953 All parents had heen working hefore thelr child's fnjury, but
not all were eurvently working, Three mothers 1379%) had given up thelr jobs to care for
the Injured family member which seemud undetermined by time sinee infury,
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51 BIOGRAPHICAL INFORMATION

Information was o stained for 8 primory eavepivers aud thelr head-Injured clildren. This
{3 provided in Table 2 and Table X, Glven the fportance of timie siuce injury o the present
study, subjects are pnmbered according to time sinee Injury, that is, Subject 1 is the patient
who was infured most reecatly and Subject 8 has the longest time sinee fnjury, This allows
far a clearcr pleture of the conrse of difficulties and recovery over time,

Al hend fvjuries in the somple were due to motor vehilele accldents. The pationts* age at
isjury vanged from 16 years and 11 months to 21 years and & months, mean 19,93 {($D =
1.39), Time sincc injury ranged from 15 to S84 months, mean 30.75{SD = 13,06), All patients
in the stedy were very severely injured. ta terms of sevorlty measares, only coma daration
cotld e obtaincd for all subjects. Complete hospltal records were unavailable in most eases
and carepivers wore generally wninformed atout GCS scores or PTA. Conscquently, the
researchior bad to rely predominantly on coregivers® reports of lenpth of coma, which were
ofton sketehy. Coma duration was defined ag the time between Injory and the resumaption
of consclousness, and ranped from § doys to 218 days, mean 4013 (SP <« 48.06). The farge
- range Is due to one patient who wos in o coma for 210 doys. Without this lndisidual, the
eama length of the sample ronges from 8 davs to A8 days, mean 3843 (8D = 11,82).
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measurements are not wade with interval or ratio seales, Cooper and Emory {1995)
point out dhat oy a special form of Pearson’s product-moment carrelation, this
procedure®s strengties outweigl its weakuesses, It is unaffected brih by transformations
in the sdnta with logs or squaring and by estreme scores sinee thie largest nnmber in the
dis*vibution Is cqual to the sample size. Tt Is however, sensitive to tied ranks, with top
naany tios distorting the covfficlont’s size. Fortunately, this fs not a frequent vecurrenve.

The vesponses in the biopraphical questionnaire wore analysed qualitatively. Descriptive
statlstles using percentages and proportions were employed for the ¢losed-ended
gquestions as it was not be possible to caleninte means and standoard deviations, ote,
Common thomes were extracted frotn the open-ended questions. Thus, two tnter Yinked
areas of dats were obtained. In this way, data from the closed-cnded questions could be
claborated on with informatlon from the open-cnded questions,
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44. ANALYSIS

Due to the sl saniple size, the information obtained was of a qualitative nature,
Scores on cach of the questionmaires were caleulated. Deseriptive statisties using
porcentages ware employed to assess frequencies of various patient bebaviours (on the
KAS-R)s personality characteristies {on the BPAS) and carepiver reactiony {ou the
POMS).

For the Bipolar Personality Adjective Seale, the mean score for ¢roh {tent was calenlated
separately for relatives and for paticnts. The most frequently observed poersounlity
characterfsticy to be found in a hoad-injured sample of adolescents or youug adulis,
according to both the carepiver and the patient, could thus be assessed, The differences
between flicse two moeans revesled witleh Mems show the largest differcnces hetween
parent and patient reports, Test totals were compared using Wilcoxon®s matclicd-pairs
test. This test is the disiribation-free annloptie of the 1« test for related samples (Howell,
1989}, It has cxcellent cfficlency and can actually be more powerful than the £ test in
cases where the lattor §s not particuiarly appropriate. Beenuse of the matched-pairs
mature of the data, the small snmpie size, and the nncertainty regarding the shape of
papulations distributions, this test was particnlorly appropriate for this annlysie (O.P.
Hall & Adelman, 1900).

Those emotions from the POMS which are important in expliining Loxok's
developmental stage model were seleeted and graphied across subjects. This made it
passible to witness the course of these emotions over time In the present samply  ud o
compare this sequenee to that proposed by Lezak (1986).

Spearman’s rank-order correlation was nsed to assess the degree of assoctation between
il the measures, fnctuding cach subscale of the KAS-R. aund these vaviahles® associntion
with time sincee injury. This caabled the researcher to assess whethior behavionr problems
aitd persopality difitoultles in the patlent are related to earegiver distress, os supgested
by the lteratare, and whether there is a cliange in these factors aver thne. Spearman's
test procedure correlates ranks between two grdered varinbles and s appropriate when
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43. PROCEDURE

The desipn of this study was ex post facyo. Such a design simulates an experiment; the
difference being that the subjects have been naturally monipulated prior to the study,
on relevani factors, so that they can be examined after the fact,

Tite rescarcher met with the primary caregivers. They were given an information sheet
wiich indicated that oll the data gathered in the study was for research purposes only
and that their confidentiolity was ensared. They were then requested to sipn a consent
form which stated that they were wnder no obligation to participate and that they conid
discontinue participation af any time without prejudice towards them,

All guestionnaires for the careglver were complited in the presence of the researcher
aul were adntinlstered in the same or¢ b particlpants, that s, the Kotz
Adjustment Scale « Relatives’ Form (KAS-R), Bipolar PersonaHty Adjective Seale
(BPAS), the Profile of Mood States (POMS) and then the biographicat questionnaire.
This latter mensure was verbaily ndministercd to the prlmary eavegiver, Injury data was
cbtpjned from the carcplver os far as possible, or from the astitutions® records, if
avaitable,

Pativnts were also asked to fill in the BPAS, Howover, completed questionnaives conkd
anly be obtaired from § of the 8 Injured patients, In four eases, the patient completed
the Bipolar Personality Adjective Seale with the researcher present, while one was
refurned completed ot a later date due to the unavailability of the patient a# the thue
of assessments OF the 3 patients for which questionanires were unavailahle, one
Tudividunt studicd away from howme and was thus engaged at the time of testing, unother
piilent vesided in a nursing home and was too severely lujured to respond to any
assessmezt. an i in the final case the caregiver stated that the patlent’s responses were
Hkely to L¢ oxtremely unreliable.
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5.5.2. FAMILY COPRING BEHAVIOURS

According to the literature cevenin belavionks are considered ¢ assist family coping after
severe stress, sush gs head injury. Aspects of coping assessed in this stvdy ineluded feclings
of closeness between family members: participation o fagadly getivities, ability te oxpress
feelings within the family, flexibitity fn family roles, aud suppovtizeness among fomily
piemboers o5 manifested by sharing the role of earlng for she patient, Percentages of parents
who showed evidence of these astivities are recoyded in Table 12 and Table 13 below.

TABLE $2: PERCENTAGE OF CAREGIVER L \HlBHl\'(i COPING BEHAVIOTURS PRE- & POST

T e e

COPING TFREMNT  TOSUME | ADSENT | PRESENI  [OSOME  ABSENE

| BNIENY AL

CLOSENESS  100% 0% 0% 828 13&% 0%
EAMIYACTIVIIIES  628%  098% 0% e 1%

Al Tamilics were reparied to have heen ciose before the Injury and in only one case feclings
of closencss lessened sinee e infury. Although fecllnas of closencss and n wish to be with
cach oiher was evident, one parent veported that in practice. <loscness ameng fomlly
members was tmpossible lreenuse it wax so diffienit to relate to the patient, This may explain
the reduction in family aetivitics since the injury.

_TABLE 1 PERUENTAGE OF € &RE_(-!} ER REPORTING COPING TEHAVIG

RY

0 FHIO0S OF 4 ORI g T st Amwst
T ENrRIWINGE B NG BRAT e s RS,
ROLE FEEALOREETS YR L 12.8% e, 4

L Wm0 R8% 0 @% AN E

Most earcgivers (87,590} felt that they vould express their feelingy opealy In their Sfamily.
Althougth ene carepiver felf that the expression of anger was not eonstruetive, the ability to
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It would seem that sibling relationships do suifer as o result of & head injary in the Jamily,
Your parenty (J8% reparted that the patient™s relationship with bicher siblinps hod
worsesied singe the fnjury. I wos supgested that this may be the ease heepuse of the
redaction in e patients” toferance fovel sinice the injury. For onc patient, it v as ciuphasived
that the refatienship with «iblings bhad deterforated substontinfiy. Hosover, in 3 cases
(37.8%0) theve wav an fmpravetnent in this relationship.

‘The mest significont finding was in torms of the parneats relationship with livher friends,
All patients had fust their fricads sinee the Injues. Parenty emphasised that ¢hils loss of poor
relativaships was partleulordy poainfal, and perhaps the mewt difficult change, for the
patient, Friends were repotted 19 Jinve been sery unsyropathetic. aod hod difficctty in
tealing with the patient's steopge, diffevent and often inappropriate kehasisur, There wos
A laek of comwmunication benvecn the pattent und his:her friends after the tnjurs.



%

PRS- B . i -

£.4.2.7. Bowldarmont Over Time
Familles ave typleally bewildered by the pationt's strangte behavionr soon after they return

_ from hospital. In  lLezak's (1986)
FIGURR 6&3;92’1“;@“6%?55 ggfimamw framework, this bewilderment iy likely to

Boe amenteyes bagl " contiuue until the family reaches a full
awareness of the patient’s deficlis fn the

[#a]

1’} q

g . L fourth stage, According to the praph, stage
fé« _ 4 i3 lkely to begin at approximately 22
g, menths after the Injury,
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55 THE RESULTS OF THE BIOGRAPHICAL QUESTIONNAIRE

5.5.1. PATIENTS' RELATIONSHIRS WITH OTHERS

Contrary i5 much of the Kteraturc on family relationships following severe hend Infury,
there was moderate evidence £3 suggost huproversent in & aumber of areas, as shown in
Tigure 8§ overleaf,

Five carcglvers {62.489%) reported that their own relationship with their child had improved
singe the injury, Four of these parents were mothers and ong was a fathier, These pavents
commented (hoat they folt closer to thelr chlld beeanse they were togethor mors and wore
generally more forplving or accepting of the pationt and hisfer hehaviour since the infury.
o one case, althoupt the mother reported fecling very close to the patient sinee the injury,
she felt that the relationship was Hmited due the lovel of disabllity in the patient. For 1
mother (13.5%0) the velationship with ber ¢hild Lind remained the same, and for another
mother and one “atlier (2592} the relatlonship had worsened.
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§.4.2.5, Hopelossnass Over Time

Accordiog to the fiteratare and Lozak's (19863 model, hopes for complete recovery diminish
af the end of the first year post infary, The
high fevel of hopeiessness recorded on the
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geaph ot 15 months Is therefore
understandable. In Lezaks® stages this sense
of hopolessness continties throuph stape 4
and 5 a¢ olt hope for reeovery of the
patient's  promerbid  porsonplity s
relinquished, I the present sample,
however. no evidenee of liopelessness way
seen between 20 and 22 months, olthouph o

moderate to mild degree was prosent between 22 and 38 months, After 38 months, a senze

of hapelessness §s present fo a mild foran

5.4.2.6. Discouragomont Ovar Timo

Accordiag 10 Lezak (198h), disconragement §s commion iu the Iast half of the first yeor post
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injury as the carcgiver fails to imgrove the
worscning sttuation. 1t continuey into the
faurth stage, after which it Is no lagger
present. The geaph does show this deerease
In discouragement up to 30 months after
the Infury. Yet, thiere Is o severe increase
after this poiut in time until at 43 months,
feclings of discouragement are at their
highest, A drop then follows. lLozak's
model eannot acconnt for this pattern,



54.2.3. Sadnoss Over Timn

fu Lezak’s model sadness is present from stape 3 hut fs likely to be promiacnt ot 15 months
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54.2.4, Holplessnnas Ovor Timn

in the period of active mournlag, and te
deerease ofter ihis stage. The graph
suggests that this perlod of mavrning may
e at approximately 22 months followed by
the emational discagegenient of the sixth
stapo, This i3 possible in L.ezsk's model,
Hovever, once again her model does not
cxplain the findingy after 3B months,

The farge changes seen in the praph woy reflect carvepiver respouses to various
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improvements and plateaus in the patient's
Fopavery. It daes not appear 1o suggest ihat
a sense of Belplessness disuppeacs over Hme,
Tozak {1980) msserte thint helplessuess is
likely to appesrin fage 3 when attempt to
rchabilitate the patient are frequently
ansuccessful, Yoz s model provides ne
explanation for the graph.
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54.2.1. Angor Qvor Timn

Accordivg to Lezak {1986}, angrer Deglos in the third stage, continues through the fourth

PIGUNE L CGAREGIVERG' ANGER GRAVUDD
hﬁﬂﬁﬂﬂ TIHE e

4 e ca i
teaneiowmay

L.czak’s medel

§.4.2.2. Amxlety Ovor Timo

e B T e T Y e T e o

amd fifth stage to decrease when the family
finally reorganises itself in the sixth stage,
‘The graph suggests rathier varying degroes
of anger over time which may be relufed to
the emergence of difficult  patient
belinviours over time. No auger was
reported at 28 moenths which cofucides
with Lezak's sixth  stoge.  However,
{ollowing this tiwere is a sharp inerease
agaie which cannot be accounted for by

The change on e graph in lovels of anxicty between 15 and 38 months post injury can be

PIGURR 23 CAREQIVERG! ANXIRTY GRAVHED
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explalned by Lorak's stages to some extens.
Ascording fo her model, there nmy be
same uneasiacss in the fifth stage (at
spproximately 15 montiis} as the careglver
atteipty to mournm with the continued
frostrating  presemce of the patient,
Folluwing this, mood disturbances on this
scale should deorcase os fhe family
reorganises Hsoll In the Iast stage. The
changes between 15 and 38 manths on the

araph could e accounted for If a family strupates initiadly to reorganise itself, However, the
increase in anyiety after 38 months caunot he accounted for by Lezak's motel
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As 2 group. parents wore mest Hkely to report feeting tense. fitigucd, exhiansted and weary;
while they wora least Hkely to report foeling worthless or forgetful. Interestingly, none of
these emotions are focussed on by Lezak (1986). Fmotions that she docs congentrate on
were selected from the POLIS and groplicd so that their prescnee across time could be
visvalised and compared to thelr bypothesised appeavance by I.ezak. The emotions from the
POMS that best cofucided with $.ezak's model were anger, confuston, discouragoment,

nnxiﬂy, helplessness, hewllderment, sadaesy, nnd hopolessiess, ‘These are shown in Figures
17 overieal.



54,2, CAREGIVERS' MDOD DISTURBANGES OVER TIME

In order pssess whether Lezak's (1986)F assumptions about the presence aad order of
particalar emotions gre correed. envegiver respanses o the POMS were placed on a thme
senle.  For vach time since Injury, alt emotions present in that particular carcpiver were
recorded, aceording to the depree of the moud experienced. This Is shown In Table 13

below.
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behaviony {KAS-R), and patient personality chiaractetistics (BPAS). Total scores for these
variables are shown below In Table 10, On these scales, high scores indieate groater
difficultics. Scores for each variable were ronked sepurately, and the nssociation between
POMS and cach of the other measurgs was examined in toem.

TABLE 10: SPEARMAN'S RANK-GRDER CORRELATION BEIWERN THE PROFILE OF MOOD
STATES, KATZ ADJUSIMENT SCALY, Blﬂ()%ful PERSONALITY ARJECTIVE SCALE & TIME
SINCE INJURY

N A L v~ L R = e - = LS

40 '\! SCORES FOR l' ALHMW It!t( T ﬂ‘( 'ﬂll PR()!J! E 0!- muw
OIHER MEASURES hdd &Il' .

TIMESISCEINICRY | 18 20 23 28 3 8 4 & 448 |
RAS-I 1y St 12 0 Isp & 106 10 A
KASR2 w0 17 & 18 B 2 4 IRTS
RASR3 I W 19 9 26 g 12 0 as
RAS-R4 L 3 9 10 2 i ¥ A
KANRS N 1 5 14 a ? 8 o.M
BFAS ;19 W W8 s W 4 88 108 095
Notes DIAY < Bipolar Perdonaliny Adjeciidseale T —— ———
N & Kubject
¥ Non significant

* a0t

Fhese resolts suggest that there {5 no significant velatlonstip between the total POMS seore
and fime post fnjury, aitheugh there iy a tendency for the POMS scores o decrease with
tirac, Furthermor., theve Is little association between the earegiver's msod disturbance and
the patient®s symptoms and lovel of soeial functioning, The only significant relatlonship
(p<0,01) {8 that between the parents® moud disturbances and the patlents' persenality
clhiarneteristion. Greater muod disturbaner &5 steonniy assoeleted with more acpative
personallty distaxbonees. This is in keoping with the literature,



TABLE. 9 MAGNITCDE OF DIFFERENCE BETWEEN PATIEN] & CAREGIVER REPORTS ON THE
BIFULAR PERSONALILY ADIECTIVE SCALE

FAIR  TOTAL PATIENY  TUTAL PARENT  DIFIERENCE  RANK OF DIFFERENCE |
_SCORES SCORES .
1 ] T 1t 1
% 8 48 i 2
3 119 59 g 4
4 128 101 27 A
8 ..., T ®
T TTREwTTTT TR E T Yoo sinpiicant T
e

5.3.2. THE BIROLAR FERSONALITY ADJECTIVE SCALE AND ITS RELATIONSHIP,
WITH TIME SINGE INJURY

As with the KAS-R, the associntion between tie BPAS and thne since injury was calealated
with Spearmna’s pank-order corrvlation sepavately for the parent (¥ = 8 and for the
patient {V < 5) reports, Aa rof «-0.31 for parent reports and » < 0.0 for patient reports
indicates that there 13 no sigoificant refationship between the BPAS and time since injury
for elther set of responses, Jt is intevesting to note the difference in signs, though. According
to ke caregivers’ reports, it would appear that ns time lnereases after the infury,
personatity difficultics tend to decrease. The oppesite Is true for the patfents® reporis of
thelr own persenality diffionltiov. It may be that the caregivers beeome more accustomed
to the changes fn the pailents while patlents may become move negative ationt themselves
ns littie improvement is scen over time,

64 RESULTS OF THE PROFILE OF MOOD STATES

Spearman rank-order covrelation was used to assess the assoclation between caregivers®
mood state, oy measured by the POMS, and time sinee injury, paticat adjustment and soclal
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Individuxl scale items showing the lavgest differonces between parent and prtient reports
were Talkative-Quiet, Sensltive-Insensitive, Rensonable-Unreasonable, Calnt-Fxcitable.
Intelligence was the only item for which there was no difference botween the means of the
reports. Parents were most Iikely to report that the patients were easily distracted, reliant
on others, chaugeable, impulsive, ltked company, and were tollintive, Seventy-five percent
of parents reported ihat patients kind severe or moderate difficnlties with disteaetibility and
Impalsiveness, and 62 3% had severe or moderate difficulties with remembering recent
events. Patients were most likely to report that they were ensily distracted, changeable,
sensitive, and liked company, The mean scove for parents’ reports - -as 91.88 (SD = 23,96},
and for patients* reports 974 (S = 2516 ).

5.3.1. THE DIEFERENCE BETWEEN PATIENT ANO CAREGIVER REFORTS

An attempt was made to deternifne the magnitude of differerze hietween the earegivers®
and patients® reports, using the Wilcoxon matehed-paits test (Cosper & Emory, 19953
Howell, 1989). The difference score for each palr of measuremments was caleulated and
ranked without regard 1o sig. The actual shyns of cach differenes ure then assigned to the
rantks, Posttive and negative ranks were sumaoted separately and the test statistic () was
taken as the smaller of these value, ignaring the slgn. This is shown overleaf{Table 9). There
was no significont differcuce botween the putionts® and pavents® reports regarding the
patients® personain, characteristics sinec the head {njury.
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TABLE 8t COMPARISON OF BIPOL AR PERMINALITY ADJECTIVE SCALE SCORES FOR PATIENTS &

— CAREGIVERS
- CAREGIVERS PALIENDS
MEA% ] MEAN 50 BEFERENCE
Remembers.-Foygetsrecont tvonts g8 203 44 ¥4 &.53
Tememliers-Forgefaromote pyents 2.88 Loy 18 {5 0.93
CansiderateJuronsiderate &1 112 26 188 LA
Klud-Crgel 175 082 2.6 148 288
Happy=Unhappy 338 1.8 4.6 1.5 1]
Ressonable-Uareasonable 3 141 44 1.48 rod
Warm~Cold 25 132 34 1.8% 0.1
Ratlonal-terational A28 1.3 4.3 14 LA
Calm-exclinlilo 128 185 4.6 1.8 538
Likes Dislikes Comspany 128 0.43 2 2 0.5
Cautlous-Impulsive 428 1.6¢ k] X | 5 -
Talkatlve-Quict 1,63 &1 o 1.74 188
EneygoticLifeless L8 | 53 2 L2 0907
Generous-Mean 278 L 3 107 0.28
Mattre-Childish & 1 28 17 =12
- Chirming-Rude an 149 3.4 165 R k]
Conftdent-Fesliant 413 1 a2 20 .93
Enthuslastic-Listlcss x| 04 Al 128 0.08
Sensitlve-Jnscnsltive a8 L4t 3 2 1.5
Inteiligent-Unintellizent i 122 a 167 1]
Senisible & dows to cavili-Sifly & out of touch 333 7] 3 154 0,38
CUlear iiinklng-Contased thinking As 15 4.4 2 11
Cencentrate aolieEally distractcd $R° 1 54 08 3]
Relaxed<Tense daa 102 44 134 038
Creatlve-Uniraginathe A28 N r X} 102 =0.5%
AftentiveJuntientho 178 16 )58
Stable-Liablc 28 1.17 084

Sielbrellant-Relianton athers

L83 0.00




with their peers expeeted of this age group.

‘The finding of patients' L.k of involvement o Jeisgre aefivitles it «fanka to thot of Hall
of ok {1994) who follevedd pationts for 2 yenrs post injury, Pavents » th¢ provest study
were dissatisfied with the patients' Tack of interest in working on a hobby and In going
to work. Thiy §s understandable in that at this point in their lives young adults are
expected to begin thelr earvers and te fluancinlly suppurt themselves, The fnability to
do so adds anether role reguired of the parents - that of providing (perhops permancat)
financind support. The difficulty with this was fndicated by the hiph pereentage of
earcpivers who reported that financial problems were o sonrce of stross, As Joanett and
Bond (1975} atpue. since many survivers are young, those with severe or maderate
domage face mauy years of handicap and perhaps denendence, and this kas important
implications,

Peer interdetion, working an 2 hobby, nod poing to work are all netivithvs expeeted of
wilolescents ar young adults ond the absence of them in the presont sample moy be
partieutarly dissatisfsiep for the primary ca.egivers beeouse this means that they are
unlikely to obtain respite from care. As hypothestsed by the study, the fact that head
injury has thwarted progression nto independence, Is Haked with great dissatisfaction
In the carepivers,

‘The literature suggests that as the severity of the head injury Increases, patients arve less
fikely ta be pwaye of thelr deficits, Due to the severity of the present sample, vne would
expeet that patlents would be unaware of thelr difficulties and thus a large discrepancey
betwesn patient and cuveplver reports ont the BPAS would emerge, However, no
sipnificant @iforence between these reports were fouad. A similar finding einerped tn
Brown and Nell's (1992} South African study st 12 months post injury, olthough at 6
months carcgivers rated the patient os more reasonadée and less confident than the
patients did themselves. The present study atse found that earegivers teuded to perceive
patients a9 wore remenable thaw they did themselses, {o additlon to pereciving them as
more calm, more tlkative, and less sensitive, Probobiy due te the incluston of mild and
mederate injaries in thelr study, the mean seores for cach ltem on the BPAS in Brouwn
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findie gs are typloal of brain-iojured somples after head injury, and refleec the entotional
change, impaired saciol perceptisencss, impaired selhcontral, and inerensed dependency
3o frequently reported ¢1.czak, 1978} The changes in the abillty to jadge situotiony and
to make anprepriate cmotional rospenses would ok roflect the underlying
nearoanatomien! damage to the frontal and temporal regions of e brain, This would
help o explain fndinge in this study. and that by Broohks ot al, (19803, of common
complaints {in 62.8°) of paticntsy of angry euthursts ot 1-8 senes post Rjury. The
probiesy- in the inftiation, planning. ond excentien of behaviour whichs wore poresived
as a lack of motivation hy the parents, ens alvo be acsounted for hy damage to the
fremtal reglous, through o reducth o ip autesomous and seli-raliant hehaviour tGoran
% Fabuano, 19933, Farthermore, the probloms with angcr and saducsy reporied may be
indleative of feft hemisphore damage, while the byperverbosity and tangentiolity in some
patt ats moy reflect xight hewlsphete damage,

Ag 2 rosult of these changes in the paticnt, o) putients lost their friends sigce the injurs,
s reflected by reporis on the blogeapbicat questionuatre and it wonld seeny that ntost
paticnts had not been able to re-cstablish or devclop new friendships dnee the Injury,
ag roflected by the Katz Adjustmont Seale (KAS-RL RAS-R2, aud KASR4Y), Responses
on these fatter measures showed shat visfting and entertaining frionds and golug to
parties and other soclal activitics underwent a mosked deercase sinee the fojury, and a8
A resulty all patients were perceived os heing loncly.

In essenee, what these changes in the patient’s behavienr and sceinf Bfe fmply is that.
as lypothesised by the ssudy, there was a movement toward a chilldlike dependeaey {n
this group of adolescents nnd young adults which reguired the careplvers o assume the
dual reles of providing basic eare and saocial lnteraction. A% a result, caregivers were
very likely to veport that paticnts were relinat on others rather thian belng selforeliant.
Since the parcats are sssuming a previous role nhicn providing baste care, it may not
be as distressing for them as it Is to provide the sevlal Interaction that §s usoally
obtgined clsenhicre, Pavents in this study reported sireat dissatistaction with the patlents®
relationships with thely friends, and as + ogosted by BY. O'Brica (1987), they
expericenced extreme distress af seeing thely children excluded from the normat activitey
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CHAPTER SIX - DISCUSSION

The olns of thix study was 10 assess the effeets of severe head injury on the fansfly. ‘This
wie gehieved by evoluating which hehoavieur changos and personalliv fifficultics were
peesent §o o sample of healn-damaged cdelescents or youns adults, and by examining
the relationship hetween heve difticaitios and the mooed disturhanee ond stress in the
primary carepiver. By clioosing this age proap, the stedy addrossed the need to delimeste
converns ond outcomes specitie to adelesconts and younp adults,

Furthiermiore, the study attompted 1o ascertain whicther Lezok" developmental stape
model of family adaptation to hiead injury Is accurste for o Suuth African population,
1a rctation to this, the family'y coplog behavieurs, seurces of stress, ond availablie
suppost wers considercd as tlicse eanld have an imporfaut cifect on the family's ontcome
Pindings are disenssed with reforenee to these two ajor concerns of the study.
Limitations of the study are then discassed,

6.1 _INTERERETATION OF THE FINDINGS

6.0, WHAT EMOFIONAL REHAVIOURAL, AND. PERSONALIEY BISTURBANCES
ARE EGUND INADOLESCENIS OR YOUNG ADPLIS WITHARVERE_HEAR.
INFURY, ANE WHAT ARE_FEVECTS ON THE PRIVARY CARFGIVERY

In thiv sample ofF vory soverdly hicad-Injnred paticnts, the most significant finding was
fu terms of the pationts” rolationstips with othicrs, particularly with their fleads, Results
of the Bipolar Personality Adjcetive Scale {BPAS) sugprest that huth the carcigvers and
the paticnts were most ikely to report thot patfents Hked company, 2y would he expeeted
in thicage distribution, However, dur to the patients® hehnvdour difficultios, relationships
with such patients bevome sery difficalt, Patienty at -8 veats pust inJury were pereehved
au ehildivh, domoanding, corotionad, talkathve, rresponsible, atd lavking motivation. These
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plared fu a dark reom. Partieularly witix patieats with lesy time siace Injury, corcgivers
reported tho? cach day brought something strange and incorprehensible, As reported In
the Bterature, frequent conmments by carepivers soon after the Injury asked »What should
we do?" nud “Whore shall we take binther?™ There was tto information avallable for elther
of these guestions, yet the Sunilics were desperate for stuch knonfedize and support o
inerease thelr understonding of their diffiesitios aud to reliove some of their anxicties. Ay
polated out hy one carvgiver, familivs find &t difficult to accept that theve s phasiend
danage whop it cannot actually be seen.

‘The preatest aeed for those sarepivers wak o rehahilitotion eontre specifically desinaed to
assist people with head fnjusrics, both soon after the injury ond in the years falloning,
Caregivers and paticnts aceded tinve away fram one another, and it way thonght that o
rehabititation contre could stimulate thie pationt while the carcgiver obtalned some rospiite
fram earlag for the paticnt, Althongh there are a pumber of facilitics which worked with
handicapped neople, the focus Is usnally ot on the meatal and behaviourat problems
associated with brain damage nfter head injury. Av & resuit, caregivers commented that the
- professionals fn these setting feoquently did nat actnaily know liow to deal with severe boad
fnjury cases,
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clinnges that ocenrred were not indicative of emotional detachment or a reorientation that
provided peree aud omotional Kberation. Chooges, suek as permanently staying ot hon
t6 care for the patient, were typieally made to accommaodate the patient at thie exponse of
others s the fanidly, particnlarly tie primary carcgiver,

5455, THE AVAILABILITY OF SUPPORT

Fifty porcent of parcnts reported thoat they had vot recehed adequate help feom the
hespltals and otlicr apeneics, Complatnts invelved o Jack of hospital staff to adeguatels mees
the pattent’s noeds and a Iack of help from the hospital in placing the pationt. Furthormore,
complaints shent the newrosurgeons' fnterpersonad manners (reported by 87.5% of
carcpivery) wore nofowerthy. They nere said to ostremely mmsupportive. showing Ihtle
consiterativn for the putiont’s fomily,

The onls crppurt group that scomed to be available was Headway whivh wos contacted by
4 paticats ane their eavegivers, This was n source of great relie! to sume parents because
the krondedae that others have been through the same difficultics reduced the isolation,
Many partnts emplosised the oxtrome imporiance of aequirleg adegnate support.
Prolesstonal help that was used ncluded occepationnl and speech therapy, physiotherapy.
cannsehing. and ueuropsychology. In some ¢ases, these forms of aseistance wore vory usefal
for the patient and hivher family. Hovever, some carcgivers complained that approaches
were not always appropriate for a partieuar patient, For cxamplt, onc mother believed that
the oceupational therapist expected too much from her sun and his ability to cope made
hia feel fnadequate and frastyated,

Seventy-Tiee perceit of coregivors veported that there was other fozms of hiclp whick they
veyuired but dld not veceivt, One form Included Snving counsclling avatlable for the whale
family, particuly-3s during the acute phases post injury, vhen a great deat of shock ix
experienced, Information so assist caregbvers was suverely lacking and caregiverscommentod
that there was no manual to toll them whot to do se caring for the pationt way ke being
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persen post injury ay before the injory. In some casey, expectations for improvement were
stilt reasonably high if the time limit on recovery predicted by doctory hiad not been
execedod,

Tu terms of past espectutions, 3 caregivers reported that their expectations at present were
differcnt from carlier. AN of these had higher hopes for aprovements closer to the tine
of injury., Similor to findings in the leeratwye, oac of these pavents fonod that
improvemoents tended o faper off ¢ gne venr post injury althoaph soine changes had
pceurred since then. Fxeept in the vory acute stapes of infury, ofl carepivers ind provicusly
expectedd proat improveyvaents to occuy in the patient after the injury. In the acute stage ol
caregivers were prosented with the nows that thelr child would cither dic or would remaln
i a persistent vegetative state. The label of “hratn-domaged™ way pasticularly frightening
for parents. especlally when the tomm was not adequately esplained to them. Parents
reported that thoy did not bellove the gegative propaosts and most (B7.805) expressed anger
toward the medical professionals for thelr inaccuracies. However, in the long term some
thouglht that perbiaps a very aegative progoosis was preferable to rafsed false hopes. The
Tndtug that relatives vesent informa‘ion with strong negathve predictions colucides with that
found by Jansen sud Fricdmou (1995) whe speeifically ovamined the family®s interaction
with the medical prefessionals.

Accurding to Lezak (1986), the careplver should b able to noeept the patlent as s/hie s
withont dwelllog on Bow sihe used to be, from I8 months onwards, In the prescat sample
then, all earcgivers should have reached this Iovel of fanctioning, As ean be acen in Table
18, however, this docs not eccur across off subjects. Some subjects reported that they
frequently wished the promarhid relationship conld be recovered (an astivisy helunging to
Lezak’s shind stagel. Furthermore, sume of those that report be able to avold dwelling en
the past, frequently do su conselonst, with & at coffert,

10 terms of changes ig JoEvge . o g les singe the injury. most reperied that thefe lives
wore diferent, as weuld be expected if they had aclifoved reosganisation, Hovwever, the
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Since the expeetations of caregivers are nu essentiat part of 1ezak'’s (1986) framework. an
attempt wos made to ascorfoin what the earepivers® expretations wore at the various points
in time following head injury and how they had chianged aver time, The fevel of aeceptanoe
of changes In the patient ik alse very important in terms of Lezak's (1986} stages.
Coreplvers who hone reached thic fifth ami sixth stuge of adaptation should be able to
aeeept the changey fn the paticat. Furthermore, it i Bikely ehat the lives of those caregivers
fu the Jast stage will be differeat from before the Injury if they have achieved yeorganisation
with is emotional . and poshops phvsieal, detachinent from the padent proposed by Lozak.
Rosults aver . » in these arens are showa below (Table 15).

‘TABLE 1% "ARH-HHW’ !'\PH TALIONWS, LEV R 4F ¢

FRIANCE & LIFE CHANGES

| ewmuew T mweshessay
: IR . .. O . A, DO
- Fiy you €speet gy s Yoy "Ecs 1’:; Yor 'un b 15 No
i Improvement in the pationt’s

functloning?

Have yout always had these e No Y& Yoy Yo b {3 Na )
1 cepectations?

Are you ahle 1o accept the Yo Yoy Yo Na No You No Ya |
pationt s whe 5t

Slage the Injm\. fvyour life Fartimdly Yo Yes  Partially  Vao  Particlly Pantiolly ¥

As Is shown in thie table, only the carcgiver ot 84 months cxpests no improvement. This is
quite different to Fesak's (1986) conceptuaiisation which supjests that caregivers'
cgpectations for improvement hepin to fossen at appreximately © months, until at '8 to
24 mouths ticy expect Hittle or no change. According to her framowerk, only three op
porhaps four of the presaut somple should eapeet improsement in the pationt's fanctioning,
Yot ovan the suhjoct at 43 moaths stated that shie rever gives up haplog for some more
impravement afthanph she had reatised at ¢ months that the patlent was not the same
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Linked to tlils concorn for safefy is the stross of the responsibility of constantly needing to
wateh over and protect the young adalt who oot like a child, Once mother's exelamation
that "no-one telis you that after coma you are getting a baby back!"™ clearly indicates the
extent of care required by a hend-injoved Individual, It also expresses the extreme degree
chunge that accurs in such paticnts, whicl was particolarly stressiul for a number of the
parenty, ‘This is in keeping with the literature that reports higher levels of stress associated
with greater chaoge in the patient.  Also, changes fn the patient often involve the steain
of socinl ambignity since the best way to manage an individual with severe braiu domage
is vot preseribed (Keosenilek ot al.. 1993% Carcplvers found insppropriate behavigurs
cmbarrassing, Qoo subject veveated hior wish that she could give her head-injured child o
‘Tughirt stating *I have had a kead injury™ so that poople conld wnderstand bier odd
Belinvlours, Howover, ather parcats found It fivelovant whether or not athers knew about
tho head injury. since the pencral popuiation were generally lnsensitive.

With afl the attention required by the patieat, some parents (28%5) felc that there was
fusufficient tiove for activities that were previously importnn® 20 them. They reported focling
divided hetween the Injurcd child and their other clifidren, aud having litele thme nvailavle
for themselves: OGnie mother referved to i ay »a balaneing oct™ in which somebody always
Toses out. The problems in the patient's relationships so frequently reported and so elearly
visible in this sample become more aaderstandable In view of these difficnltios; with porents
fecling responsible for, yot also resentful toward, their injured chitd; and stbilngs fecling
somewlint resentlal of the injured child who reccives all the atiention.

‘The fact that the sitaation In South Afriea was In the top seven list of stressors for this

sample undetlines the Importagee of stadyving head ingury withio specific populations and
questians the peoneralisability of research findings from ather popilntions.
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Financial stress was roported with the greatest freguency Inv the presant sanple, The
slgnlfieant role plaved by financial issucs in families with headsmjured members is
understandable considering the astounding medical costs, the numerous servlees requived
for recovery and rehabilitation, and the extensive recovery time, Money saved for other
purpuses were often used in the core of the patient. It was conphasised by the parents that
without finanees, recovery in the potient s lkely o be vory nepatively offected. A number
of cnrepivers gqaestioned the plight of those unfortunate familics who counld aot afford to
care for thelr loved ancs. This is an echio of ¢¥'Brien’s {1987) comment that if & fantly is
net one of the fortunate 5% of head-injured families who oare recciving services,
professionnds and famities must cotstinually fight for services and funding for the remaining
95%. The cesulting medicoslepal Issues were adde. ourdent for some carcgivers in the
present sample,

Concern Tor the patient®s future and safets was afso & major stressor, According to Lezak's
stages, such worry about the patient®s future bogine when coregivers bepin to realise tie
extent of eliomge in thelr head-Injored celatives, In the present sample, pavens expressed
ansicty absut their child's possible Tuture enrcer and interpeysonal  relationships. One
pavent wis converned that the patient would he Jeft distant from uthers when sriends
becorie more iovelved fn thelr own lives, with marriage andfor carcers, it s tkely that
these worsies are strongly nked to the age or stage of development of the paticats with
parents cxpecting adolescents or young sdolis 1o be striving towards a suecessiul
fndependent adnlihood, Afthough there is a move toward independence, adolesconty and
young adufts are still depondent on their familles of origle for cconemle sustenance and
social outlets 3tatficld & I ciley, 19933 Ag hypothesised by this studs. & total disvuption of
these hopies Is o great seurce of stress for parcurs, The issue of snfety was valsed strougly
by one mather who was very concerned hecawse of hior head-lnjured son’s ohildhke and
trusting behavionr stuce the Injury. She felt that without her constant supervisions people
conid casily take advantage af someone who forgets wornings thot the world is not always
a safe place. Carveghvers worried about whe would care <.r the patient iT they wepe over
ungble 10 da so. |



TABLE 14: LE H‘! & NATURE OF STRENS Iy € ARFGIVERY

FImesneE . LAYEL OF  MANSUBE TN RS TESOR
mt 4% SERESSNVCALE 1040)
H ] Warry aboat paticat's S sltnation
futuresafely
a2 & Worrs gbotit patient’s future: Finance
ResponiBlliey of earing for
patient
y:] 2 Lew time asailable Finanger S.AMtaation:
Responsibility of coring for patieat
amd others
Ag 4 Patient*s temper Nong
38 3 Yeorry ubout fature Finance
42 4 + Ragpe fn patient’s persanality ¢ Finanee: Difficult sibling
Behnsfonr relatlanships
84 ] Worry about patient's future,  Finagaces ¥ffect the pationt fins on
especially Tuerpessonally  carepiver™s refationship with others
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All the above stressors were sorted fnto 7 different cateprories of sonrces of stress, The
pereentage of the sumple which reported cach of these eategories are shown biclow,
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As can be seen from the graph above, oo clesr pattern exists between wumber of coplng
behaviours and level of stress experienced. In soms coses, fewer coping beliaviours Is linked
with severe levels of stross {e.g. subject 8). as would be especteds but the opposite is ols0
true with n high number of coping behaviours Jinked with severe stress {o.g. subject 2,
subject 1) A very similar pattern emerpes if POMS scores from the 8 parents are graphed
against coping bebaviours. The degree of association hetween POMS scores and the
reporded fevel of stress was eatealated using Spearman’s rank-order correlation, The result
of /=091 (n<0.01) Indicates x very significant relationship between the two measures, giving
some evedence to the mensure of lovel of stress,

5.5.3, STRESS IN THE CAREGIVERS

Tuformation regarding the lovel and nuture of stress fn the velatives of hesd-Injured patients
was vecorded and Is shown overleal In Table 14, As can be scen In this table, parents of
headsinfured adolescents or youag adulis have very similar sources of stress, Sonw strossors
are exclusively a result of the head injury. while othiers could result in stress under normsl
circumstances, (e.g. South Afrienn situation, work) but are exacerbated by the head fnjury,
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share and talk about one’s feclings in geaersd way viewed as positive. The single pegative
respoise to this issue came from @ father who helieved that exprosdon of feelings wauld not
serve any purpose due to the kel of eonsideeation for others v ithin Biv Gunily.

Floxibility of rules and wass of Toadiny taky were reported by mast parents (62.5%a)
although 2 (25%5) reported that their familivs bas sot ways of dealing with {ssues, Tn teemy
of supportiveness within the Family, 8 parents (G257 revedved svsistance in eaving: for the
patient. alt of whom geeatly vained such support. Ntrang family support way emphasised
by a number of paronts as essenthal Btk for their own pueedy and dor the reeovery ia the
patient. Cne wother Heltovesd tiat a eollectiv. strenath of the family evisted in such times
of teed, Honever, one mother felt that she was intruding on ataers by asking fur suppors
and this made her feel dependent.

Other eoping behosjours emerged during the svsessments of the carepivers that wore tot
directly assessed by the guestiovvnive, These included heliels of God or a God-like
preseice that provides strenpth with which o denl with the strosy, a3 sirong sense of
determination {particulaely if the patient shares that determination), Laughter amidet the
sadness, o Dhetief that all things happen {or some reason and thot one mast Hve with the
clioices which oue is dealt. and the sense of seme Kind of human streapth which emerges
fa tinies of groat stress,

To test whether caping hehavionty do result In reduced levels of stresy In the earegiver, the
number of current copmg behavleurs for each subjeci was entenlated and compared to the
veported lovel of styess for that earegivers Lovel of stress was glven on o seate of 0o 6. 0
represented no stress and 6 severe stress, I the earsgiver biod reported tiat a coping
behaviour nas evider® o some oxtent', .8 wax added to the wumber of hehavionts
cantingously displayed, 1he highest number of coping behoviours possible in this study was
&
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for, their brain-damuoged relative was notewordhy. Serlous efforts need to be mode to
develop rehabilitation centres which eater specifically for head-injured paticats ind their
famies.
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CHAPTER SFVEN . CONCLUSION

The importance of research on hicad injury, pardeutarly in young individualy, becomes
clearly ovidont when one considers the substantial economie. social, and persotial
conscquences which ean uceur as a result of brain damage, The study has showa that
individuals with severe head fnjury are frequendy reduced to 2 state of childlike
dependeney, belug unable to financinlly support themselves, and Jacking the sociat skills
reqquired to function fadependently.

Althougl adeleseents or youug adults underpo o sinsilar scries of chungey in thelr
behaviours. emotions, and personality to those found fn studies with older subjecis. a
number of fssies (o oxtrome difficultiv with peer relationships), appear miost
prominently ia this age group. This ontcome emphasises the Importance of research that
foeuses specifically on adolescent issues, as was done in the preseat study. Rosearch
findingy from adult populations moy not accurately reflect the concerns of ofher age
groups ane further studies shoutd fnctude poputations with subjects fram speeific age
PRORCS.

Thefin . of this study show {hat Lezak's {1986} developisental stage mudel does net
provide an adequate oxplanation for, or understanding of, family reactlons over time.
Adherence to hor maodel would be Inappropriate for any one of the famiiies stadied, and
clintetans should be cautioned agatnst vigidly opplying her assumptions to all familles,
The results are best undorstond iy examining the “porsog-injury-cnvirerment outeomne™
desoxibied by Sbordone (1990} te occount for the lieterogencity and Individual
differentees so typically found in head-injured populations. Future researchers and
clinfeinns tveating head-injured patients and thetr Tomilles should consider tho
unlqueness of coch suliject and situatios.

Cudeniahly, the long-term sequelae of Infury hove long-torm negative impacts on
fomilicy, Yet, the loek of professional assistance to help these famitios deal withy, and care
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<ince the biographical questionnaire was constructed by dhte rescarcher, h was not
f1ossible to establisk formal rellability and validity eo-officionts, Purthermore, althoogh
subjeets were assmed of snonymity, the presence of the rescorchor Juring the
comypletlon of the qucsticonaires may have prevenied the coveplvers from entiroly
eaadid. They may hiave felt the need to portray their injored ehild amd fomilics in an
uverly positive Huht, Adso, fn some eases, the patient was present durisg the assessment,
which was more likely to result in resteicted respenses.
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optimistie view of foture, This moy reftect the denial found in the velatives of head-
Injured patients, yet what has noet been previousty noted is that this denial moy be o
function of inaccurate predictions by the medieal professienals, rather thon being n
mechanizm that familics automatically use to deal with infense distress. This could have
Important implications for the itersture on stress and coping,

In view of such literature, the presont study attempted (o evaluate the offects on the
earegivers® distress of varlons coping bebaviours. ft wonld seem that, for the curront
saraple, these coping behaviowurs did not redace family distress. However, as Waaland
{1990) propased, stiong falth and chureh support secmed 1o serve as a sustaining foree
for some of the families, More rosearch, with more con:prehensive measures of coping,
fs reguired. Although no significant fludiogs appeared in thie present study, the
remaarkahle hiwman streagth visible in the caregivers, needs to be more fully understood.

6.2 LIMITATIONS OF THE STUDY

‘The sample size was very smatl due to the extreme diffieultios in obtaining subjeets that
would Mlfill the requirements of the study, Also, due to the sensitive nature of the
research topie, some subjects vefusced to partielpate, This inadequate somp®  slize largely
previnted analysis vin gquantitative statistleal procedures, Also, exeept far the single
Coloured family, all participonts were YWhite, Thus, the somple was net {ruly
representative of a South Afriean population ansd this limits the study's gencralisability
to broad populationh groups.

Furthermore, when plotting the caregivers® emations over time In order to test Lezak's
{1986) assertions regording families® adaptation processes, the findingy had to be based
on only onc representative for each point in time, The validity of this method must he
questioned. To traly tost Lozak's assumptions, a meeh favger sample is requived. Also,
a Jongitudinal stady would more accurately reflect family reactions over Hme than the
sross-seetional approach of the prevent study. Unfortunately, this was saavoldabile, dute
to fime constraints,
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by the prosent studs. From the findpgs of this study and those reporcted in the
literature, it woulg seom that headinfured populations exhibit fosge ndividest
differences, These must e taken lato conslderation when attempting to explats lindings.

The results therefore sugpest that Lezak's (1986) developmentol stage model cannot
usefully be applicd to a Seuth African population. Thiy may be due to the lack of
support and rehabilitation facilitics reported. Such fnstitutions are severely facking in
South Africa, The extreme diffienltics oxperienced by the researcher fn obtaining
suhjeets for the study is rellective of the Jack of assistance for head-dnjured tndividusls,
If an institution for these people was in operation, the researcher mny cnsify hasve
acgulred afl subjeets from such a place. Yet, onc must contiaually ask the question
*What becomes of these people? This iv o particularly pertirent question given the
extended time sinee injury esamined m this study, The complaint in the Miterature that
Jong-term veliphilitation has serfonsly logged heliind acute care faciiities needs to be
cphasiscd.

Yet, the 1ack of information and assistance even fn the aonte stages is probiematic. B.B.
O*Brien (1987) perfeetly summarises the conecrns of the cavegivers in the present study:
"1 had no Iden of the mopaltuwde of the problem. And the nearosurgeon made no attompt
ta begin my cducation, ... No brochures, po lists of agencies in the area, no names fo eall.
Porhaps they didn't consider [my cldld] a condidate for reaalilitation: he could not
walk, talk, dress, or ¢at with any semblonee of independenee, But we had liope! Sappose
we had given np® (B.B. O.Bricn, 1987, pd22) Indecd, one guestions what the cutcome
for the patlents in the present sample wowdd have beesk without the hope and
determination exhibited by the carcgivers, particularly when one eonsiders the very
pessimistic perspectives of the neurosurgeons, The issue of denlal of the patient's deficits
by the earegivers is freguently reported in the Mterature on head-fnlured fomilics. Peck
& Vearren (1989 argue that despite more realistic and often negative views presented
by the neuvosurgeon and ncuropsychologist, deninl of deficit and hopes for complete
recovery can ovenstonally persist for many »ears. Yet, In the prosent study, the
propuostic statements by doctors were Inaeeurate aod inappraprinte. Beeause of this
initial naceuracy; subjecty may loter dishelicve other profes.donals and base an overly
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patient §3 an Importont determinant of the carepivers’ expectations in Lezak's (1986)
model. the general absenee of chanpges over time in the pereeption of patients found i
this study wonld supprest that family expeetatlons and reactions veninin falrly statle after
18 menthiy post Iojury. Expectations did vemain static with ail cavegivers expeeting
fmprovement in the patients® functioning, until at 85  nonths post injusy, no further
improvement was espected, It would seens that at §4 months gost injury, the caregiver
has reached some lovel of roorgasisation: no further improvement was expected,
acecptance of the patient without dwelling on the premorbid Individual was astained,
and substoutial choages in the earepiver's life had oceurved as x result of the injury.
‘These findings are difforens In terms of the dming of stages hypothesised by Lezak
which suggost that neither pereeptions nor expeetations change sfier 9 months gost
Tnjury.

In Lezak's modol, enveplver reactions ehange even though perceptions avd expectations
of the patient remain unaltered. This pattern was alss found in the presont sample, with
cmations varving quite substantinliy over time, In most cases, the graphs demonstrafing
moaod disturbances jo thie present study ave not explained by Lezak's model, Her model
fiay particular difficulty explaining ncreases fn mood disturbances for a time post injury
as long as 33 months, This sugpests that bher expectations of recovery within
approximately 24 months may be vory unrenlstlc for most families, The present study
shiowed that enregivm were stitl experiencing sigoifieant mood disturbonces ot 84
months after the injury.

Furtherniore, evaluasion of whether changes fn emotfons over time could be explained
by Lezak's model was made partienlarly difitenit by the extrome degree of averlap
possible between ter stoges. For esample, according to hor assertions, n family can
remain i stage X until 24 months or fater, yet  the carcgiver stiould also have reached
stage 6 by this time, aud have heen through the §ifth stage at 15 months, These are part
of the conceptuat difficalties with such develapmental stage models discussed by Rape
et ol (1992), According to these researchors, Leank's model ennnot cxplain why or
predict which famities are likely to recover, If anys which are likely to vacillate among
the stapes: and which are Hkely 1o remain entrenched {n one stoge, This Is underscored
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clinictan’s report would not have been possible for all patients, nnd the type of elinician
visited vavied preatly acrosy subjects. Thus, o relative’s perspective Is often thie only view
available.

In termy of fhe effects that patlent belaviour and persenality distarbances had on the
careplves, the study had interesting results, In answer to one of the research yuestions,
patients® personallty distarbance were significantiy related to mood disturbanees in the
caregiver, Thiz finding is vory much tn keeping with thie liternture. However, o grenter
¢hange in the pationts® personal, interpersonal, and socivl agjustment did not resnit in
# greater degree of mood disturbance in the caregiver. Tlds fs i contrast to most
findings reported in the literature thar the relative's pereeptinn of the sympteras aristng
from the head injary have an fmpact on the lovel of stress experionceds This result may
be a function of Hall et al.’s £1%24) explonation that the method of measuving caregiver
aistress may be Impartant, Total maod disturbanee, as measured by the Profile of Mood
States, may not be comparable to othier measures of carepiver onutcome, Bke the level of
siresy, used by other researchers, However, b vory significant relationship between
total POMS scores and the lovel of stress evperfenced sagposts that stress Ievels in the
relative are also not related to chinuges lo the patieni's adjustment and sveial hehaviour,
in the currest study,

6.1.2, IS LEZAK'S (1986) DEVELOPMENTAL S7AGE MODEL APRLICARLE TO
AROUTH AERICAN POPPLATION AND SWHAT OTHER FACTORS ARE
FIKFLY TO HAVE AN IMBACT?

Lezak's {1986) mudel attempts to dellneate stages in the evolution of family reactions to
a brain-damagzed member by linking them to stopes in the pereeptions of the patlont and
future expectations, Changes over time form the basis of her model However, the
findiugs of the prosent study suggest that the velatlves® perceptions of patient hehiaviour
and porsonatily distuxbances. and thelr poreeptions of their own mood disturbances, do
not thange sipnlficantly over thme, It was only the relationship bitween soclally-expected
activitics and time sinee fnjury that opproached sigatficnmee, Sluce the perception of the
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nnd Nell's study sere, in general, considerably lower than those in the present study,
This soggests that more severe fjuries are nssociated with greater personality
tisturbanees, as has heen found in the literatare, Once exception to this findiug of prenter
personality distarbonecs in the present study, s that both patlents and caregivers in
Brown and Nell's (1992) study rated the patients as disiiking company ot both 6 and 12
months. Similarly, Jaosen (1988} found that patients with r ild and moderate injutios
were likely to rate themselves as prone to dislike coupany at 6 months. These differcnces
from the present study prehably reflect the higher age groups included tn those studies,
Again, it would seem that the age of the head-injured patlent hos o noteworthy impaet
on the results,

The lack of substontinl diference hetween earegiver ond paticnt reports sugpest that
even patients with very severe damage are aware of thelr defielts to some extont and thag
various Delinviousal disturbanees may be fadirect consequences of brain damage or
secastdary reactions to their altered mental status (Lezak, 1988). This was underscored
by some caregivers who reported that in certain instances the patients kuew that they
were not performing as well as they conld befors the injury, amd that this resulted in
exteeme frustration for them. As reported In the KAS-Ri, pationts hiad to do things
slowly in order to do them corveetly. The similarity Detween patlent and caregiver
reports also seens (o sugpest fhat earcghors are not binsed judpes becouse of the stress
exporienced. Gilos and Clark-Wilson {1993) argue that over tima, caregivers may be less
able to tolerate the disturbances In the pationt, This was not shewn in the presont study,
where there was a slight tendency for relatives to veport less personality disturbances,
avl o show Toss mood disturbances, over time,

While some vesearchers have questioned the objectivity of using relatives as
guestionnalye vespondents about the patient, if one h to examiue the effect of head
Injury an the earegiver it is imperative to assess the eavegiver's view of the pationt since
it 18 their porspeetive (lowover binsed; which #2 Hhiely o detorming thedr oticome, Other
views, like that of the patients themiselves, iy alsp important, yet in some vases, as in the
present studys patleass were unable to provide she vequired information due to the
extent of the damape or to uannvatiohdlity, Furthermer:, In the present snmple, o
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Al SEglgece fikn Aducst
alnans RVER

19, Alenid something terribile 1. going to hoppen o -
20, Gets pesvons easty :_ - o
21, Jittery e
22 Worrlesop frets : 3 “ :_P .
23, Gots sudden fright for no reason T
. Mosbaddreoms T o
25, Aets as if s/hie sees people or thinps that aren't - T

theype - o
26. Davs stranpe things withont reasen - T
27, Attempts sufeide - T
28, Gets nupry and breaks tuags -
29, Talks to himecif T e
2. Acts as if he hos ne conovel saaep hivher emotions e S TS e
31, Lauphs or crics ot strange times e e T
32, Ha: moud chouges for 09 reason g e B
33, Hus temiper tantrams T e T =
34, Gets very exelted for go reasen T e e
35, Gets very hiappy for no reases A sEs e
36, Asts as if e doesn't care ahout other prople’s wmmwr  amemme s mmion

foolings e e S -
7. Thinks ouly of himsclf SOV B
38. Shows his foclings i me me s wem o
9, Generows R U
40, Thinks prople are tatking about him‘her
#1, Complains of headarhes, stamach frouble, other e o I .

physical afltnonts T - T
42, Bossy e EE U T
43, Acts a8 §f whe's suspiclons of people e e e
a4, Argues T T e
48 Gets lnto fights w.+d people TR T
46. Ts cooperative T I
47, Daes the opposite of what whe is ashed _“T_ - T T
48, Stubhorn e TEe me
9, Answery when fathed te T
S, Cursen at people oo T mEem e
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KATZ ADJUSTMENT SCALE - RELATIVES' FORM

Carepiver's name 1111 [P —

Tlease answer alb questions, putting 2 cross (N) on the line which best doverites the *ojurcd povson
s the persort was before hix'her injury and a eirele (£33 in the box which beot deserihos thie injured
person as hohihe is now,

If there has Leen ne chanpe folluwing the fnjury regarding o particnlat question, please put o
cirelo and a eross in the same bos Do not spend toe lang on vack questions yaur first impressions
are fikely te be the nioot covurate, but please make SUre you answer overy guistion indicatiag huw
the injured person was before the isjury ond hew L. she s now,

Remembier: X - infured porson dofore the injory
{1 < injured peison now

FORM Bis RELATIVE'S RATINGS OF PATIENT SYMBFOMY AND SOCUIAL
BEHAVIOUR

Al wnuloe o Aoy
AN 3

1. Has trouble sleeping:
2. Gels vory sclf exitical, starts to hlnme hinvhevsclf
for thiogs

&  Cries easily

& Feels longly

8 Acts ax if s/ho has ne fnterest in things

6 Is restless

7 Has perlads when shic epn't stop moviag or dofng
something

8 Just siis

% Acts as if sihie docsa™ have muoch encrp
10, Looke worn ent

11. Feelingy got burt cosily

12 Fecly that peaple don’t care abuit himiher ] _ o

13, Does the same thing over and over again withot R i I
reasen

‘4& Pnsst‘s a“t -‘:':';j__'"’ !:._T'.'_:":'_'; oA
18, Giets very sad, hlue

14, ‘Tries too hnad
17 Necds to do inas vory stuwly 6 du them vipht
18, Hoq stvanpe Teary

e RS =
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SUBJECT CONSENT FORM

FAMILY STAGES OF ADJUSTMENT: CAREGIVERS®
EXPERIENCES OF SEVERE HEAD INJURY

I HAVE BEEN FULLY INFORMEID AN TO THE PURPOSE OF THE STUDY, IN SIGNING
THIS CONSENT FORM, 1 HEREBY AGREE TO PARTICIPATE IN TIIE

ABOVE STUDY, I AGRUE 7O THE INFORMATION OBTAINED BEING USER FOR
RESPARCH PURPOSES. I UNDERSTAND THAT I CAN WITHDRAW FROM THE STUDY
AT ANY TIME,

SIGNED:

DATE:

1?



APPENDIX A - INSTRUMENTS

SUBJECT INFORMATION SHEET

The questionnalres which you are required to Gl out will be nsed te doterming the fmpact of
severe bead injury on the primary carcpiver 1.5 sears after the Injury. The informntion witl
hepefully provide o preater understanding of the nature of the caregiser’s respanses at thiv point
i time. Fecdback of the findings of the study will be made asailable to participants so that the

study can be of benetit to sou.
Participation in the stugy is volmntary, You wmoy refuse to participate or may discentipuc

participation at any time, without prejudice towards you. All fnformation ubtained in the study

- will be Lept confidential,
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SECTION 2

G Whoe {8 your home Iangaage? v

16, Which age group de you fit Inte (omnrk with an Xj:

3140 41-50 S1.al uver 60

11, t¥hiar Is the highiest lovel of cducntion that you have achieved?

None Mnimay Some
sehanl high schoel

University/eolloge fostaraduate
gtaduate

12, Bofore the patient’s injury, vwere yon working?
Yoy

13, Currently. are you working?
Yer

11 yos, ploose state your accupation

Matrfeulated Some
university/eotiege

No

i

14, Curreutiy, wha do you live with?

158, What is vour relatlonship to the patlent?

Matlier Tather

13

Others



. Before thse lujury, vt was the pationt®s highest tevel of education?

None  Primary Some Matriculatea siome
schoot high school university/eollepe

6 Cureently, what is thee patient™s highoest fovel of education?

None Primary Some SMuateiculated Seme Univexsityivollege
schnol Iiigks sehoot npiversityvicollene graduate

7. Before the Injury, was the paticat working?

Pari-time Full-time Net ot ail

8, Currently, is the pationt worklng?

Parttime Fulltime Not atat

1



BiLGRAPHICAL QUESTIONNAIRE

Carepiver’s name Date

Tehs{ )

Patient*s name Hex,

1. Yvhat is the patient’s date of hirth?

SETEM IR AELRERRRASL . LLLLLILE g

Year Month Day

Z» Plense Indieate, as necurately as possible. the day, nionth, and year, witen the paticnt was
Injurcd.

RLLULTITL APEATINRANER EEANERRH

Year Month Day

A, What was the type of accident (o1 MVAY o

4. Was the patient uneonscious or in o cotun?

Yoz No HGUS:
PTA:

I ves, could you estimnte a8 to the length of time?

Mionutes Hours Pavs « Months cvee

+

12



31. Furlous
32, Full 0f pOPrevensrsrersmsnsrnnes
33! wuﬂl‘iﬁs.olltnl“lu“ltllltltl
34. Fﬂrgetmluluuuunuuunnnn
35& vigﬂl'Onguuucunmnmumu
36. Uncertotu about things.
37, Bushed

oD
L R
B B b b B I N
ek Med Tab A b b T
LT S A Y

Adupted from ™A Shorteaed Verslon of the Profile of Moo States (Shacham, 1983),

iR



PROFILE OF MOOD STATES

Caregiver's nome

e Date.

Below Is ot < § words that deseribes feelings poople have. Piease read each one carefully. Then
CIRCLY, one number to tae right which best deseribes HOW YO HAVE REEN FEFLING
PRURING THE PAST WEPK 1O ¥ DING TODAY.

The numbers refer te these peasess

@ = Nog at all
1 = Alitle

2 = Moderately
3= Quite a b
4 = Extremely

f. Tense
2 Angry
3! \vﬁfn outt““ltllu“l(ull“ll“t
4, Unhappy
8. Livoly
& Confased

1. Peoveduw

8 Sad
9, Active
10, 08 Cdgtammmunsommnm
11. Carouchy,
12. Blue. N
1A Eﬁefﬁﬁm‘ummmm IR
l4$ llnpe!essﬂullIl“lllll““llnﬂl
15, Uneasy
16, Restless '
17 V'nable 10 Concentritive.
18‘ I;}atig“e‘:I“.!llﬂllﬂili‘!l(ll‘lilo
“3‘- Anﬂs}‘('duunuu'lnuuuuuuu
zﬂt D‘smuragedﬂﬂt!““”ll“ﬂ“
21 Resentlul
22, Nervons
23. htiserahlenll“““““«llltn“lll
24, Chcerfud
28, Bitter
z{’i I’:xhn“s!edtﬂ“!“u“!l“l(“llll
27, Anxious
28, Helpless
29, Weary.
{10‘ nc“'lldt‘rcdi“ul“““lilll!.ﬂc

R T A - X
B RS 60 S B0 5 DR 10 B B 62 B B0 B B B B R DS I B 1D £ 1 bk 1 19 T B e
T Tad Tk ew T Tk Tab i Tar U T Gl N Tl Do T Tt ul Tk Db S T T el b ek el G T b
S N N A A N R N T Y T R W W A



BIFOLAR PERSONALITY ADJECTIVE SCALE

ﬁ at@ A rE IO B ER R S

Pationt’s pame

You are requested to evaluate someone elose to you. Here Is an example:

Gracefal . __ _ Cluswy

If you constder himibor fo be xerv graceful, ek the Hae nest to the word *graceful’s if hefsho Is
moderately graceful, tick the sceond line; and if mildly, then tick the third tine, If you consider
himsher to be sery clumsy, then tick the Yne next 1o the word *clumsy®s if heishe Is modesntely
Llumsy, tick the sccond e and 1€ mildy, tek the third line. Please complete the followiag list of
deseriptive worde in o shnilor manaer,

Remembors recomt events . . Forpots reecnt ovenis
Remombors remete events . . . . . Forgets romote ovents
Conslderate . . . . . . wansiderate
Kind o B 4110
Happy . .. .. .. . Yohopoy
Reasomatde . . _ _ ..  Unreasonable
Waim . & ' |
Rational __ __ __ .. .. .. Trratoss!
Calm . . . . ..  Extitable
Iikescompany _ _ __ _. ._ ...  Dislikes company
Cantiows . _ __ _ __ Impulsive
Tatkative _ . _ .. _. .. Qulst
Epergetie ____ . .. .. . Lifcless
Gonerons . . __ .. . Mean
Mature . . .. .. Childish
Charming . . .. _ _  Rude
Confident _. . . .. .. ..  Hosltont
Enthusiastie e —  Histlosy
Seasftlve . . __ Insensitive
Intelligent _ . . ... . . Unintelligent
Sensible S downtocarth . . .. o Sitly & out of touch
Cleaethinking . . __ __  CUonfused thinking
Concontrateswell Easily distvacted
Reloxed . . _ .. _ ..  Tense
Creative . .. .. o .. Uutmaglsative
Attentive et oo e - Inattentive
Stoble . . o _. Changeahle
Selfsreliant Redics on stliers

®A Dipelar Personality Adjective Seale” by O.P, Jansen, 1987, Unpublished procedure,
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FORM R&: RELATIVE'S SATISFACTION WITH FREE-TIME AUTIVITIES

tliafled with
ubint s otz

kerp

Would lhe
10t
timEer do

moes of this

Wonld tite o
e Simber

tlo Tesy of this

1. YWork fo aad around the house

2. Work in the garden or yard

3. Work ou some hobby

4. Listen 1o the rodio

8, Watch telvision

{. Write letters

7. Go to the movies

8. Atrend lectures

9. Attend glub, Wadge, 6ther meetings

10, Shop
1. Take part in commounity or churel work

12, Hew! or ather sporty
13, Play eards or stlier table gunies
14, Take tides

15, Visis friends

16, Eaterialn feiends

1%, Sew, crochict or Kalt
18, Read

19, Go to the library

20, Just sit and think

A%, Take courses at home
22. GGo to schon)

&3, Gthor (what

128
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FORM Ré: LEVEL OF FREESTIME ACTIVITIES

Practically

NESET

1. Work in and around the house
2. Work In the garden or vard

3. Work on seme hobby

4. Listen to the radio

& ‘Watch telovision

6, Wrile letters

7. Go to the movies

8 Attend jedtures

. Attend club, ladge, othor meetings
10, Shop

11. Take part in community or church watk
1% Bowl or other sports

13. Play cards or sther table games
B4, Take rides

15, Visit fricads

16, Entertain frlends

§7. Sew, crochet ar knit

18. Head

19, Go to the library

20, Just sit and think

21. Take courses af home

22, Go 1n school

2% Othier (what})

124




FORM R3: LEVEL OF EXPECTATIONS FOR PERFORMANCE, OF SOCIAL ACTIVITIES

1Hd not xapeet
himher 61 b
datag

Fapecied
Han hee 20
he dalag

song

Fapeoted

Havher @ be

doing
wpnintly

1. Melps with ltouschold chores

2. Visits hevinds friends

3. Visits herilifs refativey

4. Intertain friends at home

5. Drosses and takes care of her/bimself

6, Helps with family budgeting

7. Remembers to iraportant things on time
8. Gets along with family members

9. €roes to partles and ofhicr social activities
10. Gets along with neighbours

11, Helps with famlly shopping
12 Helps (o the eare sl teaining of clildren

13, Goos to ¢ wreh

14, Takes up irobbicy
15 Works

16. Supports tac Linlly

il




FORM R2: LEVFL OF PERFORMANCE OF SOCTALLYCEXPECTED ACTIVITIES

1s st Y1 dalng s domp
dolng wne regnilacly

1. Helps with household chores
3. Visits her/bis fricuds

3. Visits hevihis relatives

4, Patertain friends ut home

5. Dresses and takes core of herihibmsell

6. HMelps with family budgeting

7. Remembers to important things on ime
8. Gets along with family members

9, Gaes to parties and other social setivities
18, Gets along with neighbonrs

1. Helps with family shopping
12, Helpy in the care and trolning of children

13, Hines to chittrch
14, Tahos up hobbies

13, Works
16, Supports the family




Afmnost

afwiys

Honwthies

1Micn

Almbst

Gevgr

—ﬁ. Acts as If s/he cant get cortain thonghts out of
herkiis mind
93, Acts a8 If s/he can’t concentrate on one thing

03, Acts as if s/he can't make decislons
94, Talks without moking sense
95. Hard to undersiand hisfher words

96. Speaks clearly

97. Refuses ta speak at alt for periods of time

98. Spenks so iow you caunot ear him/ber

99, Speaks very lowdly

100, Shouts or yells for no reason

. 101. Speaks very fast

102. Speaks very slowly

163, Acty us If sfhe wants to speak but can't

104, Keeps repeating he same idea

108, Keops changing from one subject to miother for no
reason

184, Talks 200 much

107, Says that people are talking about herdhim

108. Says that people ave trylng to make her/him do or
think things sfiie doesa™t want €0

109. Talks as i1 sthe hos committed the worst sins

110, Talks about how angry s/he is at certaln people

111, Talks nhout people or things sfhe’s afrald of

112, Threatens to Injurs certaln peaple

113, Thyeatens to tell people off

114, Says that s/he ks afraid s/he will injure somebody

115, Says s/hc is afraid that he will not be able to
control her/kimself

116, Talks about strange things that are going on inside

ler/his body

117 Says how bad or useless shie Is

118, Brags ohout how good sthe &8

119, Snys the same thing over and ever again

120. Complalas about people and things In general

121, Talks aboat big plins sfhe has for the future

122, Says or acts as if people ave after her/him

123, Says that something terrible is going to happen

124, Belleves fn strange things

125, Talks about suleide

126. Talks about strange sexun! fdeay
127. Gives advice withont belng asked

T

oo

i




Almnst

ubways

Sopmetitey

Ohen Almast

fnwer

51, Deliberately upsets rontine
52, Resentful

§3. Envious of other peopls
54, Friendly

S5, Gets apnoyed ensily

§6. Critieal of otiwer people
57. Pleasam

53&
59,
60.
ol.
63,
64.
65,
66.
67,
68.

69,
0.
.
T
73,
T,
75
76
7
78

™
80,
8l
82.
83.
84.
85,
86.

87
8.

83,
Y.

Gets along woll with people
Lies

Gets into trouble with the Jaw
Gets drunk

¥s responsibhle

Dopsn*t argue (talk) back
Obedient

Shows good Judgement

Stays away from people
Takes dvugs other than reconumended by hospital
or clinie

Shy

Quiet

Prefers to be alone

Needs n lot of attention
Behaviour i childish

Acts helpless

Is independent

Moves about very slowly
Moves abont In 2 hurried svay
Clumsy; keeps bumping lnto things or dropping

things

Very guick to react to something you say or do
Very slow to react

Gets into peculiar posttions

Makes peculiar movemants

Hands tremble

Will stay in one posttion for & long perlod
Loses track of day, montl, or year

Forgets herflis address or other places sfhe
Knows well

Remembers the uames of people s/he knows well
Acts as If s/he doosn’t a0ty where s/he is

Remembers fmportant things
Acts as If sfhe's confused about things: in a daze
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SECTION &

29, What professioaat help or support groups iave you contacted?

a0, Do you feel that you and the patient have recelved adequnte help or care from various
hospitals and other agencies?
Yos Xo

I no, please explain

32, 1s there any other form of help you feed that vou or the pationt necded but did not receive?

Yies No
I 305, please explain

138



SECTION 4

28, Currcntly, do you expect any improvement in thie patient’s functioning?
Yeos No

If yos, plvase deseribe

26, Stuce the injury, have you slways bad these expeetstions?

Yes No

1§ no. please deseribe

&7, Since the injury, do you see the patient ay different?
Yos No
If yos, are you able to necept the patient as sile Is without dwelling on Iow sthe vsed to be?
| Yus No
28, Since the Injury, is your Ho very different?
Yo Portlally No

If yes ov partially. please claborate
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20, Are you able to express Yeelings and frustrations within the famlly?

Yesg Sometimes No

Please describe bow this makes you feek

21, Do rules and ways of handitag tasks cliange by your famfly?
Yey ! metimes No

22, Do you reccive help from other family members in caring for the patient?
Yes Sometimes No

Plense deseribe how this makes you few.

23. Currently, ow much stress do you feel heeause of the chauges in the patieut since the
injury

) 1 2 3 4 8 G
10 Stress moderate stress BOVEIL SIresR

If It has affecta] you, please deseribe the maln souree of stress

24, Currenihy, : ¢ other major strossors in your Ufe?
Yos No

If yos, please doseribe and indieate their impaet on your ability to cope with {he pationt g
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SECTION 2

16. Since the infury, please deseribe the patient's relationship

IMPROYED REMAINED THE SAME

with mother JR—— S,
with father R F—
with slbilngs J—— s
with partner SRR PR
with extended family PP S——
with frlends sevstrn sttt SO R——

17 Before tite injury, did family members foel very close to cach other?
Yes Sometimes No
18, Sinco the lnjury, do family members fecl very close to cach other?
Yes Somctimes No
19, Befare the Injurys did yon do things together as a family?
Yos Sometimes No
| Currently, do you ¢antinue to do these things?

Yos Sometimes No

WORSENED
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