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Chapter One:

Background

Introduction

What does it mean to mother a child with a visible physical disability? How, in a
world sharply inflected by a particular idealisation of motherhood and by dominant, often
unquestioned and unfiltered discourses of disablism, do non-disabled mothers navigate
their subjectivities and their relationships with their disabled children? In this complex
landscape, how can we understand the potentially conflicted internal worlds of mothers in
this position? The research reported in this thesis focuses on the subjectivity of non-
disabled mothers raising visibly physically disabled children.

As the research interviews and subsequent data analysis unfolded, another question
became more prominent than was initially anticipated. The research experience highlighted
the importance of understanding mothers as their own subjects and of creating space to
hear their personal feelings and thoughts. The process also showed that disabled
participants, and those who stand in a relationship with disabled people, need to be
encountered as human subjects with personal ideas and emotions to share, rather than as
entities that can be objectified by researchers. This particular research study was also
powerfully shaped by the fact that | have a physical disability myself, and | am the mother of
a child with a physical disability. As the research progressed, it became clear that extensive
exploration of this intersubjective aspect of the research encounter was warranted. Such an
exploration has the potential to shed light on the experiences of mothers, as well as on the
ethical and advocacy demands of researching disability. Thus a second core research focus

arose, emphasising not only the experiences of mothers, but also the process of conducting



research with mothers of children with physical disabilities.

Hence, this project offers a dual, complementary focus. The primary focus is a
psychoanalytically informed exploration of maternal subjectivity in women with physically
disabled children: an exploration of the maternal within the realm of disability. In addition,
there is an explicit focus on the process of research in this area, holding up an
intersubjective lens to the research enterprise. Although the process of research is arguably
always important, this project gives sustained attention to a reflexive exploration of the
research endeavour’. This dual focus is intended to allow for an interrogation of the
experiences of mothers, as well as of the implications of conducting research in this area.
Focus of the Study

The aim of this qualitative study is to explore the subjective experiences of mothers
of children with a visible physical disability by inviting mothers to engage in interviews
about their experiences, thoughts, and feelings. The purpose is to gain an in-depth
experiential understanding of the meaning-making process and intrapsychic resonances of
mothering a child with a disability. In particular, the study considered the process involved
in becoming a mother to a child with a disability. The focus is on how women make sense of
their self as a person, as a mother, and of their child’s disability. Attention is paid not only to
everyday aspects of maternal experience, but also to those aspects that are more forbidden,
more difficult to articulate and sometimes painful to explore.

The research focuses on visible physical disability. Some disabilities can be hidden
and kept undisclosed from others, while other disabilities are always seen. Mothers with
children with a visible physical disability are continually forced to confront what is “other”

about their child(ren) and how they themselves perceive this “otherness”. Visible physical

! For this reason, some chapters are devoted to an analysis of the process of research (Chapters Four and Five), while
others are devoted to an analysis of mothers’ accounts (Chapters Six and Seven).



disability also invites a social dimension that mothers need to manage psychologically. It is
likely that a visible physical disability will evoke certain social responses in other people,
prompting mothers continually to confront their child’s difference. Consequently, these
mothers’ maternal subjectivities are continually challenged by social experiences of
othering, disablism, and stigmatisation. Thus, the physicality and visibility of their children’s
disability is likely to place these mothers in positions of constant renegotiation of their own
meaning-making around disability and motherhood.

The visible, physical focus of this project brings into sharp focus the embodiment of
disability. Various authors in the field of disability studies, including Garland-Thomson
(2005) and Shakespeare (2006), have called for the body to be re-focused. Embodiment is
understood as an experience within and through the body. It includes how the body
functions within and between the physical experience(s) of living and societal settings and
structures (Garland-Thomson, 2005; Sherry 2006). According to Garland-Thomson (2005, p.
1568), regrettably, disability is seldom “presented as an integral part of one’s embodiment,
character, life, and way of relating to the world”. Embodiment is deeply relational, since
one’s physicality is frequently shifting as one interacts in the world (Bynum, 1999). Indeed,
Bendelow and Williams (1995, p. 147) describe embodiment as “both personal and
impersonal, objective and subjective, social and natural”. Maternal subjectivity is also
fundamentally embodied: it is experienced both psychically and physically (Schmied &
Lupton, 2001). For Kristeva (1982), female subjectivity and embodiment are intertwined.
The embodiment of a child is central to mothering, as are the embodied practices of
childcare (Tonkin, 2017). The embodiment of maternity and disability are thus potentially
deeply intersubjective.

The research is situated at the intersection of three bodies of literature:



psychological research specifically interested in the experience of mothering a child with a
disability, feminist research on motherhood, and research in the field of disability studies.
By exploring maternal subjectivity in mothers of children with a disability, the study is
intended to add to the currently limited body of psychoanalytic research on mothering a
disabled child, and specifically, a child with a visible physical disability. It must be
acknowledged that some important general psychological research has already been
published on mothering children with a variety of disabilities — this literature, which is
discussed in detail in the literature review section of the thesis, hints at meaningful
experiences. However, in these prior studies, a focus on the complexities of this maternal
experience is often absent. The existing research has highlighted mothers’ encounters in
society and accompanying experiences of disablism, stigmatisation and their feelings
associated with these engagements (Ryan & Runswick-Cole, 2008; C. Thomas, 1999). A
range of maternal emotions has been reported in the literature, including joy, sadness,
anger and stress (Bower & Hayes, 1998; Ryan & Runswick-Cole, 2008; Sadat Nurullah, 2013),
but this research has not hitherto been expanded on to explore in greater depth how these
feelings contribute to mothers’ subjectivities.

The focus on motherhood is central to the current research. Since the 1970’s,
feminist scholars have accorded great importance to women’s reflecting on their
experiences and speaking for themselves (Bassin, Honey, & Kaplan, 1994; Kruger, 2003). The
aim is to focus on their subjectivity and to view mothers as subjects with their own thoughts
and feelings rather than as objects. This approach is intended to demystify the “myth of
motherhood” (Glenn, 1994, p. 9) which has arisen from some of society’s rigid guidelines
and expectations. Price (1988, p. 17), for example, refers to “the fantasy of the perfect

mother”. The current study addresses the question of maternal subjectivity from the



perspective of mothers. The intention is to remain cognisant of what maternal encounters
are like for the women themselves, and not only in relation to their babies.

Furthermore, this project aims to centre disabled people in research by accessing the
voices of those closest to disabled children. The intention is that the study not be
experienced as alienating (Lester & Nusbaum, 2017), a criticism raised against some of the
existing research, in which non-disabled researchers have positioned themselves as
“experts” and disabled people as objects. Related to this aim is a commitment to celebrate
the complexities of the subjectivities of the participants to ensure that ableist practices are
not reproduced. Thus, the intention is to understand the experience of motherhood and
disability without trying to remediate it. In this regard, it is useful to consider Saville Young
and Berry’s (2016) sensitively worded reminder of the difficult, yet necessary tension of
allowing mothers’ experiences to be explored, while acknowledging that this might at times
be a voyeuristic act, as Goodley and Runswick-Cole (2013) have cautioned. Simultaneously,
taken-for-granted ideas around motherhood and disability need to be highlighted.

The research is also expected to contribute to the broader psychological disability
literature. This aim is important, given that disability research has only recently moved back
towards a psychological perspective, after having been relegated to the medical realm for
decades. It is anticipated that this knowledge will contribute to the practice of psychology,
particularly for psychotherapists working with mothers, mothers of children with
disabilities, and with disabled children in general.

The Research Process

There has been limited theorisation of non-disabled people’s intimate experiences

with disabled people. For the purposes of this research study, the conceptual tools of

psychoanalysis are employed, because they offer in-depth ways of thinking about intimate



experience(s). The central emphasis within psychoanalysis is on the unconscious — the part
of the mind that always tries to remain hidden, but nonetheless expresses itself in a
different configuration (Frosh, 2002). Since very little literature could be found addressing
the topic of mothering a visibly physically disabled child through a psychoanalytic lens, the
“how to” of the project became a central aspect to the overall study. Reflection on the
implications of employing a psychoanalytic method as a disabled researcher interviewing
non-disabled participants about their emotional experiences in the realm of disability
became the second aim of this project. A further particularity that needed to be considered
was that the researcher and the participants are all mothers.

A psychoanalytic paradigm, including the method of data collection, analysis, and
theoretical interpretation, is well-suited to assist in understanding the participants’ deep-
seated intrapsychic aspects and the relational complexities of motherhood. Hence, a
psychoanalytically informed research interview method is used, adapted from Cartwright
(2004), Kvale (1999), and Stremme, Gullestad, Stanicke and Killingmo (2010). The study
applies psychoanalytic theoretical concepts to make sense of the interview material in order
to establish a psychoanalytically based understanding of how the participants make sense of
themselves intrapsychically as mothers when they have a disabled child. Psychoanalysis
provides a rich vocabulary to capture the emotional realm of the participants’ worlds
(Saville Young & Berry, 2016).

Psychoanalysis can not only focus on the internal world and on what is said, but can
also provide a valuable tool to access intersubjective encounters. As Marks (2002) argues,
psychoanalysis is well positioned to bridge the split between the social and the psychic
within disability studies. Moreover, Kristeva (2010, p. 267) suggests that “psychoanalytical

listening to vulnerability” is the optimal way in which disabled and non-disabled people’s



experiences can be heard, bringing these two groups closer together. Thus, a psychoanalytic
lens in the current study pays attention to the complexities of lived maternal experiences.
Accordingly, a meaningful understanding of women’s intrapsychic responses to their selves
as mothers, to their children, and to other people’s responses to their children and to
themselves, is discussed.

Women were interviewed about their meaning-making process(es) and their
experiences of mothering a child with a disability. Furthermore, the process involved in
becoming mothers to a child with a disability was explored. How mothers make sense of
their children’s disability, and how they make sense of their selves as mothers in relation to
this disability was also explored. Thus, the women’s subjective experiences of mothering in
relation to their disabled children was a focus in the interviews. Aspects of their intrapsychic
worlds were also considered, for example, their conscious and preconscious object relating
and what they may defensively disown.

Researcher Personhood

A study on disability would be incomplete without clarifying the researcher’s
positionality. My position as a person with a disability, as well as a woman and a mother,
needs to be openly acknowledged, partly because the participants themselves brought
these aspects of my personhood into the study. Furthermore, this is a qualitative,
psychoanalytic project, and thus | play a role in the entire research endeavour.

I am a woman who was born with a visible physical disability, achondroplasia. This
form of human dwarfism results in physical disproportion from a gene mutation which
results in markedly short arms and legs. The average height of adults with achondroplasia is
four feet (Little People of America, 2013). Other complications of this disability include

spinal deformities and a prominently large head (Ornitz & Legeai-Mallet, 2017). | am the



only one with dwarfism in my family of origin. | have a mother, father, older sister and
younger brother. | am married to a non-disabled man, and we have two children — a
daughter who also has achondroplasia, and a son who does not have a disability.

The relationship between a researcher and participant(s), as with all relationships, is
interpenetrative and intersubjective (Harvey, 2017b). The intersubjective nature of the
interview process, and how participants responded to me, in various (sometimes
unanticipated) ways, compelled me to be much more reflexive than | had originally foreseen
myself needing to be. Some of the participants looked to me as someone who could provide
guidance and answers regarding their motherhood- and disability-related anxieties. They
also saw me as someone who provided hope and reassurance for their own and their
children’s futures. | became a vessel into which they projected some of their more difficult
emotions and experiences. Such emotional encounters needed to be carefully traversed.
The “how” of the process of writing this thesis has, in many ways, become as important as
reporting on these mothers’ experiences, because of the reflective, recursive nature of this
process, involving a back and forth process between psychoanalytic theory, practice, and
reflection. Thus, where there are or were moments when my personhood serves or served
to illuminate the participants’ maternal subjectivities, their responses to and interactions
with their disabled children, and their social encounters as mothers, including their
encounters with me, | share and reflect carefully on a consideration of my presence in the
study.

Rationale for the Current Study

The current study contributes to the growing area of disability studies, particularly

from a psychoanalytical perspective.

People with disabilities are increasingly recognised and included in mainstream



society. As Garland-Thomson (2005) points out, disability is no longer merely a medical
problem or a personal misfortune that requires charity. Rather, disability is a diversity issue,
an inclusion issue, and a civil rights issue. Disabled people are the world’s largest minority
group (Garland-Thomson, 2005). World disability figures are estimated to be over one
billion people, translating to approximately 15% of the world’s population (Disabled World,
2018). More disabled people reside in the southern hemisphere than in the northern
hemisphere (E. Stone, 1999), with an estimated 60 to 80 million people living with
disabilities on the African continent (Disabled World, 2017a). These numbers suggest that
10% of the African population has a disability, although it is suspected that this number may
be as high as 20% in the poorer regions of the continent. Disability affects everybody, since
it transcends class and wealth (Goodley, 2011a). It is estimated that over 5% of the world’s
child population has a disability (WHO, 2011) and that this percentage is growing, because
women often have children at an older age than in previous generations, which increases
the risk of genetic or chromosomal disabilities (Shakespeare, 2005a). In addition, while the
survival rate of premature babies has increased due to advances in medicine, up to half of
these babies are disabled (Watermeyer, 2013). The number of people classified as people
with disabilities is also increasing because of the steep rise in psychiatric, administrative and
educational labels (Goodley, 2011a).

According to Goodley (2011a) and Sinason (1992), psychology has historically had a
predominantly negative reputation in the area of disability studies, because of a long-held
deficit model of treatment, rehabilitation, cure and/or therapy. Recently, some significant
literature on the topic of disability from a psychological perspective has been written,
notably by Marks (19994, b), Saville Young and Berry (2016), Sinason, (2002), Watermeyer

(2012, 2013) and Watermeyer and Swartz (2008). Although these contributions are
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noteworthy for providing psychological and at times psychoanalytical theoretical
underpinnings to enhance understanding of the experience of disability, this body of work is
still small. Moreover, although it has been argued that psychoanalysis is able to provide a
different lens to illuminate the experience of disability, thus far psychoanalytic analyses
have not been consistently or comprehensively applied to the often discomfiting aspects of
disability (Harvey, 2015a). The existing literature tends to focus on people with a disability,
and there is little focus on people who are not disabled, but find themselves in an
immediate and intimate relationship with a disabled person. This is the unique, exacting
position many mothers find themselves in — not belonging to the “outgroup” of society, yet
mothering someone who does (Harvey, 2015a).

Reeve (2008) has argued for a psychology of disability to illuminate non-disabled
people’s anxieties emanating from social interactions with disabled people, and Marks
(1999b) has described how disabled people disrupt the expected norm, causing distress for
those who are not disabled. Consequently, disabled people can feel psychically wounded
through their interactions with non-disabled society, especially when they internalise
society’s difficult feelings around disability. Shakespeare’s (1994, p. 287) description of
disabled people as “dustbins for disavowal” captures the argument that non-disabled
people may project the more unwanted, difficult aspects of humanity, including feelings of
weakness and dependence, onto disabled others. However, this literature has not yet been
applied to the situation of non-disabled mothers. Research is thus warranted to explore the
intrapsychic experiences of people with a disability and, by implication, of individuals who
care for disabled children.

Thus far, there is a dearth of research on the relationship between disability and

gender (including womanhood) (Mohamed & Shefer, 2015). Some useful research has
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examined mothers’ general experiences of raising a child with a disability (e.g., Ferguson,
2001; S. E. Kelly, 2005). Most of this research has tended to take a general psychological
perspective on mothering and parenting children with disabilities.

Moreover, this research has not necessarily focused on physical disabilities. For
example, some studies have concentrated on the everyday practical aspects and
experiences of mothers of children with various disabilities (e.g., Dunn, Burbine, Bowers, &
Tantleff-Dunn, 2001; Weiss, 2002). Other research has focused on children with cognitive
disabilities, including Autism Spectrum Disorders and learning disorders (e.g., Khushabi,
Farzad Fard, Kakasoltani, Pouretemad, & Nikkhah, 2010; S. Ryan, 2005), and deafness (e.g.,
Bosteels, Van Hove, & Vandenbroeck, 2012). Researching focusing on developmental
disability? and mothering includes a paper by Sadat Nurullah (2013). The literature on
mothering physically disabled children is even more limited, although some meaningful
general psychological research has been carried out, including that by Green (2001), and by
Ryan and Runswick-Cole (2008). There is a dearth of studies from a more complex
psychological, and specifically psychoanalytical, perspective on mothering a child with a
disability, and in particular, a child with a visible physical disability.

Mothers of disabled children have been placed in a “complex, contradictory and
marginal position” (Ryan & Runswick-Cole, 2008, p. 199) in the disability literature. An
ongoing debate has arisen in disability studies about how the field should focus on the
experiences and perspectives of disabled people themselves, as their own subjects. Non-
disabled mothers are often included in this debate, since they can offer insights into the

experience of disability, while not being disabled themselves. It is also important to focus on

2 According to Wang and Jong (2004, p. 334), a developmental disability is “a chronic disorder that has a significant and
continuing impact on the developmental progress of children” and results in varying degrees of dysfunction in the areas of
motor, cognitive, speech, and/or social skills.
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mothers in their own right, as their own subjects — an argument made in feminist theory
(e.g., Bueskens, 2014; Hollway, 2015; O’Reilly, 2006) and by a small number of
psychoanalytic writers (e.g., R. Parker, 1996; Pines, 1997; Raphael-Leff, 2010). This existing
body of literature highlights the intrapsychic processes of mothers, including unconscious
and preconscious facets that are defensively managed. The focus in this thesis on the
processes of mothers of disabled children potentially contributes a unique lens to this body
of psychoanalytic literature.

Early psychoanalytic theory (e.g., Bowlby, 1958; Klein, 1940; Winnicott, 1960)
claiming a focus on mothering was more interested in the child and the mother’s
childrearing practices (Kruger, 2006; Woollett & Phoenix, 1991). Deutsch (1932, 1933,
2018), an early psychoanalytic writer in the field of motherhood, amongst other topics,
focused on the mother, but with a strong focus on sexuality, reproduction and a mother’s
relationship with her own parents. Psychoanalytic literature on motherhood has been
criticised for focusing too much on pregnancy and the birthing process, often ignoring the
ongoing impact on women of raising a child (Hollway, 2001). This critique includes an initial
failure to focus on maternal subjectivity (Benjamin, 1988). The primary mother-baby bond
has historically been idealised in the literature as the “most perfect, the most free from
ambivalence of all human relationships” (Freud, 1933, p. 133). Consequently, a mother’s
more difficult feelings for her baby have been given limited attention. Indeed, Raphael-Leff
(2010, p. 3) has criticised feminist psychologists for failing to explore “painful maternal
experiences of ambivalence, persecution and hatred”.

There is a growing call for motherhood to be researched from women’s perspectives
(Kruger, 2006). A theoretical shift is apparent from a focus on the impact of the mother on

her child towards an emphasis on the mother’s self, and the physical and psychic impact of
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mothering (Kruger, 2006; Schuker & Shwetz, 1991). R. Parker (1996) helpfully introduced
the notion of maternal development in an attempt to focus on mothers in their own right.
Baraitser (2009a), Hollway (2001), R. Parker (1996) and Raphael-Leff (2010) began to
explore the complex concept of maternal subjectivity, and more specifically, maternal
ambivalence. Baraitser (2009a) argues that existing psychoanalytic theorisation of mothers,
as withstanding their babies’ destructive impulses and remaining the same subject they
have always been, is greatly flawed. Rather, maternal subjectivity encompasses “a
distinctive subject-position” (A. Stone, 2012, p. 167). In the current study, it is argued that
such a position can be most directly accessed through the personal accounts of mothers
regarding their experiences. Benjamin (1995) contends that if mothers’ subjectivities are not
recognised, their children’s primary psychic needs for recognition will not be met.
Importantly, although the current thesis focuses on maternal subjectivity, this does not
exclude a focus on the child’s sense of self. Rather, this project aims to add to ways to
achieve the difficult, yet necessary, balance of keeping both mothers and children in mind.
The existing psychoanalytic literature on maternal subjectivity in general has not yet
been applied to the experience of mothering a child with a disability — indeed,
psychoanalytic writing on disability has been questioned. Watermeyer and McKenzie (2014)
have criticised psychoanalysis for traditionally emphasising parental responses of trauma,
grief and depression to the birth of disabled children. Davis (1997), Marks (1999b), and
Watermeyer and McKenzie (2014) have lambasted psychoanalysis for often taking an
uncritical, individualistic lens, ignoring the effects of the wider social context on constructing
disability. These authors make a plea for a more complex and nuanced understanding of
disability. Such a nuanced understanding calls into question how such material can be

grasped: how indeed can one research maternal subjectivity in the realm of disability? In
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this regard, Goodley (2011b) has proposed a psychoanalytic understanding of subjectivity,
as encompassing psychic, relational, and social aspects, which could greatly assist in a
theorisation of disablism. Other writers (e.g., Frosh, 1987; Marks, 2002) have also stated
that subjectivity is moulded in and through the impact of social encounters on the conscious
and unconscious. Furthermore, De Groef and Heinemann (1999) point out that the focus in
psychoanalysis on emotional states could provide insight into the conscious and
unconscious psychic backdrop of disabled children’s lives.

A very limited number of studies do explore the nuanced psychoanalytical processes
mothers may undergo and/or undertake in negotiating and understanding their maternal
role and identity in relation to their children’s disability, and specifically physical disability.
Sinason (2001, 2002, 2010b) has meaningfully focused on a psychoanalytical analysis of the
experience of disability; but looked at the perspective of disabled adults and children,
focusing on intellectual (but not necessarily physical) disability. Burkhalter (2010) discusses
the psychodynamic world of parenting a disabled child, writing from the subjective position
of being the father of a disabled child, rather than from a mother’s point of view. His focus
is also primarily on cognitive disability, although his child had both a physical and a cognitive
disability. Watermeyer and McKenzie (2014) wrote an interesting article attempting to
synthesise a psychoanalytic approach with the social model of disability. They call for a
reconstruction of mothering a disabled child, with a focus on both the emotional
relationship and the contextual reality of this practice. It is a theoretical paper that draws on
a variety of writings in the field of various disabilities and parenting generally, aiming at
destabilising the historical tendency of psychoanalysis to pathologise the parents of disabled
children. Saville Young and Berry (2016) integrate two different theoretical frameworks, the

social model of disability and contemporary attachment literature, to make sense of the
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subjectivity of one mother who has a child with a disability. They successfully provide a
nuanced psychosocial perspective on the maternal within the realm of disability. However,
their focus is on one mother of one child with an undisclosed physical and developmental
disability.

Given the above limited review, the current research project’s intention is to address
the gap in the psychoanalytic literature on mothering a child with a visible physical disability
and to comment on the process of conducting research in the fields of disability and
motherhood. Thus, this study aims to explore the complexities of the maternal experience
of raising a child with a visible physical disability. The project is intended to do justice to
shared emotional experiences of people with disabilities, and by implication mothers of
disabled children, while also acknowledging their different subjective experiences (Grue,
2013). The investigation of the complexity of the maternal experience that the project aims
for entails an in-depth exploration of mothers’ conscious and pre-conscious thoughts and
feelings — hence the need for a psychoanalytical focus. An understanding of the participants’
pre-conscious thoughts, affects and fantasies required a willingness to work within the
transference-countertransference situation throughout the research enterprise. This
willingness in turn is related to the necessity of an awareness of and reflection on the
intersubjectivity between the various mothers and myself throughout the project. This
intersubjective approach allows for a deep engagement with the data and with the field of

disability and motherhood studies.
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Research Questions
The study attempts to answer the following two questions:
1. What are the subjective experiences of mothers of children with a visible physical
disability?
2. What are the implications of researching the maternal subjectivity of mothers with
disabled children?
Introduction to Core Concepts of the Thesis

At this stage, it is helpful to introduce briefly two concepts that underpin the thesis,
namely disability, and motherhood and maternal subjectivity.

Disability. The question of how disability is assessed and designated as a label needs
to be clarified.

Disability can be visible or invisible; congenital (a person is born with it) or acquired
(Couser, 2005; Disabled World, 2017b). Disability can be physical, intellectual, psychosocial
and/or sensory (auditory or visual) (Disabled World, 2017a). Disabilities can be static or
progressive (Couser, 2005). The range of the impact of a disability can also vary, from little
to a profound impact across a person’s life.

Definitions of disability, and the act of defining disability at all, are highly debated,
partly because the field of disability studies is a developing area which has witnessed great
theoretical shifts and growth. The long-held medical model considered disability in a
pathological light, as a flaw or psychical trauma residing in an individual that needs to be
remediated or cured (Barnes, 1990; M. Oliver, 1990; S. Ryan, 2005; C. Thomas, 2007). The
word disability suggests that something is missing in the person — either physically or
mentally (Davis, 1995).

One definition of disability is that provided by the Americans with Disabilities Act of
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1990 (Chrvala & Sharfstein, 1999), which states that a person is disabled if that person is
substantially impaired to the point that it limits that individual in one or more areas of
functioning. Thus, physical disability would imply a substantial impairment within the body,
preventing the individual from fully participating in major life activities. Although it is
helpful, this definition has undertones of the medical model of disability, with its focus on
impairment, and thus it is limited in its application. Disabled people began to challenge this
medical outlook and their consequent exclusion from various social spheres.

As disabled people started the struggle for full equality, the field of disability studies
became politicised (C. Thomas, 2004) and the social model arose (Barnes, 2012; Finkelstein,
1981; M. Oliver, 1990). Disability was reconfigured from an overarching, individualised
defining category into a contextual phenomenon (Barnes, Mercer, & Shakespeare, 1999;
Grue, 2013). The social model defines a disability as emanating from how society responds
to an individual’s impairment (Finkelstein, 1980; M. Oliver, 1983), thus separating bodily
impairment from socially produced disablement (Paterson & Hughes, 1999). The United
Nations Convention on the Rights of Persons with Disabilities (2007, p. 1) defines disability
according to this social perspective: disability is perceived to emanate “from the interaction
between persons with impairments and attitudinal and environmental barriers that hinders
their full and effective participation in society on an equal basis with others”. Thus, a person
is only disabled if society’s structures and members respond to the person as impaired.

The International Classification of Functioning, Disability and Health developed by
the World Health Organisation (WHO) describes a causal relation between the biological
and social, with a focus on disease leading to impairment and disability. Impairment is
defined as a “loss or abnormality in body structure or physiological function (including

mental functions)” (WHO, 2001, p. 213). Disability is “an umbrella term for impairments,
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activity limitations and participation restrictions. It denotes the negative aspects of the
interaction between an individual (with a health condition) and that individual’s contextual
factors (environmental and personal factors)” (WHO, 2001, p. 213). According to this
definition, disability is a label that resides at the interface between health conditions
(including diseases, disorders and injuries), contextual factors (including social attitudes,
architectural characteristics, legal and social structures), and internal personal factors
(including coping mechanisms) (WHO, 2002).

The shift towards a social model and perspective introduced an ownership aspect to
the field — and the slogan “Nothing About Us, Without Us” (Charlton, 1998, p. 3) was born.
Scholars who are also disabled have become increasingly invested in the area of disability
studies (e.g., Shakespeare, 1998; Watermeyer, 2012) ever since the field has dislodged
disability from its medicalised and moral origins (Herndon, 2002). The personal became the
political (Barton & Oliver, 1997) in this move — this is a notion adopted from the feminist
movement to portray the fact that the exclusion of disabled people was not only an
individual experience (B. Ryan, 2007). Perhaps inevitably, this social shift led to the denial of
intimate experiences of disability — this aspect of the model is critiqued by Morris (1992),
and by Shakespeare and Watson (1996) for neglecting the everyday reality of lived
experiences of disabled people, and the complexities of being a person.

Various scholars, including French (1993), Marks (1999a, 199b, 2002), Reeve (2002,
2008), Shakespeare (2006), C. Thomas (2001, 2007) and Watermeyer (2006), advocate a
refocus on the body, which, they argue, is often disregarded in the social model of disability.
This shift has seen a renewed, more holistic focus on the experience of disability
incorporating the embodiment of disability, as well as the personal experience of disability.

This call has facilitated a developing critical lens to the field: critical disability studies aims to
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examine how disablism is enacted at the level of the psyche, culture, and society (Goodley,
2011a). In this context, C. Thomas (2007, p. 73) defines disablism as “a form of social
oppression involving the social imposition of restrictions of activity on people with
impairments and the socially engendered undermining of their psycho-emotional well
being”. Goodley (2011a) and Marks (2002) therefore suggest an interdisciplinary approach,
incorporating physical, social, cultural and psychological aspects of disability. Saville Young
and Berry (2016) also call for a psychosocial lens to the field. Psychoanalysis offers the tools
to access conscious, and potentially unconscious, experiences, feelings, fears and fantasies
about disability to enable greater understanding of the relationship between the subjective
experiences of disabled and non-disabled people and their social context (Marks, 1999b,
2002). This potentially enables a more holistic conception of disability to be generated.

These developments in the critical disability studies field have also facilitated the
emergence of a feminist lens (see e.g., Garland-Thomson, 2005; Morris, 1992). The core aim
of feminist disability studies is to conceptualise disability as a variation in humanity, rather
than as a bodily inferiority (Garland-Thomson, 2005). The field of critical disability studies
attempts to re-centre the body and disability, since the body is the space where the self and
society meet (Goodley, 2011b, 2013). This critical psychoanalytic lens explores conscious
and unconscious subjective experiences of disability, along with the impact of disabling
social structures and policies (Marks, 1999b). Today, the field of disability studies is a
developing matrix of theories, pedagogies and practices (Garland-Thomson, 2002).

Marks (1999a, p. 611) has provided a fairly encompassing definition of disability as
“the complex relationship between the environment, body and psyche, which serves to
exclude certain people from becoming full participants in interpersonal, social, cultural,

economic and political affairs”. As Lourens (2016, p. 3) points out, “disability cannot be
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divorced from the body”. Marks’s (1999a) definition of disability is adopted for the current
thesis, because it avoids an either/or approach, negotiating the space between the
individual and the social. Thus, disability is not perceived to reside only in a particular body
or environment. Rather, disability is seen as “an embodied relationship” (Marks, 19993, p.
611) —it is an experience within the body, where the mind and body are understood to be
inherently connected.

In the field of disability studies, there is an ongoing debate regarding whether to use
person-first language (a person with a disability) or identity-first language (a disabled
person) (Dunn & Andrews, 2015). The politics of disability led by the social model has
argued for person-first language. ldentity-first language was initially driven by the minority
model. This drive was carried further by the field of disability studies, which positions
disability as “a function of social and political experiences occurring within a world designed
largely for nondisabled people” (Dunn & Andrews, 2015, p. 259).

The current thesis deliberately alternates between person-first and identity-first
language. | argue that the subjectivity of disability for those with a disability (and for those
in immediate relationships with disabled people) is experienced within the body, social
encounters and the environment, and between and beyond these two, in often raw,
unprocessed affective responses. Furthermore, | maintain that the experience of disability
cannot be separated from the person. The focus of this study is on non-disabled mothers of
disabled children, and therefore both identity-first and person-first terms are used
interchangeably to also acknowledge the perspectives of non-disabled people when they
encounter disability. Thus, the current research does not support either the medical or the
social model of disability, but rather argues for a more integrated and critical psychoanalytic

model of disability.



21

Motherhood and maternal subjectivity. According to much of the psychoanalytic
literature, a mother is the primary (usually biological) caregiver of a child (Hollway, 2001).
Although mothers and mothering can be practised across genders, the current project
focuses on women as mothers — specifically, biological mothers. While there are many types
of mothers, including birth mothers, adopting, fostering, and surrogate mothers, biological
(or birth) mothers remain the most common (Hollway, 2016).

With the birth of a child, a woman’s selfhood is altered — a “messier, more inter-
dependent new maternal self” (Wolf, 2001, p. 6) emerges. Motherhood is often understood
to be a transformational experience (Baraitser, 2006). Indeed, motherhood has been
described as one of “the most common and powerful transformations in human
experience” (Trad, 1990, p. 341). It is a time of great development, and may engender even
“psychic crisis” and internal conflict for women when they are re-confronted with their own
psychological complexities in their relationship with their child (Baraitser, 2006, p. 217;
Hollway, 2010). The very nature of motherhood suggests a time of introspection, since
women psychically grapple with notions of independence and dependence (Trad, 1990).

Mothering is the maternal activity of caring for children, and includes Ruddick’s
(1989) notion of maternal practice — a way of being that women develop in relation to their
children. This practice includes women’s maternal intellectual capacities, attitudes, and
values. Schwartz (1993) has identified three central maternal functions that women engage
in — security functions, regulation and recognition. Security functions include mothers’
provision of nourishment, comfort, soothing and protection from real and imagined
psychological threat. The second function, regulation, involves mothers’ moderation of their
children’s emotional world. Schwartz’s (1993) third function, recognition, is based on

Benjamin’s (1988) work — mothers’ recognition validates their children’s developing selves.
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These maternal functions form conscious and unconscious aspects of the maternal self.

Bassin et al. (1994) describe different models of motherhood. In this regard, Kruger,
Van Straaten, Taylor, Lourens, and Dukas (2014) discuss implicit and historically,
scientifically and culturally embedded discourses on motherhood. Such discourses have a
strong influence on women’s often unrealistic expectations and idealised fantasies about
being a mother. The “good mother” is one such model and discourse, articulating an “ever-
bountiful, ever-giving, self-sacrificing mother” (Bassin et al., 1994, p. 2). Attachment theory
and notions of bonding have had a powerful impact on such thinking (Widding & Farooqi,
2016). This “good mother” model presupposes that mothers of this type have no needs of
their own (Gillies, 2007), and that mothers are indispensable primary caregivers (Arendell,
2000; Choi, Henshaw, Baker, & Tree, 2005; T. Miller, 2007). Hence, existing theorisation on
mothers can place enormous pressure on women. Furthermore, mothers are rarely
considered to (or believed to be allowed to) have their own existence and perspectives
(Woollett & Phoenix, 1991). Consequently, mothers develop complex maternal
subjectivities in their attempts to try to achieve this “unspoken ideal of motherhood”
(Kruger et al., 2014, p. 463). All these factors have an impact on mothers’ subjectivities.

According to Weedon (1987), subjectivity is comprised of conscious and unconscious
thoughts and feelings, a sense of the self, and an understanding of the self in relation to the
world. Subjectivity is one’s personhood, which entails a blend of psychological depth and
internal (conscious and unconscious) life (Murray & Finn, 2011).

Maternal subjectivity is one aspect of a woman’s overall subjectivity, “a specific form
of subjectivity that is continuous with the maternal body” (A. Stone, 2012, p. 3). Hollway
(2001) correctly points out that women who are mothers are not only mothers. Juhasz

(2003) describes multiple subjectivities, comprising a plethora of subject positions that form
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a person’s sense of self. Baraitser (2009a, 2009b) has also helpfully defined maternal
subjectivity. She sees this form of subjectivity as comprised of what women reap from being
mothers and being in a maternal space, as well as what is generated from the relationship
with their children. This form of selfhood has a particular emotional flavour to it.

Hollway (2001) understands maternal subjectivity as encompassing unconscious
intersubjectivity. A. Stone (2012, p. 147) appropriately describes a mother as a “relational
subject”. Maternal subjectivity includes all the ways “fantasy, meaning, biography and
relational dynamics inform individual women’s positions in relation to a variety of
discourses concerning motherhood” (Featherstone, 1997, p. 7). Thus, maternal subjectivity
includes the effects of what Ruddick (1980, 1989) termed maternal work (ensuring children
are cared for in all domains) and unconscious emotional work, including managing one’s
child’s and one’s own maternal feelings, and the intersubjective dynamics between the two
(Hollway, 2001).

The current thesis adopts this combined definition of maternal subjectivity — as
encompassing the dynamic which develops from the needs of the woman’s baby, and the
consequent capacities within the woman to manage these needs, and her accompanying
emotional responses. This definition of maternal subjectivity suggests an embodied
subjectivity, a “concept of self that allows for differentiation from as well as connection to
her children” (A. Stone, 2012, p. 410).

The focus in this thesis is on the maternal subject and the process of being a mother
from the perspective of the mother. The project explores how women think about being a
mother, what resulting affects arise, and what they do with such thoughts and emotions,
“how the mother feels about what she feels and what she does with how she feels”

(Kraemer, 1996, p. 765). Thus, subjectivity entails both conscious and unconscious aspects.
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Structure of the Thesis

This thesis is structured as a PhD “including publications”. This requires that a
minimum of four published, and/or submitted papers to research journals appear as
chapters. Because each journal article requires a literature review, method and discussion,
this thesis is not traditionally structured, in an attempt to avoid repetition as far as
possible?.

Chapter One provides the introduction to the study, considers the research aims and
research questions, and outlines the rationale for the project. A brief overview of the core
concepts of the thesis is also given.

Chapter Two presents a critical literature review. This journal article, “Maternal
subjectivity in mothering a child with a disability: A psychoanalytical perspective”, was
published in 2015 in AGENDA: Empowering Women for Gender Equality. The paper reviews
the existing literature to explore the question of what maternal subjectivity may entail, and
what conflicts and feelings one might expect, based on the currently available literature. It
serves as the main literature review of the study.

Chapter Three describes the methodological approach of the current study, and was
not published as an article.

Chapters Four and Five present an analysis of the process of undertaking this
research; thereby addressing the second research question. Chapter Four is entitled “Ethical
emotional encounters: Contemplating challenges in psychoanalytically informed research”
and it was published in Psycho-analytic Psychotherapy in South Africa (2017). The paper

discusses the implications of using a research method that is based on psychoanalytic

3 Articles have been reformatted to be consistent with the remainder of the thesis in terms of font, without altering the
wording, content or structure (hierarchy of headings) in the articles, as published or submitted (where the publication is
still in progress). The references are not given separately per article, but are consolidated at the end of the thesis. Chapters
which are comprised of manuscripts have been named with the same title as that of the manuscript.
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principles and practices. The ethical implications of using such a method are explored.

Chapter Five focuses on “The intricate process of psychoanalytic research:
Encountering the intersubjective experience of the researcher-participant relationship”.
Published in 2017 in the British Journal of Psychotherapy, it emphasises emotional
encounters between a researcher and participants. The paper focuses specifically on the
implications of the researcher’s personhood for the research and offers an introspective
account of the research process.

Chapters Six and Seven present an analysis of maternal subjectivity, thereby
addressing the first research question. Both chapters focus specifically on those aspects of
maternal subjectivity that are more forbidden, more difficult to articulate and sometimes
painful to explore. Chapter Six draws on Freud’s (1919) concept of the uncanny, as well as
concepts of maternal ambivalence, to explore “The uncanny effect of disability:
Uncomfortable maternal love for a disabled child”. Complex maternal processes of
encountering familiarity but also a sense of the unfamiliar in one’s child and oneself are
described, and the process of working through this specific manifestation of maternal
ambivalence is suggested. The paper has been accepted for publication in Contemporary
Psychoanalysis.

Chapter Seven is entitled “Subjectivity and the return of the abject in mothers of
physically disabled children”. It has been submitted to Studies in Gender and Sexuality.
Drawing on Kristeva’'s (1982) concept of the abject, the paper explores the links between
abjection and disability, as well as the implications of this for maternal subjectivity. The
process of disavowing the abject, but also of reconfiguring the abject so as to develop
maternal love and acceptance, is explored.

Chapter Eight concludes the thesis by examining the implications of the study for
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understandings of maternal subjectivity in the realm of physical disability. A final reflection
on the process of the research is undertaken, including a reflection on the challenges

encountered and implications for further research.
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Chapter Two:
Maternal Subjectivity in Mothering a Child with a Disability:

A Psychoanalytical Perspective

Introduction

This chapter focuses on what has been written on the topic of maternal subjectivity
when a mother’s child is visibly physically disabled. Thus far, there is very little in the
literature that addresses the in-depth psychological experience of disability, either for
disabled people, or for people living with those who are disabled — including non-disabled
mothers raising disabled children. Furthermore, although women, and mothers, are
beginning to be realised as their own subjects (e.g., Raphael-Leff, 2010), there have been
few attempts to access their subjectivity in research in general. In particular,
psychoanalytically focused literature has neglected the selfhood of “other” mothers,
including those raising disabled children. Hence, this research endeavour began with a
critical review of the literature on maternal subjectivity in the face of disability, and this
review constituted the published theoretical article overleaf, “Maternal subjectivity in
mothering a child with a physical disability: A psychoanalytic perspective”. The paper was
published in 2015 in a special issue on gender and disability in AGENDA: Empowering
Women for Gender Equality.

The article stands in lieu of a literature review for the thesis, but it does not claim to
provide an exhaustive account of the literature pertinent to this study. The articles included
in the thesis as Chapters Six and Seven, as well as the final (discussion) chapter, Chapter
Eight, also review and comment on the prior literature in order to develop an understanding

of subjectivity in women whose children are disabled.
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Given the dearth of published research in the combined fields of motherhood and
disability studies using a psychoanalytical lens, the article overleaf begins by examining the
developments in the disability-focused literature, moving towards a psychological, and
specifically psychoanalytical, understanding. The paper discusses the psychoanalytical
literature on motherhood in general, before honing in on the limited prior research
available on experiences of motherhood in the face of disability.

The paper starts to address the first research question of the thesis by providing a
basic sense of the subjective psychological experiences of mothers of children with a visible
physical disability. The second research focus, namely how to access material on the topic of
motherhood within the realm of disability, is also considered to some extent, as the article
addresses suggestions in the literature regarding accessing mother’s voices, including
approaching them as their own subjects. Thus, the paper attends to some of the aims of the
study, as it builds on the existing general psychological literature on the experience of
disability, as well as on motherhood in the face of disability. It also adds to the limited
psychoanalytically focused literature on mothering when a mother’s child is visibly

physically disabled.
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Article:
Maternal Subjectivity in Mothering a Child with a Disability:
A Psychoanalytical Perspective

Abstract
This focus offers a psychoanalytical understanding of the maternal subjectivities of mothers
of children with a disability. The deficit assumptions and apparent splits in the existing
literature on disability in general, and on mothers’ experiences of raising a disabled child,
will be discussed. Specificities of this maternal subjectivity include mothers’ engagement in
unconscious defence mechanisms, including part-object relating (splitting), minimisation,
denial, as well as engaging in compensatory and reparative impulses in order to manage the
intense emotions of this mothering experience. Mothers of disabled children are forced to
confront and tolerate their own preconceived notions and uncomfortable feelings of
disability that they have introjected from society’s deficit view of disability. Once women
have a baby that belongs to the “outgroup” of society, they have to tolerate society’s
projections of the disavowed aspects of disability. Mothers are left with intense feelings of
shame and guilt. They also experience loss for their fantasised ideal object, the non-disabled
baby. This is a vastly under-researched area and it is apparent that there is a need for
further engagement with the maternal subjectivities of mothers with children with a
disability.
Introduction

The number of mothers raising children with a disability is increasing. It is difficult to
gain an accurate estimate of the worldwide prevalence of children with disabilities due to
the different definitions and assessment measures of disability that are used across

different countries (WHO, 2011). The global burden of disease: 2004 update (WHO, 2008)
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estimates that over 5% of the world’s child population has a moderate to severe disability.
This figure suggests that the prevalence of disability in general is quite high, and therefore
that it is an area that requires greater attention. Further, the number of children with
various disabilities is growing due to ongoing advances in medicine increasing survival rates
of children born with disabilities (Watermeyer, 2013).

A child with a disability is likely to require additional and specific care around their
disability that falls within the role of parenting. While it is noted that it is no longer purely a
woman’s role to care for children, and that men also actively take up this role today,
continued gender stereotypes and gendered caregiving practices across global contexts
continue to locate women as primary caregivers for children. For this reason — and given
that there is little research on the women who are primary caregivers in relation to caring
for disabled children — this paper will focus on mothers. My area of interest lies in exploring
the affective and psychological experiences of these mothers.

From a current feminist perspective on motherhood, many women choose to be
active mothers — this being vastly different from the historical perspective and assum