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ABSTRACT

A mere glance at a family photograph of the Victorian era leaves little doubt of the position
of the figure exuding impervious, authoritarian detachment. Austere, rigid and solemn, it
is not hard to guess who cast the shadow over the picture. Arrestingly imposing in his role
as backbone of the family, this is the nineteenth century legacy image of the father.
However, the last century has seen fatherhood redefine itself and the more liberal, lenient
and openly loving figure replaced the strict patriarchal model. In contemporary times,
fathers are regularly seen comfortably behind a stroller, outdoors with children on their
shoulders, at home tousling with their children, and considerably more involved in school
and social events. Unashamedly, fathers have moved toward both acknowledging and
displaying a softer paternal image. By definition fatherhood is a decidedly individual
concept and a unique experience, involving much more than being the male parent in a

family, the family protector, or the provider of paycheques.

Although the past decade has seen a surge of research and interest in fatherhood with an
increased recognition that the involvement of fathers contribute to the well-being, cognitive
growth and social competence of their children, there remains a deficit in research on the
experiences, perceptions and involvement of fathers of children diagnosed with Down
syndrome. And whilst most of this knowledge base is extrapolated from studies about the
mother’s experience, true understanding requires that fathers are studied directly.
Mothers and fathers respond differently to the pressure associated with raising a child with
Down syndrome and literature supports the common view that men are less likely and
easy to engage in therapy than women, are less likely to attend therapy, or seek help for
physical or psychological problems. For fathers of any differently abled child, the distance

between the idealized fathering experience and the actual one may be enormous.

Based upon the patriarchy model of the family, in many conventional homes, the wife and
mother is like a thermometer, sensing and reflecting the home’s temperature, whilst the
father and husband is like the home’s thermostat, which determines and regulates the
temperature. The equilibrium of the father plays an important role in his ‘thermostat
settings’ to set the right temperature in the marriage and his family. Having a differently
abled child is almost never expected and often necessitates a change in plans as the
family members adjust their views of their own future, their future with their child, as well

as how they will henceforth operate as a family.



Some fathers may experience uncertainty about their parenting role of a child diagnosed
with Down syndrome, often resulting in peculiar behaviours of the father. This may
include engrossing themselves into their work, hobbies, sport, and so forth, almost
abdicating their duty as father; believing that the mother knows best (sometimes using
their own lack of knowledge as a cop-out); or, they simply withdraw because the mother
takes such complete control of every aspect of the child that the father feels inadequate,
superfluous, and peripheral as parent.

Each parent grieves the ‘loss’ of the child they expected in their own individual way.
However, such a highly emotive situation may be compounded by the following aspects:
the undeniable pressure of caring for the differently abled child; the additional financial
burden; a waning social life; and, the incapacity to cope emotionally whilst invariably
displaying the contrary purely to create the illusion that they are indeed coping. Fathers
need to develop strategies and skills to cope with the very real and practical needs of
parenting their child with Down syndrome, to furthermore minimize relationship conflict
and misunderstanding, and to support their child’s optimal development. How these
specific issues are embraced and managed may dramatically influence the peace and

harmony of family life as well as the marital relationship.

This study explores the perspectives of fathers of a child with Down syndrome to
ultimately support this unique journey as they navigate their way through “Down’town

Holland, as illustrated in the analogy to follow.



WELCOME TO HOLLAND

(Emily Pearl Kingsley)

| am often asked to describe the experience of raising a child with a different ability - to try
to help people who have not shared that unique experience to understand it, to imagine
how it would feel. It's like this...

When you're going to have a baby, it's like planning a fabulous vacation trip - to Italy. You
buy a bunch of guide books and make your wonderful plans. The Coliseum, the
Michelangelo David, the Gondolas in Venice. You may learn some handy phrases in
ltalian. It's all very exciting. After months of eager anticipation, the day finally
arrives. You pack your bags and off you go. Several hours later the plane lands. The

stewardess comes in and says, "Welcome to Holland."

"Holland?!?” you exclaim. "What do you mean Holland?? | signed up for Italy! I'm
supposed to be in Italy. All my life I've dreamed of going to Italy!” But there's been a
change in the flight plan. They've landed in Holland, and there you must stay. The
important thing is that they haven't taken you to a horrible, disgusting, filthy place, full of
pestilence, famine, and disease. It's just a different place. So you must go out and buy
new guide books. And you must learn a whole new language. And you will meet a whole

new group of people you never would have met.

It's just a DIFFERENT place. It's slower-paced than ltaly, less flashy than Italy. But after
you've been there for a while and you catch your breath, you look around... and you begin
to notice that Holland has windmills... Holland has tulips... Holland even has Rembrandts.
But everyone you know is busy coming and going from ltaly... and they're all bragging
about what a wonderful time they had there. For the rest of your life, you will say, "Yes.

That's where | was supposed to go. That's what | had planned."

And the pain of that will never, ever, ever go away because the loss of that dream is a
very very significant loss. But if you spend your life mourning the fact that you didn't get to
Italy, you may never be free to enjoy the very special, the very lovely things... about
Holland.

Vi



CHAPTER ONE

ORIENTATION, PROBLEM STATEMENT, RESEARCH AlM,
CLARIFICATION OF CONCEPTS, RESEARCH DESIGN,
RESEARCH PROCEDURES AND STUDY OUTLINE

1.1. INTRODUCTION

Parenting is, without doubt, a tough job. Add an additional challenge like a diagnosis of
any sort and that job becomes much tougher (Takataya, Yamazaki & Mizuno, 2016: 1).
We live in a competitive culture where expectations are ever higher, with compassion
seemingly lower in a society which is more fragmented and fluid (Baker & McNulty, 2011:
853). Furthermore, it seems as if modern society is hesitant to embrace disability and in
many cases actively discriminates against it (Ovens, 2009: 2). This is unquestionably the
reality of every individual and every family affected by a disability diagnosis (Dowling,
Nicoll & Thomas, 2006: xiii), a situation that does not call for pity, but rather for

understanding, compassion and empathy. Sometimes even from others in the same boat.

Cuskelly, Hauser-Cram and Van Riper (2008: 109) acknowledge the evident lack of
research about direct interventions aimed at reducing stress or increasing well-being in
parents of a child with Down syndrome (hereafter referred to as DS), with specific
reference to the clear need for understanding how best to provide support for especially
fathers. Takataya et al (2016: 1) and Skotko, Levine and Goldstein (2011: 2336) concur
that there is much we do not know about the experiences of fathers in their parenting role
of a child with DS. Apart from the researcher’s previous study investigating the family
dynamics of having a child and a sibling with DS (Webber, 2011), the only other
documented South African based related research was conducted thirty three years ago
by Lindenberg (1983). As with most studies involving DS, the latter compared stress of
mothers and fathers of children with DS and a matched control group of parents of
typically developing children in terms of the pre-school experience. Hence, the current
study is significant as it extends research specifically to how South African fathers are

experiencing their fathering role of a child with DS.

This research is driven by equal measures of the researcher’'s personal interest and
intellectual curiosity (Fouché & De Vos, 2011: 84) regarding DS, advancing from her
Master’s research study to an explicit focus on South African fathers of a child with DS.

Hence, centred on the notion of “informed inquisitiveness” (Monette, Sullivan & DeJong,

1



2008), the choice of topic reflects personal relevance of an ability to relate to
contemporary family challenges in general and, more specific, challenges of families with
a differently abled child. Fouché and Schurink (2011: 308) confirm that personal interest
and curiosity is of particular importance to a qualitative research study. However, it needs
to be clarified from the outset that, despite the researcher’s undeniable interest in DS, this
study, as an ethical empirical endeavour, transcends any personal journey. Accordingly,
the topic was thoughtfully deliberated to ultimately contribute to the current limited
disciplinary body of knowledge about the experiences and perspectives of South African
fathers of a child with DS. Notwithstanding any connection of the researcher to the DS
community, this study remains essentially for and about fathers, fatherhood and the
fathering experience.

The past thirty years have seen a growing trend towards humanistic disability studies
(Singh, 2012: 522). Thus, much of the literature in the field of DS studies is more than ten
years old, especially related to fathers. Throughout this study the researcher refers to
relevant writers in the field whose seminal work may not fall into the ten year date range.
Using older references does not indicate an ossified view; rather it indicates that despite
intensified effort, more recent literature simply could not be traced. The researcher looked
for advice in three useful texts on research to justify using older references in this study. In
describing how to undertake a literature search, Creswell (2007) did not mention a date
range at all; while Merriam (2009) and Cohen, Manion & Morrison (2011) both suggested
that only the most recent work in the area should be included in a literature review. With
S0 many journals and publications today, it would be very difficult for anyone to read all
the research on a subject. The researcher relied on common sense and took note of what
other researchers in the field had done in this regard. Although every effort was made to
use the latest references, older references that are often cited by other researchers, albeit

older, was deemed worth including.

The sections to follow in this chapter provide the conceptual framework of this study. The
term conceptual framework is not clearly defined. Used traditionally in methodology
textbooks, it loosely refers to the organising image of the phenomena to be investigated,
including which questions are to be answered by the research and how empirical
procedures are to be used as tools to find answers to these questions (De Vos & Strydom,
2011: 35). This information is relevant because the researcher believes that the
conceptual framework steers the whole research activity and as such serves as a map or
rudder to guide toward realizing the objectives of the study (Regoniel, 2015). The

conceptual framework is constructed, not found, and incorporates pieces borrowed from

2



elsewhere. However, the overall structure is the result that systematically developed from
ideas provided from prior exploratory research, existing theory, and the researcher’s
experiential knowledge (Bickman & Rog, 2009: 223). An important part of the conceptual
framework is the research paradigm(s) within which this work is situated. The conceptual
framework of this study is introduced in this chapter and sets the stage for the
presentation of the particular research questions that drive the investigation being
reported based on the contextualization of the problem statement as suggested by
Imenda (2014: 190).

1.2. BACKGROUND AND CONTEXTUALIZATION

“Sceptical curiosity” encourages researchers to critically question findings derived from
similar research studies and, whenever possible, replicate these findings in different
situations with different groups or participants (Grinnell & Unrau, 2008). Prior to
embarking on this study and based upon this notion, the researcher judiciously based a
needs assessment upon her own and other similar studies. Cuskelly et al (2008: 109)
maintain that there is often incongruence between the idealized fathering experience and
the actual one; therefore this study sought to obtain data which will help to address this

gap for South African fathers of a child with DS.

Altiere and von Kluge (2009: 84), and later, Kayfitz, Gragg and Orr (2010: 337) report that
fathers of children with DS have less access to social support than mothers. Such reports
are not uncommon, and as a founder member of a family support association thirteen
years ago, this was also the researcher’s experience. This issue re-emerged was later
identified in the findings of her Masters’ study, and reappearing again in the findings of the
current study. Hence, anticipating a recurring need for focussed father support, the
researcher envisages that a platform for fathers may provide a suitable space of giving
and receiving, accepting and sharing for those fathers who may feel the need to join such
a group. Accordingly, a father chapter can be created. Loosely based on the American
model, such a chapter may create a space where fathers can share own insights and
concerns, and be a source of reciprocal encouragement as they adapt to their new role as

father, specifically as the father of a child with DS.

The scope of this study is wide. Although the focus is on fathers, the father cannot be
viewed in isolation, but rather as an individual system functioning within a marriage
system, as part of a family system. The theoretical framework of this study rests on the

systems theory. Elwell (2013) refers to such systems as being composed of parts that are
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interrelated and whose operations have consequences on the whole. To clarify, parts,
referring not only to each individual member of the family, but also to the individual
domains of each member of the family, and how the functioning of each domain of each

individual has consequences on both the individual and on the whole family.

In this study, the father is seen as a system which comprises several subsystems namely
the emotional, physical, cognitive, behavioural and spiritual subsystems, domains, which
are interrelated and impact his overall functioning, as noted by Elwell (2013).
Understandably a life-changing event such as becoming a parent of a differently abled
child may affect both the intra-personal and inter-personal functioning of every subsystem.
These concepts, as well as the concept of interrelatedness and significance to this study
are explained in more detail in Chapter Four.

Fatherhood as a research topic traverses an enormous spectrum. Although many
relevant and significant aspects of fatherhood are included, realistically the literature
reviews are limited to fathering situations restricted to the sampling spectrum. As such,
single, absent, step, gay and adoptive fathering situations, as well as specific fathering
experiences within various diverse cultural rural communities fall outside the spectrum of
this specific study. The researcher implores the reader not to consider this decision as

dismissive, but rather as rational, practical and appropriately reasoned.

This section briefly introduces the background of the study and provides context for the
reader. The literature chapters provide information relevant to the perspectives of fathers
and include background to the syndrome, and aspects dealing with grief, coping, family
dynamics and family functioning. In addition to general fatherhood per se, this study also
necessitates appropriate historical and contemporary perspectives, theories, approaches
and roles pertaining to the father of a differently abled child. Some older sources are used
to verify chronological perspectives which the researcher believes to be valuable
contributions as a building block for her work; and, albeit dated, these do not compromise
the authenticity of this study (Thomson, 2013).

Referring to the touching essay “Welcome to Holland”, which introduces the position of the
researcher at the beginning of this thesis, a powerful analogy is drawn between a voyage
to an unexpected destination and the birth of a child with an unexpected disorder (Friehe,
Bloedow & Hesse, 2003: 220), in this case DS. This analogy accurately describes the
perceptions of families of a child with DS; drawing poignant parallels of participation,

shared roles of the family members and their responsibilities (King, Baxter, Rosenbaum,
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Zwaigenbaum & Bates, 2009: 51). The author, Kingsley (1987), describes the unremitting
pain surrounding an altered itinerary involving a differently abled child, especially in
comparison to fellow travellers who are raising typically developing children. Not only is
the parent and every individual in a family affected, but indeed the entire family dynamic is
altered (Hodapp, 2007: 280).

It is not uncommon to view the birth of a child as a happy and exciting occasion to be
celebrated by the whole family. However, amongst the list of supposed stress creators in
modern lives, few compare in scope and magnitude to the life-altering event of becoming
the parent of a differently abled child (Orphan, 2004: vii — xi; 5). Dowling et al (2006: xi;
20) confirm, “One is never quite so alone as the moments after you receive the diagnosis
which changes your life, and that of all of your family members, forever.” Fortunately, after
the initial shock of their child’s diagnosis of DS, most parents soon discover that the
syndrome is entirely secondary to the individuality and uniqueness of their child, that their
child has exactly the same needs as every other child, and, that their unexpected child in

reality brings them much unexpected joy and happiness (Orphan, 2004: xi).

It is also not uncommon for parents to develop hopes and dreams about who their baby
will be in the world and how they will be as parents. Hence, when their baby is born with
special needs, much of what was imagined and planned is forever changed (Reinsberg,
2010; King & Patterson, 2000). Dowling et al (2006: 4) express this grief of parents as the
loss of initial hopes, dreams and expectations — essentially a loss of “what might have
been.” Reinsberg (2010) confirms that the parents’ profound sense of grief often manifests

as symptoms of traumatic stress, particularly at the time of their child’s diagnosis.

Van Riper (2007: 125) cautions that expression of grief may create a highly emotional and
stressful environment for the child with DS, the parents and even the siblings. Such a
volatile environment may be further compounded by the parents’ inability, or
unwillingness, to speak about, or share their specific feelings of grief and loss (Reinsberg,
2010). Parents of a child with DS are known to experience every emotion on the
emotional continuum (Van Riper, 2007: 118). Researchers refer to the paradox of
disability which denotes the melange of conflicting emotions that parents of a child with
DS experience on an ongoing basis: pain, despair, suffering and sorrow, yet, also joy,
hope, happiness and optimism (Van Riper, 2007: 118; Lam & Mackenzie, 2002: 225) and
they believe that the ability of a parent to embrace this paradox ultimately enhances
parental and family adaptation to their new circumstances. Although grief is the one

emotion that every parent of a differently abled child experiences, O’Leary and Thorwick
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(2006: 78) report grief to be the specific emotion which especially fathers frequently seem
to disregard or actively hide. Discussion on parents’ on-going sense of loss continues in

Chapter Three.

Abilities, capabilities, capacities and needs are uniquely individual, whether you have an
extra chromosome or not. Equally, the response to having a child with DS is uniquely
individual for each parent and family. Some families cope extremely well with rearing a
child with DS, while other families, for a variety of reasons, have considerably more
difficulty (Singer, 2006: 155). Although the birth of a differently abled child is almost never
expected, it almost always necessitates a change in plans as family members adjust their
views of their own future, their future with their child, as well as how they will operate as a
family given their new set of circumstances (Cuskelly et al, 2008: 105).

Chapter Three expands on the adjustment and coping of families, family dynamics and
family functioning, with a focus on aspects relating to the fathering experience of the
father of a child with DS. Preceded by a contextualising overview on the etiological
background of DS and research history around the fathering experience of fathers of a

child with DS, Chapter Three concludes the two literature review chapters on fatherhood.

Many research studies (Takataya et al, 2016; Skotko et al, 2011; Cuskelly et al, 2008;
Hodapp, 2007) have documented the dearth of information about families (and especially
about the fathers) of children with DS. However, it is encouraging to note that research
orientation in the field has notably shifted from ‘“negative” to ‘“stress-and-coping”
perspectives (Skotko et al, 2011; Cuskelly et al, 2008; Hodapp, 2007: 279). The ability of
mothers, fathers and siblings of children with DS coping slightly better compared to family
members of individuals with other disabilities, is attributed to a phenomenon called “Down

syndrome advantage” (Skotko et al, 2011: 2336), which is deliberated in Chapter Three.

According to Costantino (2010: 87), an unanticipated life event such as the birth of a
differently abled child, inevitably requires lifestyle changes for both the parents and the
family, sometimes resulting in a temporary loss of a measure of stability. In times of just
coping, mothers and fathers may react differently (Paulson & Bazemore, 2010: 1961). For
example, some may reach out to friends and family for reassurance and support; some
withdraw and go into ‘hiding’ for a while; some connect closely with spiritual communities
and family members; or sometimes either parent merely direct their anger and frustration
at whoever is convenient. Frequently, participation in social activities take a backseat to

sheer exhaustion and/or logistical challenges, hobbies become neglected, and friendships
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are forgone, whilst contact with other adults may become restricted to parents of other
differently-abled children met through school or support groups (Dowling et al, 2004: 125;
Olsson & Hwang, 2003: 329).

Metaphorically speaking, as a father once remarked, this roller coaster neither allows pit-
stops nor disembarkation (Webber, 2011). This was reiterated by a participant in a
research study by Takataya et al (2016: 5) who said: “...after the birth of my child with DS
life itself was severe, and unknowable, like a roller coaster with ups-and-downs.”
Ironically, amidst this turmoil, society evaluates fathers in terms of the support they give to
mothers; whilst in reality, they are themselves often deeply distressed by their child’s
disposition; questioning their own capability to respond to their child’s specific needs; and
are, mostly, uneasy about the future of their child (Pelchat, Lefebvre & Perreault, 2003:
232). According to Cuskelly et al (2008), disability is typically viewed as a burden and the
general community holds fairly negative views concerning parenting a child with DS. In
the past (and frequently even today), professionals maintained low expectations regarding
the development and community involvement of children and adults with DS (Buckley,
2002) and as they were seen as a burden to the entire family, parents were often advised
to institutionalise their children with DS (Buckley, 2002: 7).

In some cultures it is believed to be “a disgrace to have a child with a disability born into
the family” (Cowles, 2003: 13). Roman and Greek cultures viewed persons with physical
disabilities as burdens on society and therefore less than human (Gordon, Feldman,
Tantillo & Perrone, 2004). Raising a child within a community that sees disability as a

tragedy can be stressful (Mathembane, 2016: 169).

Sagahutu and Struthers (2014: 154) reveal that, amongst many of the South African
ethnic cultural groups, having a child with DS is often perceived as an ancestral curse
which leads to stigmatization of both child and family members, and regularly results in
the children with DS being hidden from society, and commonly subjected to harsh living
circumstances. In some cultures persons with DS may be accepted, but are hidden for
fear of discrimination against the family members, or retaliation against them for bringing
‘bad luck’ to a tribe or community (Munyi, 2012). Some communities have not progressed
as far as others in changing negative beliefs and negative attitudes, and parents and

families will be influenced profoundly by such views, according to Ovens (2009: 2).

The situation is further compromised by the reluctance of most men to engage in

personal, family or couples therapy, or to seek help for physical or psychological problems
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when they experience problems in coping with emotionally charged situations such as, in
this case, having a child with DS (Pelchat et al, 2003: 233). Because it is not uncommon
for mother and child to receive all the attention immediately following the diagnosis of the
child, the false perception is easily created that the father is dealing with the diagnosis on
his own, or that he does not require as much attention to process this news or come to
terms with it. Consequently, as everyone around the father just expects him to cope, this
is what fathers attempt to do (Orphan, 2004: 110).

Bostrom and Broberg (2014: 811) agree that father-child interaction represents an
essential resource for child development. The past decade has seen a surge of research
and interest in fatherhood with an increased recognition that involvement of fathers
contribute to the well-being, cognitive growth and social competence of their children
(Flippin & Crais, 2011; Dyer, McBride, Santos & Jeans, 2009). A comprehensive
discussion on the significance of the father role follows in Chapter Two. However, if the
father has not reached a place of ‘peace’ and acceptance, this formidable charge may

seem intimidatingly arduous and frightening (Dabrowska & Pisula, 2010: 275).

Cuskelly et al (2008: 107) attribute a family’s ability to move forward to certain essential
adjustments. These are: the acceptance of their new reality; adopting a different set of
values based on the inherent worth of every individual; and their focussing on strengths
rather than weaknesses of each family member. Brown, Mac Adam-Crisp, Wang and
larocci (2006: 239) argue that how these specific issues are embraced and managed may

dramatically influence the peace and harmony of family life.

Research has shown that maternal stress mostly relates to the parenting role and the
demands of child care, while paternal stress was found to be more related to the father’'s
feelings of attachment to the child and to the child’s social acceptability (Keller & Honig,
2004: 338). Although it takes a very determined parent to maintain a sense of balance and
normality in their family’s life once there has been a diagnosis, Van Riper (2007: 117)
argues that the benefits are enormous and suggest that parents (especially fathers), often
require help and support to grow to be emotionally, physically and spiritually available for
this role. Cuskelly et al (2008: 107) verify that greater parenting efficacy has been
associated with increased positive perceptions of the child with DS. Relating to this
situation, parent efficacy refers to the individual’s level of confidence in their parenting,
that is, the confidence that they possess the skills to provide the necessary guidance for
their child, and confidence that theirs is a satisfactory parenting role (Teti & Gelfand,
2008).



1.3. PURPOSE OF THE STUDY

This study has a two-fold aim: firstly, to gain insight and a better understanding of the
perceptions, perspectives and experiences of South African fathers of a child with DS, and
second, the exploration of a viable means to enhance this experience. Fouché and De
Vos (2011: 95) concede that, although one objective is usually dominant, studies may
have multiple objectives.

As a research goal, the researcher determined this study to encompass exploratory,
descriptive and intervention research elements, justified as follows. Firstly, exploratory
research as described by Blaikie (De Vos et al, 2011: 95) in terms of gaining insight into a
situation, phenomenon, community or individual, by answering the “what” questions
(Mouton, 2003: 53) — in this case gaining insight about both general fatherhood, and the
more specific phenomenon of being the father of a child with DS. Secondly, descriptive
research as it presents specific details of a situation, social setting or relationship, with a
focus on “how” and “why” questions (Kreuger & Neuman, 2006: 23) related specifically to

this unique fatherhood experience.

To this end, the researcher aims toward a more intensive examination of this
phenomenon and its deeper, personal meaning for the fathers, as suggested by Rubin
and Babbie (2008: 125). Lastly, this study also contains an intervention research aspect
as it endeavours to shed light on, and provide a possible solution to a practical problem
(De Vos et al, 2011: 98), that being the vision toward a supportive platform for fathers of a
child with DS if needed.

The intention of the researcher is to contribute positively and significantly toward the
current limited existing body of knowledge of especially a specific group of South African
fathers of children with DS.

1.4. FORMULATION OF RESEARCH PROBLEM

As an effective point of departure for this study, the researcher considered three important
factors which underpin the process of formulating the research problem, namely, a
relevant literature review, the unit of analysis, and the research objective. As suggested
by Monette et al (2008: 81), the researcher accessed relevant literature to become more
familiar with the current state of knowledge regarding the research problem, to narrow the

focus of the study, to learn how other researchers delineated similar issues, and, to
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ensure that previous studies where not unnecessarily duplicated. The researcher also
considered the unit of analysis best suited to the research objective, referring to the
participants from whom and about whom data would be collected (Monette et al, 2008:
83).

The problem statement is based on the context (See section 1.2) and the issues that
motivated the researcher to conduct the study. Evident from the background to this study,
most research on parenting of a child with DS has been focussed on mothers, and despite
the explosion of research into the role of the father, little research has been carried out
with fathers of children with DS or any other similar condition. Research focussing solely
on fathers of children with DS is almost non-existent.

In order to assess how to fill the gap for this cluster of fathers, the following questions
were formulated for this study.

1.4.1. Primary Research Question

How are the fatherhood perceptions, perspectives and experiences of South African

fathers of a child with DS impacting their parenting experience?

From the primary research question, the following secondary questions were derived:

1.4.2. Secondary Research Questions

e What are the challenges presented to South African fathers of a child with DS with
regards to their parenting experience?

e How do South African fathers perceive the personal implication of being the father
of a child with DS?

¢ How may an effective platform of support contribute toward an enriched fathering

experience for South African fathers of a child with DS?

The answers to the aforementioned questions will become clear upon analysis of

gathered data.

10



15. RESEARCH OBJECTIVES

Based upon a review of the literature relevant to the research question and the accuracy
and truthfulness of issues identified by participants in order to be of value to most fathers

of children with DS, the following research objectives have been formulated:

1.5.1. Primary Objective

To determine how the fatherhood perceptions, perspectives and experiences of South
African fathers of a child with DS are impacting their parenting experience.

1.5.2. Secondary Objectives

e To establish what challenges are presented to South African fathers in the
parenting experience of their child with DS.

e To explore how South African fathers of a child with DS perceive the personal
implication of being the father of a child with DS.

e To investigate how an effective platform of support for South African fathers of a

child with DS may contribute toward an enriched fathering experience.

1.6. DEMARCATION OF THE STUDY

Qualitative research, following a phenomenological approach, was undertaken. This
method was deemed most appropriate as it allowed the researcher to study the meaning
fathers hold in relation to their experiences of their world. Sources of information include
relevant and significant literature related to fatherhood, the fathering experience in
general, and more specifically, as experienced by fathers of children with DS.
Consideration of selected theories on fatherhood, the traditional roles of fatherhood, as
well as the consequence of effective fatherhood are included in a comprehensive

literature study in support of the practical research and analysis.

Data were generated by means of self-reports in response to questionnaires. The
population for this study includes South African fathers of any age, income, culture or
ethnic group; who either have or have not; and are, or are not experiencing challenges in
their experiences, perspectives or perceptions regarding the fathering of their child with

DS of any age or gender. Thematic data analysis was applied.
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1.7. CLARIFICATION OF CONCEPTS

o Down syndrome

DS is the most common genetic cause of significant intellectual disability in the human
population. It is a chromosomal condition characterized by the presence of an extra copy
of genetic material on the 21 chromosome, either in whole (trisomy 21) or part (such as
due to translocations). Down refers to the surname of Dr John Langdon Down, who in
1886 recorded the characteristics that set a specific group of patients apart from others

with a ‘mental handicap’ (intellectual impairment) (Down syndrome South Africa, 2010).

The term syndrome implies a collection of characteristics and symptoms “resulting from a
common cause or appearing in combination, to present a clinical picture of a disease or
inherited abnormality” (Mosby’s Medical Dictionary, 2013). This term is used to refer to
children who are born most commonly with ‘Trisomy 21’ (meaning three copies of
chromosome 21). To a lesser extent, children are born with a translocation form of the
extra chromosome, where the extra chromosome 21 is attached to one of a different
chromosome pair. Small numbers of children have mosaic DS, where only some cells are
trisomic and affected (DSSA, 2010).

DS is a genetic disorder that includes a combination of birth defects including some
degree of intellectual impairment, characteristic facial features and, often, heart defects,
visual and hearing impairment and other health problems. Severity of these problems
varies greatly among affected individuals. It is one of the most common genetic birth
defects, affecting approximately one in 800 babies worldwide. According to Down
syndrome South Africa (DSSA), the prevalence of babies born with DS in South Africa is
currently one in every 550 live births (DSSA, 2010).

To understand why DS occurs, the structure and function of the human chromosome must
be understood. The human body is made of cells; all cells contain chromosomes, which
are structures that transmit genetic information. Most cells of the human body contain 23
pairs of chromosomes, half of which are inherited from each parent. Only the human
reproductive cells, the sperm cells in males and the ovum in females, have 23 individual
chromosomes, not pairs. Scientists identify these chromosome pairs as the XX pair,
present in females, and the XY pair, present in males, and numbered them 1 through 22
(Patterson, 2009).
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When the reproductive cells, the sperm and ovum, combine at fertilization, the resultant
fertilized egg contains 23 chromosome pairs. A fertilized egg that will develop into a
female contains chromosome pairs 1 through 22, and the XX pairing. A fertilized egg that
will develop into a male contains chromosome pairs 1 through 22, but in a XY pair. When
the fertilized egg contains extra material from chromosome number 21, this results in DS.
Most people have normal cell structures, which are arranged in 23 chromosomal pairs,
resulting in 46 chromosomes, but a person with DS has 47 chromosomes (Patterson,
2009).

All people with DS are individuals with individual talents and abilities. The effects of the
extra copy vary greatly among persons with DS. The only thing they have in common is
the syndrome itself. Much has been accomplished to overcome the medical conditions
confronted by persons with DS, resulting in increased quality of life and life expectancy.
Significant cognitive improvement has been achieved by enhancing the educational and
social opportunities of persons with DS, offering hope that additional progress is possible
(Patterson, 2009).

o Typically developing

This term refers to children who progress through the different developmental stages
without obvious delays in the many social, physical and cognitive aspects of the phases of
development and who do not manifest special educational needs. The term ‘normal’ is
offensive since it implies that a child with special needs is ‘abnormal’. It is often in
contrast to ‘typically developing’ children that one can best describe the needs of children

who face challenges such as DS (Webster, 2010).

o Differently abled

While doing research for a Masters’ degree on the impact on the family dynamic of having
a child and a sibling with DS, the researcher elected to substitute the terminology
“disabled” with her own semantic conviction “differently abled”. This terminology is
applied throughout this study in support of the researcher’s conviction in the ability of all
individuals, however different those may be. According to Cartwright (Swartz, de la Rey,
Duncan & Townsend, 2011: 471), terminology such as “disabled” is frequently, incorrectly
and insensitively applied, constituting labelling with a negative connotation. The term

disability is only used in this study where deemed absolutely necessary; mostly in
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reference to the global term ‘disability’ or for semantic accuracy (World Health
Organization, 2012)

o Intellectual disability

Intellectual disability (ID) is a disorder that has enormous social effects; not only does it
affect the individual with 1D, but also the family and society as a group. Defined by World
Health Organization (2012), ID is “a disorder defined by the presence of incomplete or
arrested mental development, principally characterized by the deterioration of concrete
functions at each stage of development and that contribute to the overall level of
intelligence, such as cognitive, language, motor and socialization functions; in this
anomaly, adaptation to the environment is always affected. For ID, scores for intellectual
development levels must be determined based on all of the available information,
including clinical signs, adaptive behaviour in the cultural medium of the individual and

psychometric findings.”

Causal factors related with cognitive disability can be classified as genetic, acquired
(congenital and developmental), environmental and sociocultural (Katz & Lazcano-Ponce,
2008: 132). Genetic factors refer to chromosomal or hereditary disorders, with the
greatest number of patients being individuals with DS (Maatta, Tervo-Maatta, Taanila,
Kaski & livanainen, 2006: 38). The common denominator in cognitive disability is a
subnormal intellectual functioning level; however, the extent to which an individual is
unable to face the demands established by society for the individual's age group has

brought about four degrees of severity: mild, moderate, severe and profound.

According to Maatta et al (2006: 39), diagnosis of ID rests on numerous factors and may
include the following procedures: a comprehensive clinical history with emphasis on
healthcare during the prenatal, perinatal and postnatal period, including results of all
previous tests. Testing procedures should also include a genealogical tree for at least
three generations and an intentional search for family antecedents of mental delay,
psychiatric illnesses and congenital abnormalities. A physical exam should focus on
secondary abnormalities and congenital malformations, somatometric measurements and
neurological and behavioural phenotype evaluations. MAaattd et al (2006: 39) further
suggest that if it is not feasible to establish a clinical diagnosis, high-resolution cytogenetic
studies can be conducted in addition to metabolic clinical evaluations. Submicroscopic

chromosomal disorders are evaluated if no abnormal data are identified.
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Maatta et al (2006: 39) remind us that ID is not curable. When using the emotional
wellbeing of the individual as a parameter, the prognosis is generally good. ID should be
treated in a comprehensive manner. Once ID has been identified, it is important to provide
the necessary support in areas of strengths and weakness in each one of the dimensions
in which the individual’s life is exposed and expressed, according to the individual’s age

and future expectations.

. Fatherhood

The concepts of fatherhood and fathering are inextricably linked and often applied
interchangeably. However, Doucet (2007: 192) draws the definitive distinction between
fathering and fatherhood as follows: “Fathering refers to how men perceive, live out and
enact practices of fathering while doing so within the larger political, social, cultural,

symbolic, ideological and discursive institutions of fatherhood.”

Englar-Carlson (2011) describes fatherhood as a socially constructed role that mirrors the
definition and ideas of a particular culture and society; however, due to the pluralistic
realities in contemporary society, a degree of uncertainty remains about the definition of
the ideal father. Although the common law presumption is that the husband of a married
woman is the genetic father of any child she bears, paternity can be established with a
high degree of accuracy. With regard to the question around “who is the legal father” (as
this has been complicated by developments in reproductive technology and ‘new’ family
norms), Collier (2008) recognizes that different men may share the legal rights,

responsibilities, and status of fatherhood and play important roles in a child's life.

The importance of family and the nature of the role of the father are likely to vary across
cultural groups, and although historically fatherhood has entailed ideas of men as
breadwinners and providers for families rather than carers and nurturers of children,
research suggests this may be changing (Englar-Carlson, 2011). As many men seek a
more ‘involved’ relationship with children, the rights and responsibilities of fathers has
become an increasingly contested issue in law reform debates, in particular in the area of

post-divorce contact and residence arrangements (Collier, 2008).

o Fathering

In order to adapt to the changing economic, social, and cultural needs, fathering practices

have changed significantly over the past two decades. According to the Encyclopaedia on
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Early Childhood Development (2015), relative to a few decades ago, mothers are more
likely to work outside of the home, thus requiring fathers to become increasingly engaged
in the daily care of children. In addition, attitudes towards gender roles and expectations
have also evolved over the years, in turn allowing fathers to play a more active role as
caregiver and a key role in the development of children by promoting their identity, cultural
values, safety, social-emotional competence, and school readiness. With regard to the
increasing evidence that a father's physical location and child involvement are two
completely separate dimensions in the father-child relationship, Fox, Nordquist, Billen and
Savoca (2015: 462) note that father absence does not automatically mean lack of
involvement, and by the same token, mere presence does not always guarantee father

engagement.

o Parenting

Literature on parenting is voluminous and it is no secret that parenting powerfully
influences a child’s well-being (Brooks-Gunn & Markman-Pithers, 2005: 139). Drawing a
simplistic distinction between the mothering role that leans broadly to care and affection,
and the care given while fathering leaning toward the protective, Milton (2015) concedes
that parenting (roles) are simultaneously challenging, tedious and rewarding. Whilst these
roles are exchanged and interchanged in most parenting situations, the parenting role per
se can be seen as the umbrella term for the collective of both the mother and the father
fulfilling all these roles in tandem. As parenting and mothering are not the main focus of

this study, this succinct clarification will suffice.

o Ontological

The word ontological derives from Greek, onto (being) and logia (written or spoken
discourse, and as a branch of metaphysics, refers to the study of the nature of existence
or the essence of things (Mason, 2002). Succinctly stated, ontology amounts to the study
of anything and everything, what is involved in its existing, and further, the commonalities
shared by such social entities. Ultimately the value of ontology lies in providing clarity and
directionality. As such it provides insight into the nature of that which is being investigated
or expressed. Lawson (2004) clarifies the distinction between the following closely linked
concepts in research: ontology refers to ways of constructing reality, “how things really
are” and “how things really work”, in other words, the study of what is, or what exists;

epistemology refers to different forms of knowledge of that reality, what nature of
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relationship exists between the inquirer and the inquired? How do we know; and

methodology: What tools do we use to know that reality?

o Epistemological

Defined narrowly, epistemology is the study of knowledge and justified belief (Steup,
2014: 1). According to Vasilachis de Gialdino (2009), epistemology raises questions such
as: how reality can be known; what is the relationship between the knower and what is
known; what are the characteristics, the principles and the assumptions that guide the
process of knowing, as well as the achievement of findings; and, what is the possibility of
that process being shared and repeated by others and how then can it contribute to
assess the quality of the research and the reliability of those findings.

As the study of justified belief, epistemology aims to answer questions such as: How are
we to understand the concept of justification? What makes justified beliefs justified? Is
justification internal or external to one's own mind? Understood more broadly,
epistemology is about issues having to do with the creation and dissemination of
knowledge in particular areas of inquiry (Steup, 2014: 1), such as the social reality which

is the basis of this study.

o Phenomenology

According to Waters (2015), the goal of qualitative phenomenological research is to
describe a "lived experience" of a phenomenon. Phenomenological research involves
trying to understand the essence of a phenomenon by examining the views of people who
have experienced that phenomenon. Phenomenology is interested in the individual
experiences of people. In-depth interviews with participants usually provide a full picture
of their experience with the phenomenon. A phenomenological researcher will scrutinize
interview material for patterns. Essentially, phenomenological research is looking for the
universal nature of an experience. Two of the main strengths of phenomenological
research are that it provides a very rich and detailed description of the human experience,
and secondly, that the results emerge from the data, rather than being imposed by a

structured statistical analysis.
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1.8. RESEARCH DESIGN

According to Thomas (2009: 70), the research design is the plan that shows how a
researcher intends to explore a research problem, and the aim of the research design is to
make sure that the data gathered will play a role in answering the research question(s) as
accurately as possible. Due to the nature of this study, the application of exploratory,
descriptive and interpretive research designs are justified as follows: It is exploratory as it
provides insights into and comprehension of an issue or situation that has not clearly been
defined (Streb, 2010: 373); as descriptive research it describes the perspectives,
perceptions and experiences of fathers of a child with DS and answers the who, what,
where, when and how questions; and interpretive insofar as it describes multiple views of
reality, and takes into consideration the subjective meanings that fathers in such situations
bring into their world (Creswell, 2014: 182).

The researcher’s point of view is but one of many and it is important for the researcher to
make his role explicit (Creswell, 2007: 147). The researcher interprets the data, studies
the participants in their natural environments, while attempting to understand and interpret
phenomena. This includes the development of a description of a person or a setting;
analysis of data for themes; and finally, the drawing of conclusions. In this study the focus
will be on the interpretation of what fathers have expressed in terms of their perspectives

and experiences of having a child with DS.

1.8.1. Philosophical Paradigm

The researcher's philosophical paradigm is informed by her ontological and
epistemological orientation. Trochim (2006) argues that phenomenology is sometimes
considered a philosophical perspective as well as an approach to qualitative methodology.
With a long history in several social research disciplines including psychology, sociology
and social work, phenomenology is a school of thought that emphasizes a focus on

people's subjective experiences and interpretations of their world.

The researcher’s point of departure for this study is to understand people (Babbie, 2007:
28) and how the world appears to them (Trochim, 2006), rather than mere mechanical
establishment of facts predominant in a quantitative paradigm. The researcher’s ontology
(view of reality) is rooted in an empathetic better understanding of the everyday lived
experience of the participants (Neuman, 2009: 5) and as such incorporates an improved

understanding of the perspectives and the perceptions of fathers of a child with DS. The
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researcher’s ontology is reflected primarily in the given of the researcher’s belief that
reality is only known by those who experience it personally. However, the researcher also
maintains a phenomenological perspective which maintains that all human beings are
engaged in the process of making sense of their worlds and continuously give meaning,

interpret, justify and define their actions (Babbie, 2007: 28).

In line with this, the philosophical underpinning of this study hinges on the following.
Firstly, it's relevance to the researcher’s interest in DS, and, ultimately, relevance to the
interest of families affected by DS as the researcher interprets the meaning that research
participants give to their life world (Schwandt, 2007: 315). Secondly, once the
phenomenon is understood, the opportunity to address any specific needs emergent from
this interpretation (Cameron, Schaffer & Hyeon, 2001: 432). Lastly and most importantly,
as documented by Creswell (2007: 57) as the root of phenomenology, is the researcher’s
profound intent to understand the phenomena under study in order to provide a discerning

description of human experience as experienced by the participants themselves.

Thus, this study, albeit focussed on fathers, is essentially directed toward enhancing
existing knowledge about DS (Fouché & De Vos, 2011: 87). The fundamental
philosophical question driving this research is in essence more a statement, namely, to
seek deeper significance of the fathers’ experience in order to launch a significant plan of

action which could significantly enrich their fathering experience of their child with DS.

The researcher’'s ontological standing is also reflected by the analogy “Welcome to
Holland”. Although not all fathers may equally or similarly be affected by landing in a
different country, such an unexpected change in destination certainly does affect them in
the traditional role of leader, provider, plan-maker, fixer and protector of their family. As a
phenomenological study attempts to understand people’s perceptions, perspectives and
understanding of a particular situation, the researcher’s focus of this study is on the

individual human experience of fathers of children with DS.

To this end, research questions are based upon the lived experience of the people who
experience it first-hand (Leedy & Ormrod, 2005: 140) which also underpins the
epistemological orientation of the researcher. Although the study is not primarily
phenomenological, some of its aspects are underpinned by the principles of
phenomenology which focuses on discovering and expressing essential characteristics of

a certain phenomenon as they really are.

19



Epistemology entails a general set of assumptions about the best ways of inquiring into
the nature of the world. Mason (2002: 16) defines epistemology as follows: “Questions
about what we regard as knowledge or evidence of things in the social world are
epistemological questions and, overall, are designed to help you to explore what kind of

epistemological position your research expresses or implements.”

Based on Baptiste's (2001) epistemological views when searching for truth, the
researcher believes that her understanding of the experiences and perspectives of South
African fathers of a child with DS increases exponentially once she appreciates how
fathers experience it and understand the meanings they ascribe to it. To this end, the
researcher relied on their viewpoints and expressions to build a suitable knowledge base
about this phenomenon (Baptiste, 2001). The researcher believes that all people are
socialised in particular ways, which affect how they perceive and interpret their world, and
that their norms, values and beliefs are moulded in the social context in which they were
brought up. Thus, the researcher includes the epistemological notion of constructionism
(Crotty, 2005).

The researcher leans to the constructivist ontological assumption of subtle realism
proposing that reality exists, however that this reality cannot be know accurately, only
what it means to those who are a part of it (Fouché & Schurink, 2011: 310). Aptly
described by Crotty (2005: 45), “no object can be adequately described in isolation from
the conscious being experiencing it, nor can any experience be adequately described in
isolation from its object.” Since we enter a world of meaning that already exists by birth, it
is important to take cognizance of social constructionism. This world includes symbols of
meaning, such as beliefs, values, and norms found in the particular social structures we

“

found ourselves in, like culture, community, and family and serve as “...interpretative

strategies whereby we construct meaning” (Crotty, 2005: 53).

Within this context, the researcher believes that reality is created as we live it day by day.
Thus the researcher views reality and social world not as static, but as forever changing.
A constructivist epistemology further extends to the belief that neither detached or entirely
objective stance can be adopted by the researcher, since together with the research

participants, the researcher co-creates what is being studied (Glicken, 2003: 31).
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1.8.2. Theoretical Framework

In general, both ‘conceptual’ and ‘theoretical’ frameworks refer to the epistemological
paradigm a researcher adopts in looking at a given research problem, as Liehr and Smith
(1999: 12) point out, “each of these terms refers to a structure” which guides the
researcher. The research problem (see Section 1.4) anchors this study and forms the
basis from which the theoretical framework is constructed (Lynham, 2002).

Imenda (2014: 189) argues that the theoretical framework is the theory researchers
choose to guide them in their research, and as such views a theoretical framework as the
application of a theory, or a set of concepts drawn from one and the same theory, to offer
an explanation of an event, or shed some light on a particular phenomenon or research
problem. Weick (2014) adds that a theoretical framework is used to limit the scope of the
relevant data by focusing on specific variables and defining the specific viewpoint that the
researcher will take in analysing and interpreting the data to be gathered. It also facilitates
the understanding of concepts and variables according to given definitions and builds new

knowledge by validating or challenging theoretical assumptions.

The researcher selected the systems theory as a means by which to identify the themes
emergent from the data in order to define the research problem and to maximize
understanding of the issue under research. The researcher believes the use of the
systems theory is not only deemed a suitable means to interpret new meaning regarding
the perspectives, perceptions and experiences of fathers of a child with DS, but also as
feasible a means of providing members of a professional discipline with a common
language and a frame of reference for defining the boundaries of their profession, as well
as a practical means to guide and inform research so that it can, in turn, guide research

efforts and improve professional practice (Weick, 2014).

According to Mele, Pels and Polese (2010: 126), systems theory is “an interdisciplinary
theory about every system in nature, in society and in many scientific domains, as well as
a framework with which phenomena can be investigated from a holistic approach.” Thus,
in systems thinking, the shift in attention is from the part to the whole. Employing the basic
systems theory as conceptual framework for this study is based on the researcher’s
opinion that every domain (emotional, physical, cognitive, behavioural and spiritual) of the
father is impacted by this life event, that the domains impact each other, that this impacts

how the father functions internally, and that his outward expression is driven by this
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internal manifestation. Furthermore, this internal manifestation and external factors affect

each other reciprocally.

Using the definition of Ng, Maull and Yip (2009) to further explain: a system, in this case,
can be defined as an entity (the father), which is a coherent whole (made up of father’s
different intra-psychic domains: emotional, physical, cognitive, behavioural and spiritual)
such that a boundary is perceived around it in order to distinguish internal and external
elements and to identify input and output (related to the father’s experiences, perspectives
and perceptions of the life event), relating to and emerging from the entity (in other words,
that which he experiences internally is influenced by external factors, and conversely, he
then reacts outwardly according to what he is experiencing internally). The focus of this
study is on the interactions and on the relationships between parts in order to understand

the entity’s organization, functioning and outcomes (Mele et al, 2010: 126).

Historically socio-ecological models were developed to advance the understanding of the
dynamic interrelations among various personal and environmental factors. Renowned
ecological-systems approach of Bronfenbrenner (1994) understands vulnerability as being
influenced by multiple contexts. These contexts are broadly categorised into four levels,
namely the individual or intra-personal level and the inter-personal level (microsystem),
the community level (mesosystem) and the societal level (exosystem). Social, political and
economic conditions are themselves influenced by the general beliefs and attitudes

(macrosystems) shared by members of the society (McLaren & Hawe, 2005).

Appropriate to this study, an ecological-systems approach to understanding the father’s
experience emphasises the interdependence between these factors across all levels
(Govender, Petersen & Pillay, 2011: 401). Bronfenbrenner (1989) later developed the bio-
ecological model after recognizing that individual functioning was overlooked in other
theories of human development. As a lifespan approach to development, the
bioecological model of human development can be applied to both children and maturing

adults.

Acknowledging that systems theory spans a vast spectrum, the researcher elected to limit
this discussion to pertinent information relative to this study. The basic premise of systems
theory is the constant flow of cybernetic energy between all the subsystems, both
internally and externally. As these subsystems interdependently influence each other, a

change in one system causes the others to adapt.
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The constant flow of cybernetic energy is a requirement for the system to survive and this
can only happen if there is equilibrium within this system as a whole (Friedman &
Neuman-Allen, 2015: 8). Applicable to this study, it can reasonably be assumed that a
multitude of extrinsic factors such as family, economics, community and culture may
contribute to the perspective, experience and effect that his child’s diagnosis has on the

father.

The term intrapsychic derives from the Greek “psyche” meaning “soul”, in this context,
“mind”, and Latin intra meaning “within”, and the intrapsychic perspective, constituting an
early development in the history of psychology, relates to the assumption of the processes
within the individual’s mind (Phipps & Vorster, 2011). Freud’s psychoanalytic approach in
the late 1800s was one of the first to incorporate this perspective, according to which
there are specific unconscious psychological processes - referred to as the id, ego, and
superego - all of which determine an individual’s behaviour. Freud’s theories are revisited

in Chapter Two.

After Freud, psychotherapists tried to uncover additional unconscious processes, a
development broadly referred to as the psychodynamic approach. Having explored the
unconscious terrain of the mind, they turned increasingly to that of the conscious mind.
Common to all these developments is that they share an intrapsychic emphasis: an
attempt to understand the mind or subjective experience of the individual (Naidoo,
Townsend & Carolissen, 2011: 120-134). An inevitable limitation of the intrapsychic
perspective is that we cannot see the mind “at work.” Thus, conclusions reached about
another individual’s mind or subjective experience, are speculative; there is no way of

verifying them (Phipps & Vorster, 2011).

As mentioned earlier, relationships of sub-systems influence the overall performance of
the system. These interdependent and interrelated relationships influence the overall state
of the system at any given moment in time (Sawyer, 2005: 2; 96). To illustrate the systems
perspective on individual functioning, the researcher adapted the 1981 model of Hultsch
and Deutch to show relevance of how each of the sub-systems (personal development,
internal/intra systems and external systems) is significant to the father in terms of his

experiences, perspectives and perceptions around raising his child with DS.

The model illustrates how this life event (and other significant life events) impacts the
emotional, cognitive, physical, behavioural and spiritual domains of the father (his internal

domains); how each individual domain, more than one, or the entire group of internal
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domains respond to external social systems; or are individually or as a whole, influenced
by his response to external social systems at any given time, depending on his level of
individual functioning resultant from specifically this life event and the degree to which it

affects his cognitive, emotional, physical, behavioural and spiritual functioning at any

given time.

FIGURE 1.1: Researcher’s adaptation of the systemic model of individual

functioning

SYSTEMIC MODEL OF INDIVIDUAL FUNCTIONING

EXTERNAL
SOCIAL
SYSTEMS

Friends
* Family
* Work
*  Community
Church
Society

internal Domains

(Adapted from Hultsch and Deutch,1981)

Application of this systemic model of individual functioning is as follows:

The circle with diagonal blue lines signifies the personal developmental history which
comprises both normative and non-normative events. Normative events would include
developmental milestones, going to school and university, getting married, having

children, and so forth.

Non-normative events include any idiosyncratic events that occur which may influence the
development of the individual, for example own parenting experiences, social interaction
experiences with individuals across a broad spectrum of personalities and/or abilities,
becoming the father of a child with DS at age 35, and so forth. All events which take
place during this period shape and influence the individual at their current age, indicated

by the coloured collective circular sections in the middle of the largest blue circle marked

life events.
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The internal domains represent the intrapersonal system and are indicated by the
coloured circles section in the middle. The intra system comprises of the following
domains: physical domain, cognitive domain (perception, reasoning, thoughts and
intellect); emotional domain (expressive, responsive, feelings); behavioural domain
(conduct, actions, motivation and choices); and, the spiritual (existential) domain
(meaning, purpose, resolve, religious, moral development, world view, and so forth). The
external systems are identified in the yellow oval as social systems such as family,
friends, work, community, church, society and such like.

The directional arrows signify the basic premise of the systems theory: the constant flow
of cybernetic energy between life events and all the sub-systems, both internally and
externally and to the system. At all times the interdependent influence causes change in
one sub-system (domain) to cause the others to adapt. This system has to survive and it
can only survive if there is equilibrium within this system as a whole. Equilibrium in this
case would refer to the father’'s understanding of his internal landscape, what it could be
influenced by, and what it could influence in turn, in order for him to have a realistic

expectation and experience of fathering his child with DS.

The following section introduces the researcher’s research approach, research design and
research methodology which will be explained thoroughly in the methodology chapter,

Chapter Four.

1.8.3. Research Approach

From the two recognized approaches to research (quantitative and qualitative), the
researcher selected the qualitative approach as best suited to this research project. Both
approaches have its own characteristics, purpose, methods of conducting the research,
strategies for data collection and analysis, and criteria for judging quality (Creswell, 2007:
37-39; Kumar, 2005: 12; Leedy & Ormrod, 2005: 94-97). Drawing a table to compare the
differences between qualitative and quantitative research enabled the researcher to select

the qualitative approach as best suited for this study.
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TABLE 1.1: Differences between quantitative and qualitative approaches

Quantitative approach

Qualitative approach

Epistemological roots in positivism

Epistemological roots in phenomenology

Purpose: testing predictive and cause-effect
hypotheses about social reality

Purpose: constructing detailed descriptions
of social reality

Methods utilise deductive logic

Methods utilise inductive logic

Suitable for studies of phenomena which are
conceptually and theoretically  well
developed; seeks to control phenomena

Suitable for studies of a relatively unknown
terrain; seeks to understand phenomena

Concepts are converted into operational
definitions; results appear in numeric form
and are eventually reported in statistical
language

Participants’ natural language is used in
order to come to a genuine understanding of
their world

Research design: standardised according to
a fixed procedure and can be replicated

Research design: flexible and unique and
evolves throughout the research process.
No fixed steps that should be followed.
Design cannot be exactly replicated

Data obtained systematically and in a
standardised manner

Data sources are determined by information
richness of settings; types of observation are
modified to enrich understanding

The unit of analysis is variables which are
atomistic (elements that form part of the
whole)

The unit of analysis is holistic, concentrating
on the relationships between elements,
contexts, etc. The whole is always more

than the sum.

(Adapted from Fouché and Delport, 2011: 66)

The choice of research topic was the main determinant for selecting the qualitative
approach (Fouché & De Vos, 2011: 90), given this study is epistemologically rooted in
phenomenology insofar its intent to understand the phenomenon under study and to
provide an in-depth description of human experience as experienced by several

participants (Creswell, 2007: 57).

Given that relatively few studies focus on fathers of a child with DS, participants’ verbatim
responses add authenticity to this process toward a deeper understanding of their
experience. Inductive reasoning guided the researcher to begin with a broad topic, DS,
refined it to the impression that fathers’ experiences and perspectives differed from that of
mothers (as gathered from relevant literature), and in analysing the data, refined and
elaborated into more exact theoretical concepts (Neuman, 2009: 60). Leedy and Ormrod

(2005: 32) state that in inductive reasoning, researchers use specific occurrences or
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instances to draw conclusions about the population from which the sample comes.
Neuman (2009: 60) argues that conclusion is not completely certain or sure, but only
tentative or possible. Thus, although inductive reasoning sees the shift is from the
particular to the general (Babbie, 2007: 49), the conclusion is a tentative generalisation
(Neuman, 2009: 60). As the current research is focussed on perceptions and
conceptualization of the father of a child with DS, the intent is to show specific relevance
as opposed to generalization of the fatherhood experience per sé.

Although deductive reasoning is favoured by quantitative researchers (Leedy & Ormrod,
2005: 31), applicable to this study, Neuman (2009: 59) states that deductive reasoning is
also used in qualitative studies with the researcher beginning with an abstract concept
that outlines the logical connection among concepts and then moves toward concrete
empirical evidence. As the intention is to develop new knowledge, the inductive approach
is suitable to this study (Trafford & Leshem, 2012: 94). The following table outlines the

characteristics of the quantitative and qualitative approaches.

TABLE 1.2: Characteristics of the quantitative and qualitative approaches

Quantitative characteristics Qualitative characteristics
Measurement of objective facts Construction of social reality, cultural
meaning
Focus on variables Focus in interactive processes, events

Reliability as the key criterion of scientific | Authenticity as the key criterion of scientific
excellence excellence

A value-free stance Present and explicit values

Research conducted independently of | Situationally constrained

context

Many cases or subjects involved Few case or subjects involved
Statistical analysis the method of choice Thematic analysis the method of choice
Researcher maintains detached attitude Involvement of researcher

(Adapted from Kreuger and Neuman, 2006: 16)

Decisive characteristics for selecting the qualitative approach were, firstly, data for this
study involving words, descriptions or narratives, and second, the concern with
understanding and subjectively exploring the participants’ reality from the perspective of

an insider. This contrasts with quantitative research which is primarily concerned with
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explanation, numbers, counts and measures of things, and maintains an outsider
perspective (Monette et al, 2008: 87). Though some researchers regard qualitative data
as immaterial and intangible, this approach is ideal for investigating complex topics such
as the understanding continuity and change in family development (Neuman, 2009: 328),

and is therefore appropriate for this study.

Although the primarily interpretive phenomenological approach of this study supports the
researcher’s attempt to understand what it is like to stand in the shoes of the participants
(albeit recognizing this is never completely possible), Pietkewicz and Smith (2014: 9)
caution the researcher to bracket any preconceptions and allow the phenomena to speak
for themselves. A phenomenological approach provided the researcher with a suitable
research strategy to help bracket (restrict) her biases as well as those of the participants
and to conduct the research in an open-minded way by directing all questions at the
meaning of participants’ experiences, feelings and perspectives about the theme in
question (Flick, 2006: 22). Bracketing is discussed in Chapter Four under validity of the
study.

The researcher believes that there is value in sharing the evolution of the research
questions of this study. The researcher deductively formulated research questions very
early in the process. However, after defining her philosophical orientation and clarifying
the intention to interpret meaning from experience, the researcher recognised that the
eclectic scope of the approach (combining phenomenology, and aspects of interpretive
and constructionist approaches), helped refine the research questions, participant
selection criteria, and method of data collection. The primary research question changed
from: How can South African fathers of a child with DS be supported to derive optimally
from their parenting experience? to How are the fatherhood perceptions, perspectives and
experiences of South African fathers of a child with DS impacting their parenting

experience?

While this interrogative shift may appear minor, it created a powerful emphasis on the
lived experiences of participants, framed broadly and openly, further encouraging the
researcher to explore how participants perceive their situations (Smith & Osborn, 2003).
This also enabled clarification of the participant selection criteria. Purposive sampling
techniques ensured a homogenous sample of participants with common characteristics
and experiences (Smith & Osborn, 2003). Data generation continued smoothly with

eleven participants.
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1.8.4. Research Methodology

Townsend and De la Rey (2011: 23) state that research methodology offers specification
of actions performed in order to answer the research questions. The following section

introduces the research methodology followed in the research design.

Qualitative research methods were developed in the social sciences to enable
researchers to study social and cultural phenomena; and the research methodology
considers and explains the strategy of enquiry, the data generation methods and analysis
procedures employed for a study (Welman, Kruger & Mitchell, 2005: 2). Elements which
facilitated the empirical investigation include the following:

. Literature review

Rubin and Babbie (2008: 120) argue that the literature review is not completed at any
point in the research process. They view it as significant not only in the formulation phase
of a study, but indeed in the entire process of designing the study. Punch (2005: 71)
points out that the literature review should be brief enough to avoid tediousness yet at the

same time it should be expansive enough to provide sufficient information on the topic.

The objectives of literature reviews (Bless, Higson-Smith & Sithole, 2013: 49-50) were
achieved as follows:

e Studying different theories and views related to the topic of the study deepened
and sharpened the researcher’s theoretical framework. This serves to establish
credibility as it reflects the researcher's knowledge of the area and its major
issues, as recommended by Kreuger and Neuman (2006: 241);

e By reviewing ample journal articles, the researcher became acquainted with the
most recent opinions and developments in the area of research. Previous results
were a starting point for the researcher to widen and deepen existing research
efforts (Grinnell & Unrau, 2008: 47);

e Scrutiny of peer reviewed journal articles and other relevant literature provided
evidence of relevant shortcomings in previous research for the researcher, and
showed the researcher how others have delineated similar problems, as
suggested by Monette et al (2008: 81);
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e The researcher discovered relations between different research results by
comparing various investigations, and also identified variables to consider in this
research by comparing different studies done in different contexts (Kreuger &
Neuman, 2006: 461);

e The researcher’s insight into the research topic was enhanced by reviewing
related research. Furthermore, it helped narrow the focus of the research project
(Monette et al (2008: 81) and stimulated the identification of thought leaders in the
field of study (Grinnell & Unrau, 2008: 47). Case in point evident in the two
literature review chapters of this study, the researcher has elected to include older
significant references to illustrate historical perspectives and progress in the
relevant research field.

o Reviewing related and relevant literature over a broad time span served to
illustrate and illuminate opinions underpinning the research questions and assisted
in refinement of the research questions (Rubin & Babbie, 2008: 120);

e The researcher was able to select relevant topics and keep the focus of the study
by investigating what had already been done in the particular area of research,
and thus avoiding unnecessary duplication of what others had already done
(Monette et al, 2008: 81);

e Through a thorough review of relevant literature, the researcher was familiarized
with the advantages and disadvantages of research methods used by others in
order to either improve or adopt them for the current research (Monette et al, 2008:
81).

Neuman (2009: 88-90) describes six kinds of literature reviews: self-study, context,
historical, theoretical, methodological and integrative. The following three are applicable
to this study. First, the researcher’s continuous engagement in self-study as a vital
component is significant to this study; second, a context review places DS in perspective
within a family context; and, third, an integrative review enables connecting the
information and ideas gathered from the various methodological techniques and
approaches (Neuman, 2009: 101-104). Through the literature of this study, the
researcher endeavours to enlighten the reader to that which is known, and not yet known
regarding the outcomes of similar previous studies, as well as pertinent aspects related to
fatherhood in general, and more specific, the fatherhood experience of a father of a child
with DS.
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. Sampling

Strydom (2011: 223) differentiates the universe, population and sample of a study as
follows: universe refers to all potential participants who possess the attributes of interest
to the researcher (parents of children with DS); population sets the boundaries in terms of
specific characteristics with which the research problem is concerned, such as persons
and events (fathers of children with DS); and, the sample is the subset of the population
for inclusion in the study (the actual participants of the study).

The purpose of sampling is to collect rich data, which refers to a diverse and wide range
of information (Strydom & Delport, 2011: 391). Non-probability sampling represents
a group of sampling techniques that help researchers to select units from a population of
interest to specific research. In non-probability sampling, sample selection is based on
the subjective judgement of the researcher, rather than random selection, which is the
cornerstone of probability sampling techniques (Townsend & De la Rey, 2011: 26). From
the available non-probability sampling techniques, for this study purposive sampling was
employed, as this method allowed the researcher to purposely seek participants to best
inform the study (Creswell, 2007: 125).

Primary inclusion criteria for the participants were: South African married biological fathers
of any age, socio-economic background, and ethnicity, cultural or religious groups with a
child with DS of any gender or age. Selection of participants included the following
considerations: a sample group appropriate to the set objectives (sample size of 11
participants); timeous recruitment of sufficient participants; available participants were
drawn from the environment accessible to the researcher’s geographical location, being
Gauteng; and, the sample group was appropriately adequate and diverse in terms of
sampling quality (Check & Schutt, 2012: 100). Guided by the clear criteria for inclusion,
the researcher was assured of participants who could provide the most valuable, complex
and rich information (Bless et al, 2013: 177). Participant biographical information is

presented in Chapter Four.

o Privacy and confidentiality

Section 1.10 deals with ethical measures. Privacy and confidentiality forms an integral

part of the blueprint of this study. As privacy and confidentiality mostly applies to the

researcher’s self-presentation and conduct to gain cooperation from everyone involved in
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the project (Yates, 2004: 161), the researcher deemed it appropriate to include it as part

of the design component of the research.

Morris (2006: 246) states that privacy implies the element of personal privacy while
confidentiality indicates handling of information in a confidential manner. Accordingly, all
participants were informed of possible limits to this principle and assured of the
researcher's commitment to this principle. To this end the researcher treated all
communication and written responses as confidential, and all biographic or identifiable
information about participants as private.

A telephonic interview with each prospective participant preceded the research process
during which the research was clearly explained in terms of research conditions, research
procedures to be used, the selection of participants, and the expected contribution of the
research itself (Neuman, 2009: 376). Privacy and confidentiality issues were addressed
and this was reiterated in the follow-up invitational letter, assent form, as well as the
declaration (see Addendum A) which was signed by every participant as prescribed by
NMMU Ethical Committee.

The researcher respectfully requested participation and cooperation, clearly specifying
both verbally and later in the consent document that participation was voluntary.
Participants were informed of their choice to discontinue participation at any time without
coercion or penalty. The researcher avoided being demeaning or patronising to
participants in any way. Babbie (2007: 65) reminds us that the term “anonymous” does
not mean confidential. Participants understood that their written responses were not

anonymous as these were submitted to the researcher electronically.

None of the participants requested anonymity, despite the researcher’s offer to supply
stamped envelopes if an anonymous response was preferred. From the outset, the
researcher clarified that names would be redacted and responses numbered as soon as
electronically submitted responses were printed. This was also for the purpose of
minimizing any personal bias from the researcher. The researcher did not commence with
the analysis process until all responses were received. Data gathered throughout the
research were kept and filed in a manner that prevented the identification of names or any
other identifying details (Trafford & Leshem, 2012: 106).

As suggested by Salkind (2006: 38), plans are in place for a debriefing session to discuss

the results of the study. In line with this, Patton (2002: 405) reminds us that being through
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a directed and reflective process such as participating in a study which involves
introspection and reflection on emotive issues, affects the persons involved. Research on
human beings, especially if it explores personal and sensitive issues, necessitates
regulations regarding its organization, the relationships with participants and their family
members, as well as the role of the researcher. This is addressed further in the section

dealing with ethical measures.

Participant identities were not disclosed to the two professionals who assisted in the peer
check, as names were redacted and responses numbered beforehand. In accord with the
privacy agreement with participants, the researcher omitted any identifiable biographical
information from this study. The reasons being that the DS community is a relatively small
an fairly private group, that a number of the participants hold professional positions, that
the explicit undertaking was that their identities would be protected, and, also in respect of
the personal and emotive nature of certain responses. Written permission was obtained
from every participant to use their first name and the first name of their child in the
dedication section of the thesis. From the outset, the cooperation of participants was
negotiated on grounds that their privacy would be respected, and this is scrupulously
obeyed throughout this study (Henning, 2007: 43).

o Data generation

Briefly defined, data refers to the information which is gathered by the researcher during a
research study. Data generation is the root of any research, and based on thorough
analysis of the raw data, conclusions are ultimately determined (Townsend & De la Rey,
2011: 27). According to Neuman (2009: 367), qualitative data generation relies on
imposed parameters by defining the setting (the socially defined territory); the members
(study participants); the events (the study context); and the case for study (the evolving
nature of events as perceived and experienced within the setting). Several methods can
be used for generating qualitative data, the most common being observation, interviews,
questionnaires and focus groups. Based on the research questions, the researcher’s
decision was initially divided between using personal interviews, a focus group interview,
or questionnaires for data generation. Either of these methods would suit a qualitative
investigation of the chosen research topic. Interviews are usually guided by predetermined
open-ended questions; questionnaires are distributed to participants who respond at their
leisure; and focus group interviews entail a group discussion that explores the particular

research topic (Townsend & De la Rey, 2011: 29).
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The advantages of these methods are as follows: interviews allow researcher
engagement with the participant, as this can be seen as a conversation with a purpose;
gquestionnaires provide participants privacy, time and space to reflect on their experiences
and their responses before writing them down in their own words (Townsend & De la Rey,
2011: 29); and, the focus group interview generally elicits a variety of perspectives as
participant responses stimulate and initiate more comments and additional information

from other participants, according to Onwuegbuzie, Dickinson, Leech and Zoran (2009: 1).

The researcher considered two critical factors of a focus group interview that could
potentially bias and influence the data, as cautioned by Duggleby (2005: 833). Firstly,
focus groups tend to become influenced by one or two dominant people in the session,
and, secondly, that it may be difficult for some participants to share their real feelings
towards some sensitive issues publicly. The latter became evident when all the
participants declined the option of participating in a focus group setting or doing a one-on-

one interview. Clear preference was shown for the questionnaire self-report method.

The researcher considered the following advantages of the questionnaire method: the
format is familiar to most participants; simpler to administer; cost effective; information is
collected in a standardised way and as such, analysis is less complicated. However, the
three determining considerations for choosing the questionnaire/self-report method were:
suitability to the sensitive and personal nature of the issues addressed in this study;
affording participants the opportunity to reflect upon the questions and their responses;
and most important, that it allows the participants to share their experiences, perceptions
and perspectives in their own words, language and narrative (Alcock, Dalton, Graves &
Kaur, 2006).

o Data analysis

Schwandt (2007: 6) maintains that data analysis is the process by which the researcher
brings order, structure and meaning to the mass of data collected, thus this is the activity
of making sense of and interpreting data. In the same vein, Babbie (2007: 378) notes that
qualitative data analysis is the “non-numerical examination and interpretation of
observations for the purpose of discovering underlying meanings and patterns of
relationships.” Due to the density and richness of text data in a qualitative study, not all
the information is necessarily relevant or can be used, hence Creswell (2014: 195)
proposes that the analysis process allows the researcher to hone in on some of the data

while disregarding other sections.
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Although Holloway and Wheeler (2002: 235) postulate data analysis to be an ambiguous
and time-consuming part of research which requires effective time management by the
researcher, Schurink, Fouché and De Vos (2011: 398) acknowledge the creative and
fascinating components. Conceding that data generated by a qualitative study is
voluminous, Schwandt (2007: 7) and later Denzin and Lincoln (2008: xv) remind us that a
variety of analytic strategies enable the initial interpretation, sorting, organising and
reduction of data into more manageable pieces before it is reassembled.

Although the figure below presents a linear, hierarchical approach to data analysis,
building from the bottom to the top, it is suggested that the stages are more interrelated

and not necessarily visited in the order presented (Creswell, 2014: 197).

FIGURE 1.2: Data analysis in qualitative research

Interpreting the Meaning of
] Themes/ Descriptions

o] [Boew]

Coding the Data (hand or computer)

Validating the Accuracy of the
Information < T
Reading Through All Data

Organizing and Preparing data for
Analysis

1

Raw Data (Transcripts)

(Adapted from Creswell, 2014: 197)

The table below offers a useful outline of the differences between qualitative and
gquantitative analysis. Similarities in quantitative and qualitative analysis are that both
forms of data involve reasoning to reach an evidence based conclusion; both are a public
method (referring to disclosure of their study design in some way); in both comparison is a
central process (the identification of alike and unalike aspects of patterns); and, both

endeavour toward accurate and unambiguous conclusions.
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TABLE 1.3: The core differences between quantitative and qualitative analysis

Quantitative analysis Qualitative analysis

Choice of specialized, standard set of data | Less standardised, wide variety of

analysis techniques approaches available

Analysis begins once all data has been | Less distinct as a final stage, allows for
collected and condensed into numbers subsequent data collections after analysis

has started

Numbers are manipulated in order to test | New theory and concepts are created by
hypotheses with variable constructs blending empirical evidence and abstract

concepts

Language of statistical relationships used in | Words are used that are relatively imprecise,

analysis diffuse and context based

(Adapted from Kreuger and Neuman, 2006: 434-435)

According to Kreuger and Neuman (2006: 435), one of the strengths of qualitative
methods is “the inductive, naturalistic inquiry strategy of approaching a setting without
predetermined hypotheses.” As this study is situated in a phenomenological paradigm,
the interpretive phenomenological analysis (IPA), thematic analysis (TA) and content
analysis (CA) were primarily considered as possible methods for data analysis. These
options are explored in Chapter Four. Based on the conceptual framework of this study,
thematic analysis (TA) is in line with both the researcher’s philosophical paradigm and
research approach. This involved searching across a data set (including self-reports and a

range of texts) to find repeated patterns of meaning (Braun & Clarke, 2006: 77).

o Distinctiveness of the qualitative report

According to Delport and Fouché (2005: 424) the qualitative report is distinctive for the
following reasons: it is in essence more complicated than the quantitative report as is it
less structured, flexible and open-ended and thus continues to evolve over the course of
the project (Leedy & Ormrod, 2005: 143); it is more intertwined with the total research
process, meaning that the researcher writes throughout the time of data generation and
analysis (Glesne, 2006: 176); and, often it is longer and more descriptive. In this study
the researcher uses varied and literary writing styles (Neuman, 2009: 473). The
researcher, though favouring the narrative writing style for its personal, familiar and

friendly aspects, remained mindful to present the scientific research process followed,
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data obtained and the results thereof in a professional and academically rigorous manner
(Babbie, 2007: 503).

Although the nature of the qualitative research report is invariably influenced by the nature
of the study and the design selected, the following specific criteria identified by Guba and
Lincoln (2005), are particularly applicable to a qualitative report. The researcher
endeavoured throughout to adhere to the following criteria:
» The report being clearly and self-evidently reflective of the guiding paradigm of the
study: axiomatic criteria;
» The basis of the report reflecting clarity, simplicity and craftsmanship of the
researcher: rhetorical criteria;
» The report should be educative and reflect empowerment as part of the report,
thus it should evoke action on the part of the reader: action criteria;
» The inclusion of detailed descriptions and vicarious experiences whereby the
reader can draw inferences relating to their own situation, adds quality to the

report: application or transferability of criteria.

1.9. ETHICAL MEASURES

The ethical treatment of research participants is the most important and fundamental
issue for the researcher (Babbie, 2007: 62). Johnson and Christensen (2008: 101) refer
to ethics as the rules and principles that support that which is valued, thus referring to
what is deemed morally right and wrong. Throughout this study, the researcher makes
every effort to adhere to a personal strict code of conduct specifically with reference to
“the fabrication, falsification, or plagiarism in proposing, performing, or reviewing research,
or reporting research results” (Johnson & Christensen, 2008: 103). The Belmont Report
(1979), which essentially guides this research study, refers to “epistemic imperative” as
the moral obligation of the researcher to seek truth and knowledge in what is under

research, whilst remaining neutral and functioning in integrity throughout the research.

Prior to commencement of this study, the researcher was granted ethical clearance from
the Research Ethics Committee of the Nelson Mandela Metropolitan University.
Clearance number: H10-EDU-ERE-015. During both the planning and execution of this
gualitative research, the researcher adhered in a morally sound manner to all the
protocols of The Belmont Report (1979) in accordance with NMMU ethics.
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The objective of The Belmont Report (1979: 1) is to provide an analytical framework to
guide the resolution of ethical problems arising from research involving humans, and
comprises of three sections: a distinction between research and practice, a discussion of
the three basic ethical principles, and remarks about the application of these principles. In
terms of the distinction between research and practice, the general rule is that if there is
any element of research in an activity, that activity should undergo review for the
protection of the participants.

In accordance with The Belmont Report (1979) and as recommended by Creswell (2014:
98), the researcher upholds the basic ethical principles pertaining to honesty, fairness and
respect toward participants, beneficence, and justice, with no attempts at misleading or
deceit of participants or readers of the study. During the course of this study care is taken
by the researcher to conduct all research in a professional, caring manner. This is
discussed previously in the section on privacy and confidentiality which confirms how the
privacy of participants, and their rights and dignity in relation to personal space,
confidentiality, and autonomy are observed and respected throughout the study (Creswell,

2014: 98). As stated before, participation was by invitation and voluntary.

Absolute confidentiality is upheld regarding participants’ information and participants
remain anonymous to the reader. The researcher suspends any judgement and
demonstrates respect for participants at all times (Neuman, 2009: 376) treating the
information provided, as well as the manner in which the information is disseminated with
equal sensitivity (Cohen et al, 2011: 321). In reporting the research findings, the
researcher takes great care to neither embarrass nor be intrusive to the participants. All

information and personal interaction is dealt with in a sensitive and respectful manner.

The researcher makes every effort to mindfully observe and respect the tradition and
social law such as religion, culture and intellect of every participant. In accordance with
social responsibility and as complementary expression of beneficent actions in this case,
the researcher acts justly, impartially and respectfully toward everyone involved in the
research study with no attempt at misleading either participants or readers, adhering to

”

the Hippocratic maxim “do no harm.” As the obligations of beneficence affect individuals
and society at large, the researcher gave much forethought to maximize the benefits and
reduce any risk that might occur from the research, as cautioned by The Belmont Report
(1979: 5). In this regard the researcher conferred with the supervisor at every stage of the

study, from the planning stages and throughout the entire process.
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The third ethical consideration refers to justice, understood by the researcher as the
sense of fairness in distribution of the outcomes of the research study. The benefit of this
study has been discussed, but mostly this study is intended to expand the general
understanding of the fatherhood experience of South African fathers of a child with DS in
order to significantly provide a context for fathers of children with DS who did not
participate in this study, and those fathers who are still to come. Stipulated by The
Belmont Report (1979: 6), justice not only refers to the equal treatment of every
participant to this study, but hence, also to the distribution of the relevant information

resting on the outcome.

1.10. RESEARCH OUTLINE

Based on the analogy “Welcome to Holland”, this study consists of six chapters

demarcated as follows.

Chapter One: “Ladies and Gentlemen, fasten your seatbelts...”
This study commenced with the introduction and rationale in Chapter One. Incorporated
in this chapter of this empirical study, is the background and objectives to the research,
the problem statement, research questions and research aim, and clarification of
concepts. This chapter also includes a brief outline on the research design and

methodology.

Chapter Two: “This is your captain speaking...”
The theoretical perspectives in a comprehensive literature study regarding fatherhood in
general, the role of fathers, responsibility and the influence fathers have on the
development of their child, are presented in Chapter Two.

Chapter Three: “So this is Holland...”
Chapter Three presents a comprehensive theoretical overview of the diagnosis of DS.
This chapter elucidates fatherhood pertaining to the diagnosis of a child with DS, as well
as the effects on the father and the family in terms of family dynamics and family

functioning.

Chapter Four: “We are approaching Holland. Do not disembark without your map firmly
in your hand...”
Chapter Four offers an explanation of the research design and methodology of this

study.
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Chapter Five: “It's just a different place...”

The findings of the research are analysed and presented in Chapter Five.

Chapter Six: “Remember to admire the Rembrandts and tulips...”
The study’s conclusion and recommendations are presented in Chapter Six. This chapter
also includes a brief outline of the limitations of the study and suggests further research
topics, which might be studied in greater depth in future.

1.112. CONCLUSION

Much of the available research viewed within the context of disability still places the father
on the periphery of the family. The present research is designed to provide supportive
data that delineates the father's role specifically in his fathering experience and his
perceptions and perspectives related to raising his child with DS. The research questions

probe the enquiry around this position.

Chapter One places the study into context by providing the background and orientation of
the study. The study is positioned on the spectrum of purpose and meaningfulness.
Casting the foundation of this study, are the carefully formulated research questions and
intended consequent objectives. This chapter further clarifies the researcher’s
philosophical foundation and clearly maps out the conceptual framework of this study.
Ethical aspects are discussed that relate to the research and the researcher. A research
outline concludes this chapter and directs the reader through the journey that this study

follows.

This study presents two literature chapters. Chapter Two leads with a presentation of
fatherhood in terms of theoretical perspectives, the roles of the father and approaches to
fatherhood. The second of the literature chapters, Chapter Three, offers a glimpse into
the aetiology of DS and presents historical perspectives, and how shifts in these
perspectives relate to fathers of children with DS. Aspects of family and family dynamics

within this particular scenario conclude the literature chapters.
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CHAPTER TWO

LITERATURE REVIEW ON ASPECTS OF FATHERHOOD

2.1 INTRODUCTION

Research and evidence on fatherhood is far more abundant now than it has ever been;
thousands of research papers and articles on the subject have been published over the
last quarter of a century. Discourses of new fatherhood call on contemporary fathers to
enact the dual roles of financial provider and of engaged caregiver (Marsiglio & Pleck,
2005: 250). In this chapter, the researcher draws on several reviews and seminal works to
present a summary of what is known about the meaning of fatherhood, within the
boundaries of this study. In doing so, emphasis is on two emergent themes: the roles of
the father and factors that may influence his role. In this regard it refers to fatherhood in
general as well as his role as father of a differently abled child. Chapter Three will focus

specifically on the father of a child with DS.

It would be an ambitious undertaking to include the multitude variables on the spectrum of
fatherhood including the vast range of diverse cultural, social and religious practices and
socio-economic echelons. In this chapter we look at the following aspects of fatherhood:
definition; what it means to become a father; theories, and historic and contemporary
perspectives; the roles and child-rearing approach of the father; and, what responsible
fatherhood entails. Experts in the field of fatherhood frequently refer to the stalwarts in
their research which prompted the researcher to include older literature. This was done to
draw attention to development in research, to show progress and/or change where

relevant, and because this literature remains relevant at present.

2.2. DEFINITION OF FATHERHOOD

“Fatherhood is increasingly becoming a site of complex structural and personal
responsibilities. A combination of the two has arguably always happened in the fathering
role, but due to the nature of contemporary social life this phenomenon is increasing”
(Williams, 2008: 490).

It appears that fatherhood per se has no singular definition. Rather it is a culmination of a
handful of characteristics, behaviours and attitudes which are most closely linked to the

essence of responsible fatherhood which will be discussed later in this chapter. According
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to Lamb (2010: 3), cultural, historical and familial ideologies will inform the roles fathers
play. Furthermore, this may shape the amounts of time fathers spend with their children,
it may also influence the activities they share with them, and ultimately, it may impact on

the quality of the relationships between fathers and their children (Lamb, 2010: 3).

Coleman (2009: 62) defines fatherhood as the “kinship relation between an offspring and
the father.” In contemporary research literature, the term fatherhood is used
interchangeably with the term “fathering” which includes, beyond the procreative act itself,
all the child rearing roles, activities, duties, and responsibilities that fathers are expected
to perform and fulfil (Garfield, Clark-Kauffman & David, 2006: 2365).

2.3. BECOMING A FATHER

“The doctor clipped the umbilical cord and handed me this new little being. He was all wet and
wrinkled, and I held him to my chest, wanting to wrap him in my body and arms and keep him warm
and safe. So precious. | offered his little hand my finger and he clutched it, each perfect little
fingernail staring up at me; each little knuckle formed by minute folds of beautiful pink skin. My
world was transformed—I/ater I realized that it wasn’t only my world. | myself became a new person

in the process” (Anonymous on becoming a father).

Beginning in early childhood, views about what it means to be a father and the roles of
fatherhood are constructed over many years. Boys become fathers to boys who will
become fathers in the future (Cabrera, Tamis-LeMonda, Bradley et al, 2000: 127). The
researcher was unable to locate any research describing the path that move boys to the
practice of fathering or any theory explaining the complex set of developmental processes
that give meaning to and shape the practice of fatherhood as suggested by Lamb (1997:
310).

In 1998, Tanfer and Mott (p 250) argued that little was known about how men learn to be
fathers. By 2000, Cabrera et al (p 128) confirmed the dearth of research on what shaped
the meaning of fatherhood to boys as they move toward adulthood. This included how
they viewed role models; the informal assignment of household tasks and responsibilities;
the articulation of ideas and values by adults; and, formal instruction. At that time, these
researchers acknowledged that the available research did however suggest that the
connections between fatherhood and childhood experiences were neither simple nor
consistent across individuals. For example, that fathers tended to parent more like their
fathers than like their mothers (Losh-Hesselbart, 1987: 536), but that few fathers -
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ironically, even those who tended to take less responsibility for their children - said they

learned to parent from their own fathers (Hofferth, 1999).

Cabrera et al (2000: 129) noted that fathering involves the repetitive enactment of action
patterns in the context of family life that seem connected to generative fathering earlier in
life, such as nurturance, distance regulation, problem-solving, stress management, and
displays of affection and aggression. In comparison to findings of Hofferth and Cabrera et
al, Williams (2008: 494) found evidence to suggest that the view on fatherhood of many
men were informed by a strong desire not to be like their own father. Findings from his
study illustrated that not only are men more aware of ‘good’ and ‘bad’ models of fathering
(and that they make normative judgements about particular types of behaviour), but that
they endeavour to distinguish their own parenting practices from those they judge
negatively. Drawing on such distinctions appears to help fathers make sense of their own
roles and responsibilities as they engage in self-conscious reflection on what it means to
be a father, primarily via comparison with their memories of their own fathers (Williams,
2008: 500).

Although Hofferth (1998) found that fathers with more gender-equitable attitudes tended to
be more active, responsible, and warm, and monitored their children’s behaviour more
than those with less gender-equitable values, Garfield et al (2006: 2365) asserted that
previous caretaking experience and non-gender-stereotyped task assignments during
childhood increased the likelihood of father involvement during adulthood. In this regard,
Witt (1997: 254) argued that the meaning and practices of fatherhood were found to be
related to gender identity and to men’s experiences with their own fathers and other kin.
For example, men whose fathers were involved in raising them were found to be more
involved with their own children, to take more responsibility for them, to show more

warmth, and to more closely monitor their behaviours and activities (Hofferth, 1999).

Becoming a father influences the father’'s own development (Cabrera, 2000: 131). Limited
literature exists on the transitions in attitudes and behaviours that fathers experience at
various points in their children’s lives (Snarey, 1993). Fathers play many roles within the
family and each of these roles is associated with a set of ideas, competencies, and action
patterns. Research on the development of fatherhood is complicated by the fact that there
is no singular set of developmental end points or tasks that define competent, supportive
fathering for all men (Cabrera et al, 2000: 132). This is particularly true where fathering
outside the traditional family model is concerned. In fact, the majority of men assume and

enact fathering roles outside of, or in addition to, the traditional circumstance, whether as
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step-fathers, non-residential fathers, single fathers or fathers of adult children, even
though highly involved co-parenting, responsible fathering, and generative fathering have

emerged as idealized, generic goals for male parenting (Doherty et al, 1998: 278).

Traditional and generative models of male parenting did not consider the role that the
child’s developmental stage plays in the development of fatherhood (Cabrera et al, 2000:
131). Men do not father in a social vacuum; thus the bi-directionality of the father—child
relationship needs to be considered in determining the development of fatherhood. As the
child grows and develops, displaying a new set of developmental assets (as well as
liabilities), it stands to reason that the father is also developing and changing. The
importance of father involvement and the contemporary perspectives of the fathering role
are discussed in the following section.

In terms of the timing of fatherhood, this is often a determinant of the paths that fathering
takes, as well as the management of related developmental tasks. According to Cabrera
et al (2000: 132), the timing of fatherhood sets men on different life course trajectories
depending on their own developmental stage. Compared to the transition to fatherhood for
adult males, the transition to parenthood for adolescent males is more likely either to
constitute a “crisis” or to signify little beyond the event itself (Marsiglio, 1998: 245). When
young men become fathers, it is often unintentional, whereas for older men, having a child

is most often an intended event (Cabrera et al, 2000: 132).

Participating in labour, witnessing birth, and holding his new baby have a profound effect
on a father and as the first minutes become a part of a powerful and permanent bond
between the two, the groundwork is laid for a man’s life-long relationship with his child
(Reed, 2001). Bonding is an essential part of the foundation on which all future
development builds and researchers have found little difference between the child’s
attachment to mothers and fathers (Cole & Cole, 2001). Despite the perceived stereotype
of the dad who fumbles frantically with the fragile newborn, Reed (2001) noted that new
fathers were neither inept nor uninterested in neonatal interaction, but that they were as
engaged with their children as mothers, attended to babies’ cues and responded

appropriately.

According to Reed, fathers understand that this new being is a unique individual.
Greenberg and Morris (1994: 522) interviewed new fathers who talked about their
emotions. One dad remembered, “There was much more character in the child than |

thought there was going to be at that stage in the face. | mean it didn’t remind me of
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anybody, but it seemed to have a personality immediately.... It was absolutely incredible,
the sight itself.” Greenberg and Morris refer to this attraction as ‘engrossment’ as fathers
become filled by the image and idea of their new child. Most fathers feel elation at the
sight of their new-born and the feeling remains for several days. Fathers who experience
birth as a positive event have stronger relationships with their new-born, thus
engrossment lays the groundwork for the future relationship between the father and child
(Reed, 2001).

2.4. HISTORIC AND CONTEMPORARY FATHERHOOD PERSPECTIVES

“The classic stereotype of Victorian fatherhood is captured within the family photographic
portraits of that era. The figure appears authoritarian, impervious and detached; the
unbending backbone of the family, imposing structure, but unconcerned with nurture. This
image of the father was the nineteenth century legacy. However, in the last century,
fatherhood redefined itself. The strict patriarchal model, generated by Victorian Society,
faded. By the end of the twentieth century, the acceptable father figure was ‘softer’, more
liberal, and one who acknowledged the need to ‘get in touch with his feminine side™
(Carpenter, 2002: 196). Perspectives and patterns of fatherhood have varied throughout
history and although it is valuable to track this evolution, the traditional definition of
fatherhood is no longer totally helpful to modern families (Carpenter, 2002: 196).
Relevant and significant older citations are included in this section to show the progress

and development in the field.

o Historical perspectives

In the traditional model of fatherhood, fathers played a dominant role in the lives of their
children, assuming a broad range of responsibilities defining and supervising the
children's development. Domestic control was largely in the hands of men and wives

were expected to defer to husbands on matters of childrearing (Carpenter, 2002: 196).

A father's moral role and educational role persisted through childhood into adult life, with
the latter centred on reading the scriptures and being instilled with Christian values (Lamb,
1995:19). . His influence was pervasive and usually exceeded the mother's responsibilities
over the child until the beginning of the nineteenth century, with the shift away from an
agrarian to an industrial mode of production, paternal control over children began to erode
(Tanfer, 1997).
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The spatial separation of work and home helped revise marital and parental roles. For
fathers, this was the beginning of an almost exclusive emphasis on economic
responsibilities which led to the disappearance of certain key elements of traditional
fatherhood, for example, father as moral overseer, to the transformation of others, such as

father as role model (Tanfer, 1997).

During this period characterized by the breadwinning role, men still continued to act as
disciplinarians in the family, however, removal from the home weakened their emotional
bonds and the father now derived his status from the outside world, from his place in the
market place; his occupational standing, his economic power established not only his
authority in the home, but his worthiness as a husband and father as well. (Lamb, 2010:
3). With the possible exception of the Depression and war years, when many men were
unable to live up to this image, the image of the father as good provider remained intact
through the Second World War years, until the men returned from the war (Tanfer, 1997).

During the Depression years, the existent division of labour was abandoned by necessity
as women were forced to take up a more active economic role, and men were obliged to
share domestic chores. This domestic order remained basically unchallenged until the
late 1960s and early 1970s when the confluence of a number of trends fundamentally
transformed the family. While economists, sociologists, and demographers continued the
debate on cultural versus structural factors of this change, feminist scholars contended
that the feminist consciousness reawakened before men were experiencing their own
resentments about the burdens of the good provider role. According to Pleck (2007: 35),
men were gradually retreating from this role because they felt socially and emotionally
imprisoned by the narrowly defined masculine role and there was an increased interest to

shed the exclusive responsibilities of providing for their families.

The changes in the family and the decline of the good provider role came about when
social structural changes converged with ideological shifts in gender roles (Roy, 2004:
92). Lamb (1995: 20) termed the period that followed as the emergence of the ‘sex role
model’, where the father was seen as necessary for the (re)production of easily definable
sex roles. His primary function was now to show young men how the male fitted into
family life in a positive fashion. The shift to contemporary perspectives sees what Lamb
(2010: 24) identifies as a significant evolution in the fathering role. Now, ‘good’ fathers are
judged on their involvement with children as well as in their performance of the other tasks

performed in earlier epochs (Lamb, 2010: 24).
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. Contemporary perspectives

Ranson (2001: 58) suggested that there was a notable shift in the culture of fatherhood
since the early 1980s, which entailed higher expectations for father involvement in the
care of especially their young children. Craig (2006: 261) noted that the prevalence of the
‘new fathers’ toward being more nurturing, developing closer emotional relationships with
their children, and sharing the joys and the work of caregiving with mothers, has led
researchers to indicate a shift “toward a social ideal of father as co-parent.” However,
there is a growing body of research that challenges the extent to which the culture of
fatherhood itself has changed.

One much-debated question revolves around the apparent disconnect between the
culture and conduct of fatherhood. Craig (2006: 262) drew a distinction between the
culture of fatherhood (which encompasses a society’s values, norms, and beliefs), and the
conduct (or actual practices) of fathers. He suggested that the ambivalence about these
changes being in culture rather than conduct may have left the general public to conceive
fathers as being more involved and nurturing than they truly are. In this regard,
Sunderland (2000: 250) argued that the image and role of the fathers were undermined by
portraying them as part-time, secondary, less competent parents with fewer parenting

responsibilities and greater breadwinning responsibilities than mothers.

In a South African based study, evidence by Viljoen and Steyn (1996), pointed to a shift
away from the male-dominant authority pattern to a state of affairs where the husband
was still seen as head of the household, but with his wife as equal partner in the decision-
making process. The findings of this study (Viljoen & Steyn, 1996), suggested that,
although the husband still held the dominant power position in many families, there was
evidence of a movement towards a more egalitarian pattern - a marital relationship
characterised by companionship. Developing a more egalitarian outlook involves more
than just an equal power distribution regarding decision-making in family affairs. It also
presupposes a more equal allocation of domestic task responsibilities therefore there was
also evidence of a shift in the level of the man's involvement in the rearing and care-taking

of his children.

In a subsequent study, Smit (2003: 401) cited the continued rise in the rate of married
women entering the labour market - which leads to an increased number of dual-earner
families in society - as the biggest contributing factor in the changing role of the South

African father. Smit’s (2003) findings indicated that most men were no longer the sole or
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primary breadwinners in South African families; however, there was not clarity which new
patterns of commitment and involvement these men were developing with regard to their
family life. Her research did however clarify that the power relationship between the
spouses had undergone changes in the past few decades. Increased market participation
led wives to experience increased financial independence from their husbands, which
increased their decision-making and bargaining power in the marital relationship
(Benokraitis, 1996).

Craig (2006: 262) pointed out that although the conduct of fathers had changed
somewhat, it was still mothers who bore the vast majority of responsibility for young
children. In this regard, Craig (2006: 275) and Silver (2000: 27) drew attention to fathers’
time with children appearing to be more dominated by play and leisure, while mothers’
time was more dominated by caretaking tasks; furthermore, that fathers’ time with children

was more likely than mothers’ to be in the presence of the other spouse.

In response, Ancell, Bruns and Chitiyo (2016: 1) note that contemporary perspectives
have seen a shift in the role of father involvement related to the development of his child,
with increased evidence of benefits of active involvement in especially young children’s
learning and development. Fox et al (2015: 462) comment: “The conceptualization of
father involvement has shifted over the past several decades from simplistic dichotomies
of presence-absence, to consideration of the amount of time men spend with their
children, to recognition of the multidimensional nature of men’s relationships with their
children.” Father involvement will be discussed later under the heading Responsible
Fatherhood.

Millar (2006: 1) pointed out how paternal influence on children and their development
became a fairly common area of research within the academic community only in the
twenty first century, which he ascribed to the advent of increased pro-paternity
consciousness. However, as pointed out in the introduction, much of the presented
material remains somewhat illusive and perplexing, whilst the often conflicting opinions of
social scientists on the issue of the paternal role in child development, generates further
confusion. For example, Auerbach and Silverstein (1999: 399) argued that neither a
mother nor a father’s presence is prerequisite, whereas Farrell (2001: 39) stated that

father presence is essential for holistic well-being of a child’s development.

According to studies conducted by the National Institute of Child and Human Development

Research, father presence alone is not enough: just because a father is present does not
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necessarily mean that it is good for a child. This is evident in the shift over the last couple
of decades from father involvement (present or absent) to father sensitivity, with research
focusing on the quality of time, rather than the quantity of time spent with a child (NICHD,
2010: 210).

According to McHale (2007: 154) increased attention to the complexity of family
relationships and the patterns of influence within the family system has become a
dominant theme in contemporary research. Research results in this regard show that
fathers not only influence children by interacting with them, but also affect maternal
behaviour, just as mothers influence paternal behaviour and involvement (Lamb, 1997:
309-313) and children influence their parents. In this regard, Davis, Schoppe-Sullivan,
Mangelsdorf and Brown (2009: 143-159) found that the temperament of infants influence
the quality of parenting, especially those aspects shared between the parents during the
first year of the child’s life. Similarly, Lundy (2002: 235), and later Eiden, Edwards and
Leonard (2007: 1197) confirmed that harmony between parents appear to be a key

predictor of father-child relationships.

The landscape of fatherhood research and fathering has shifted over the last few decades
to include widespread recognition of the variety of roles fathers play in their families, the
relative salience of these roles, and the broader context in which fathering is practiced
(such as such as step-fathers, non-resident biological fathers, gay fathers and adoptive
fathers, to name but a few). It is understood that perspectives related to socio-economic
and diverse cultural dispositions of fathers may differ vastly from the narrow explication
offered here. The researcher does not negate these diverse roles and situations in any

way; however, exploration thereof is not relevant to this specific study.

As fathers have become more involved, they have made important and unique
contributions to their child’s social, emotional, behavioural, language, and educational
development (Sarkadi, Kristiansson, Oberklaid & Bremberg, 2008: 157; Flouri &
Buchanan 2004: 142), which allows the child to be more competitive in the social world
(Geary & Flinn, 2001). The tendency of the contemporary father to be more involved also
enhanced maternal, child, and family health (Gage & Kirk, 2002: 17), which is especially
relevant to differently abled children, who by and large flourish in a nurturing environment.
Such an environment is honed by the emergent new trend in involved fathering as

presented in the twenty first century.
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2.5. FATHERHOOD: CHILDREN WITH DISABILITIES AND DELAYS

In the discussion below, the terms disability, disabled, differently abled and special needs
are used interchangeably. As most research on father involvement is done on fathers of
typically developing children (Fox et al, 2015: 462), little is understood about father
involvement of children with special needs for the following reasons indicated by Dollahite
(2004: 111): the overriding focus on mothers in most research; the treatment of fathers as
secondary importance by practitioners; and lastly, the emphasis on the stress and coping
of fathers rather than on evidence of men’s personal growth, diversity in parenting style,

and paternal creativity in responding to their differently abled child.

Given the evidence that fathers are increasingly taking on a co-parenting role, a similar
shift in role responsibilities might be expected in families of differently abled children.
However, Flippin and Crais (2011: 25) believe this not to be the case and point out that
mothers continue to be the primary caregivers of their child with special needs. Hastings,
Kovshoff, Brown et al (2005) and Pelchat et al (2003) conducted research to establish
differences between mothers’ and fathers’ expression of stress and coping, and found that
mothers of a child with special needs generally express higher levels of stress than
fathers. Tehee, Honan and Hevey (2009: 39) concluded that high levels of stress in
mothers be attributed to the dual role of primary care-giver and full- or part-time
breadwinner. Hence, these researchers suggested that increased father involvement

could ease the overall workload for mothers and thereby reduce maternal stress.

Although their study of stress and coping among fathers of differently abled children found
high levels of paternal stress among fathers (Salovlita, Italinna & Leinonen, 2003),
Dollahite (2004: 111) argued that it is possible to overstate the burdens and ignore the
benefits that differently abled children bring to their parents. In this regard, the majority of
evidence suggests that parents face many challenges unique to the condition of their
child, which is why Fenning, Baker, Baker and Crnic (2014: 332) encourage the

exploration of the effects of positive involvement of fathers of children with special needs.

A recent quantitative study set out to measure father attachment that tapped a very strong
early bond with their differently abled child (Fox et al, 2015). Their intent was to capture
strong feelings of disconnectedness, such as ambivalence, fear of future challenges, and
a profound sense of loss which traditional measures do not generally tap. Furthermore,
they wanted to capture expression of feelings that reflected positive connectedness to the

child, such as relief, joy, confidence, commitment, and purpose. The aim of this research
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was to investigate the link between empowerment and involvement of fathers of a child

with special needs. Significant findings from the research by Fox, et al, indicate:

2.6.

That empowerment may enhance the lives of children with special needs by
provision of services that foster family functioning;

Fathering behaviours can be predicted from their interpretation of the fathering
roles;

Financial strain has no independent effect on father involvement. This confirms
findings of Roy (2004: 273) that empowerment and strong father role salience can
mitigate the negative effects of financial stress on father involvement with children
who have special needs;

Diagnosis severity does not affect father involvement. This contrasts with findings
of Goodman and Glenwick (2012: 2062) that fathers experience greater stress
levels when their child’s condition is more severe. This positive finding is
significant for fathers who have a child who is severely disabled, as other analyses
with this data set found that diagnosis severity was associated strongly with
parental concerns about their child’s future. In this regard, Fox and colleagues
confirm research conducted by De Falco, Esposito, Venuti and Bornstein (2009:
498) indicating that fathers of children with disabilities may become as involved in
child care activities as mothers; and, they may be as deeply connected and
emotionally available and sensitive during interactions with their child as mothers.
Socio-economic indicators were not found to be directly related to father
involvement; however they were significantly related to father identity measures.
No difference was found in the level of father involvement and the gender of the
child.

An interesting finding related to measures of engagement and responsibility
indicate that the attachment of father to the child is emotion-based and not
behaviour-based. This could indicate that it may be easier for fathers to endorse

deeply held feelings of connection rather than interact with the child.

THEORETICAL PERSPECTIVES RELATED TO FATHERHOOD

For this study several alternative theoretical models are investigated as underlying

theories informing fatherhood perspectives. This is not to say that other relevant models

are less important or that these are the only, or the best, possible models. Based on the

significant finding in the basic research literature that there are stronger associations
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between quality of father-child interactions and child outcomes than there are between
guantity of fathering and child outcomes (Lucassen, 2011: 987; McDowell & Parke, 2009:
227), the various models below are promising theories that may prove useful for the
specific field of the current study. The idea that there is not one best approach to
influencing the father-child system is consistent with the researcher's ontological
perspective of multiple realities. The researcher concedes that some theories may over
time prove partly or totally invalid.

This section begins with an overview of two of three long-standing theories: the father
according to Freud, the father according to Parsons, and, Bandura’s social learning
theory. This will be followed by outlines of significant theories relevant to the current field
of study, including a rationale to relate applicability in each case.

2.6.1. The Father according to Freud

The role of the father in psychoanalytic theory refers to Freud only and inclusion in this
study is relative to an increased understanding of personality development of both the
father and the child.

o The Oedipus complex

Most of Freud’s theory pertaining to the father centres on the resolution of the Oedipus
conflict. The name Oedipus derives from Greek myth where Oedipus, a young man,
accidentally kills his father and marries his mother. Upon discovering this he pokes his
eyes out and becomes blind. Oedipal is the general term for both Oedipus and Electra
complexes (McLeod, 2013). According to Cherry (2015), the Oedipus complex refers in
essence to the desire for the parent in both male and females, the unconscious desire to
possess the opposite-sex parent and at the same time to dispose of the opposite-sex

parent.

As the sole source of gratification from birth up to this point, the mother is seen as the
initial love object and the boy is subconsciously sexually attracted to his mother, while the
father is viewed as the rival for the attention of the mother and is unconsciously perceived
as the enemy. However, the boy realises that the father is unlikely to tolerate his
affections for his mother and he fears castration as punishment. Freud refers to castration
anxiety, a conflict between the boy’s fear of being castrated and his love for his mother.

Then, upon discovery that girls have no penis, the boy is disturbed by his conclusion that
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they are guilty persons who have already been castrated, subconsciously realising that
the threat he feels is not an empty one. Freud concludes that when the boy is faced with
the danger of castration, he identifies with his father and represses the desire for his
mother until that desire becomes deeply unconscious and the conflict ceases to disturb

him.

According to Naidoo et al (2011: 123), Freud’s theory of the resolution of the Oedipus
conflict is much clearer and more consistent for boys than it is for girls. The attraction of a
girl to her father and rivalry with her mother is generally known as the Electra complex
(terminology of Carl Gustav Jung to the female Oedipus conflict). This conflict needs to
be overcome in order for girls to identify with the same gender parent. According to this
theory girls have an infantile fixation upon their mothers as sole source of gratification.
When the girl discovers that she has no penis like her brother or playmates (theirs being
more visible and impressive compared to her inconspicuously small genitalia), she feels
cheated and blames her mother for her lack, which is referred to as penis envy. Openly
hostile toward the mother, she turns to her father, wishing to displace her mother in his

affections and bear a child by him.

According to Freud, in this way the girl identifies with her mother. However, because the
fear of loss of love is not as powerful a motivator as the fear of castration, her
identification is less complete than the male’s, resulting in her Oedipus conflict never
being completely resolved. Interestingly Freud postulated that, since she lacks the
powerful motivating force of castration fear, a woman’s conscience never fully becomes
thoroughly developed. Freud believed that a woman’s superego (conscience) never
becomes as relentless, impersonal and so independent of its emotional origins as a
man’s. Thus, she develops an imperfect superego and fails to fully resolve the Oedipus
complex (McLeod, 2008). According to Freud, women who fixated at this stage are

usually flirtatious, seductive and naive (Naidoo et al, 2011: 123).

Freud’s psychoanalytical approach to personality development assumes that the
structures of personality are largely unconscious, suggesting that people are mostly
unaware of why they behave in particular ways (Jones, 2005: 18). Behaviour is
furthermore assumed to be strongly influenced by an ongoing conflict between
unconscious motives, instincts, social norms and past experiences (Naidoo et al, 2011:
120). The background on personality and its development is relevant to this study insofar
as it determines the behaviour and response of an individual in specific situations. Thus,

it is significant to the role of the father, and how he acts out this role. Freud’s
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psychoanalytic theory on personality development as a whole encompasses his view on

the following main principles.

o Main premises of Freud’s theory

The first principle of Freud’s theory (Swartz et al, 2011: 121) introduces us to the life
instincts (referring to the need for survival and development and ensuring the reproduction
of the species) and death instincts (representative of the destructive force of human
nature). The subsequent principle involves the levels of personality. Freud identified
three levels of personality which he compared to an iceberg, with the tip of the iceberg
representing the conscious, the preconscious lying between the conscious and
unconscious, and the largest section proportioned to the unconscious, which is under the

surface.

In brief, explanation of the term ‘conscious’ refers to experiences which one is aware of at
any given moment in time, the preconscious includes one’s memories, thoughts and
perceptions that one recalls once brought into the state of consciousness, and the
unconscious contains the emotions, instincts and memories that stay hidden in the
unconscious mind as they are too threatening to the conscious mind (Swartz et al, 2011
121).

o Structure of personality

Structure of the personality forms a significant principle of Freud’s theory, and is described
by Naidoo et al (2011: 12) as follows: The id, as a forceful component of personality
structure, provides energy for the other components, despite being entirely unconscious.
Instincts and libido are contained within the id and directly relates to bodily needs. It
operates according to the pleasure principle and as such has no awareness of reality,

seeks immediate gratification and is inconsiderate of the needs of others.

Freud referred to primary-process thought as the manner in which the id fulfils its needs,
i.e. through wish-fulfilling fantasy experiences of reflex action. According to Naidoo et al
(2011: 121), very young children are motivated primarily by the id. Once these young
children develop mental functions such as recognition, perception, memory and
judgement and they learn how to interact with the world, secondary-process thought
comes into play. These rational abilities are contained in ego, which is the second

component of personality.
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Naidoo et al (2011: 122) offer the following description of ego in this paragraph. The ego
is reason driven and relieves the tension between the id and reality, thus allowing the id’s
impulses to be satisfied at the right time, right place, by using acceptable objects and in
socially appropriate ways. Because the ego guides behaviour by reason, it is said to
follow the reality principle. Simplified, the ego can divert anger from aggressive behaviour

into a socially acceptable activity such as, for example, exercise.

The ego does not attempt to prevent satisfaction of the id, but it does control the
expression of the id’s needs. The personality’s internal moral code is known as the
superego and contains the notions of right and wrong learned during childhood from
significant others, and includes acceptable behaviours and responses, which leads to
development of the conscience, an element of the superego.

Naidoo et al (2011: 123) explain further: Internalisation transpires once what is good and
what is bad has been consolidated unconsciously and the rules of right and wrong
become self-administered and self-control rather than parental control is in place. The
superego develops during early childhood (when the child identifies with the same sex
parent) and is responsible for ensuring moral standards are followed. As the superego is
insistent on moral behaviour, behaviours contrary to our conscience result in guilt and
shame. Hence the superego, unlike the ego, can obliterate certain id drives such as

aggression and sex.

The ego serves as a go-between to satisfy the forces of the id, the superego and reality
and when the ego can no longer cope with these demands, inner conflict and anxiety
develops (Naidoo et al, 2011: 122; McLeod, 2008). The ego can deploy various defence
mechanisms, amongst these are denial, sublimation, intellectualization, compensation,
and reaction formation. And although they vary in detail, each is employed to reduce the
conscious tension that would otherwise be experienced by the ego to prevent it from

becoming overwhelmed by anxiety, as indicated in the table below (Freud, 1964).
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FIGURE 2.1: Defence mechanisms deployed by ‘ego’ state

o | oocipin | eomle

Repression Repression is an unconscious mechanism During the Oedipus complex
employed by the ego to keep disturbing or aggressive thoughts about the
threatening thoughts from becoming conscious. same sex parents are repressed

Denial Denial involves blocking external events from For example, smokers may refuse
awareness. If some situation is just too much to  to admit to themselves that
handle, the person just refuses to experience it. smoking is bad for their health.

projection This involves individuals attributing their own You might hate someone, but
unacceptable thoughts, feeling and motives to your superego tells you that such
another person. hatred is unacceptable. You can

'solve’ the problem by believing
that they hate you.

Displacement Satisfying an impulse (e.g. aggression) with a Someone who is frustrated by his
substitute object. or her boss at work may go home

and kick the dog,

Regression This is a movement back in psychological time A child may begin to suck their
when one is faced with stress. thumb again or wet the bed when

they need to spend some time in
the hospital.

Sublimation Satisfying an impulse (e.g. aggression) with a Sport is an example of putting our

emotions (e.g. aggression) into
something constructive.

substitute object. In a socially acceptable way.

(Adapted from Freud, 1964)

This led to the most controversial part of Freud’'s work, his theory of psychosexual
development and of the Oedipus complex. Freud believed that children are born with a
libido — a sexual (pleasure) urge, and during different stages of childhood, the child seeks
pleasure form a different object (Naidoo et al, 2011: 122). In order to obtain psychological
Naidoo et al (2011: 123) caution that

mental abnormality can occur if each stage is not completed successfully and the person

health, each stage must successfully complete.
becomes ‘fixated’ in a particular stage. Relevant to this research, this particular theory
shows how adult personality is determined by childhood experiences (both retrospectively

for the father, and with a future view for the child).

FIGURE 2.2: Fixation, cause and effect on adult personality

Fixation + Adult Personality

Forceful feeding
Deprivation

Early weaning

Toilet training:
Too harsh

Too lax

Abnormal family
set-up leading to
unusual
relationship with
mother/father

Oral activities (e.g.
smoking),
dependency,
aggression.

Obsessiveness,
tidiness, mean-
ness; untidiness,
generosity

Vanity, self-
obsession, sexual
anxiety ,
inadequacy,
inferiority, envy

(Adapted from
Naidoo et al, 2011: 122-123)
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. Freud’s inference

Developmental psychologist, Lynn, is one of the first modern day researchers who, in the
1970’s made significant theoretical and research contributions to our understanding of the
father’s role in the child’s development. At that time, most of the well-known studies of
socialization concentrated on various types of mother-child interactions of family milieus
which investigated the consequences for the child development of children’s personality
and social behaviour, while very few studies included father-child relationships and their
outcomes (Jones, 2005: 8).

Freud believed that children feel safe under a father’s protection. Despite being stronger
as adults, the perils of life are often overwhelming and we remain fundamentally as
helpless and unprotected as children, reinforcing a yearning for a protective father (Jones,
2005: 9). Jones further postulated that on a spiritual level, this notion sustains our belief
in a Higher Power and the perpetual search for strong leaders, mentors and guides.
Freud was convinced that the father was responsible for the development of principles,
rules and values of society within a child, and if the father was missing, this negatively
affected the child’s view of his position in society (Williams, 2008: 48). Freud thought the
father represents the authority of society instilled in a child, which runs parallel with the

concept of the superego, and its development (Naidoo et al, 2011: 123).

Elaborating on the theme of the father as society’s representative within the family and the
family’s representative within society, was Talcott Parsons, a sociologist who aligned
himself with the structural functional perspective, and according to Haidt (2008: 71),

believed that supportive families are the key to successful socialization.

2.6.2. The Father according to Parsons

According to Parsons’ theory, the role of the father centred on the structure of the family
echoing the structure of society (Millar, 2006). Parsons saw the function of the family as
twofold: primary socialization of the children and stabilization of adult personalities.
Stabilization of adult personalities refers to the emotional security found within marital
relationships which balance out the stresses of everyday life faced by adults (Millar,
2006). Parsons inferred that, although primary socialization occurs during the early years
when the child’s personality is moulded (immersing society’s core values), the stabilization
of adult personalities was facilitated by the gender division of labour within the family as

an isolated nuclear unit. According to Parsons, for this unit to function correctly, family
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members must be allocated particular roles according to their sex/gender (Thompson,
2008).

Parsons postulated that such identification of two distinct roles for the husband and wife
within the family not only stabilized family members, but also allowed the family to
function. According to Parsons’s theory, the father not only brings the society into the
family, but brings the family into society. He also brings discipline into a family so that
child will accept responsibility and eventually separate from its mother, becoming a part of
society and then starting the sequence all over again when the child then becomes a
parent (Millar, 2006).

According to Thompson (2008), Parsons argued “that families act like factories with the
processes and systems available to it to continually reproduce human personalities in a
warm secure environment.” Parsons viewed an additional function of the family to allow
adults to ‘act out’ the childlike dimension of their personality. Related to parenting, on a
practical level, this is facilitated when parents play with their children using their toys and

engaging in playful activities.

Parsons advanced that any group must become one of two functions: expressive or
instrumental. As the father fulfilled the instrumental role (primarily but not entirely),
Parsons believed that the mother’s concentration on child care enabled her to perform the
expressive functions (primarily but not entirely), such as dealing with the internal affairs of
the family, coping with its stresses and strains, regulating tensions, mediating between
family members and providing emotional support in order to perpetuate harmony within
the family (Millar, 2006).

Related to this aspect of Parson’s theory, Lederer (1998) wrote about the qualifying battle
between fathers and sons, making several observations relevant to the instrumental-
expressive dichotomy. He maintained that mothers and fathers have two different modes
of loving. Mothers love their children simply because they exist; she loves unconditionally.
Father’s love is demanding and dependent on performance, for what he can do. This
conditional love represented the father’s instrumental function (decreasing the children’s
dependency on the mother, compelling them to function competently within society)
(Millar, 2006).

The distinctive roles of the mother and the father are clear in the theories of both Freud

and Parsons. Maccoby (2003: 399) documented that the gender differences of these roles
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were mostly within a social context, assuming here that the father-dyad is different from
the mother-child dyad, and the issue being the social interaction with these dyads.
According to Parsons’ theory, children see the father as authoritative and powerful hence
the setting of clear boundaries would be associated more with the father. Farrell (2001.:
138) noted that fathers tend to set clearer boundaries, which teaches the child, in turn, to
respect the boundaries of others. In this regard, Ang (2006: 246) cautioned that lack of
boundaries support aggressive behaviour, highlighting a significant correlation between
aggression in boys and poor father-son relationships. The concept of a stable and sound
father-child relationship ties up with the Parsons theory as relevant to the child’s socio-

emotional development.

The onset of industrialization caused a break-up in the kinship-based society, and the
classic extended family was replaced by the ‘isolated nuclear family’ as a ‘productive unit’.
Parsons identified the families in modern industrial society as being isolated nuclear
families. According to Thompson (2008), Parsons’ functionalist view of the family has
been criticized as having too an idealistic view of the family, for ignoring diversity, and for
failing to acknowledge that children also create their own personalities. His views assume
that the family works in isolation, often ignoring the role of other institutions in allowing
primary socialization to occur in the first place. However, we need to consider in Parsons’
time the nuclear family was seen as the ideal type of family, devoid of the diversity of

family structures we encounter in modern society.

2.6.3. Bandura’s Social-Learning Theory

Albert Bandura, distinguished for his work in social learning, offered the theory of self-
efficacy. Naidoo et al (2011: 133) describe self-efficacy as “the beliefs a person has about
their ability to carry out the behaviours needed to reach their desired outcomes.”
According to Howard-Payne and Payne (2011: 231), Bandura based his social learning
theory on the concept that “learning occurs when one’s behaviour changes after viewing
the behaviour of a model.” Bandura (1993: 146) added social behaviour to the stimulus-
response concepts of Pavlov and Skinner, arguing that people are able to learn new

behaviours and information by observing other people.

Known as vicarious learning, this refers to learning that occurs indirectly through the
actions of others, and today even includes the media (Howard-Payne & Payne, 2011:
231). The social-learning theory relates to Freud’s castration principle, bringing rise to the

concept of defensive identification, which includes fear of punishment. Similarly, the
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father in Parsons’ theory could himself be a role model for vicarious learning. Both the
aforementioned theories required shift in the identification of boys from mother to father,
especially in the establishing of masculinity, which can be inferred to be facilitated by

vicarious learning (observing father).

Applicability of the social-learning theory relates also to the adjustment of fathers of
children with disability in order to reach a place of acceptance of both the diagnosis of
their child, as well as the inevitable changes of their fathering landscape. Individual
adjustment refers to time, duties, roles and coping required by the father to gain firmer
footing within his new set of circumstances, as well as adjustment to accepting an
unexpected diagnosis; social adjustment; relationship adjustment between husband and
wife; and, adjustment to new economic circumstances which may include provision for
extra expenses such as therapies and so forth. It can further be inferred that the social
learning theory may apply to fathers of children with disability by observing the behaviour

of other fathers in similar situations and also learning from them.

2.6.4. Attachment Theory

Attachment theory is associated with secure attachments in father-child interactional
quality, and positive father child relationships (Barr, Morin, Brito, Richeda, Rodriguez, &
Shauffer, 2013: 11) ultimately to improve developmental outcomes for both the child and
the father, and therefore provides a useful perspective for fatherhood research. An
important tenet of attachment theory is that parents who are emotionally available and
responsive to their children are more likely to have children who are securely attached to
their parents. Attachment theory emphasizes the father’s sense of closeness to the child
and his sensitivity to children’s emotional development. Children’s secure attachment to
the caregiver (whether it is the mother or the father), is considered by researchers to be a
hallmark of socio-emotional growth and development in young children (Ainsworth, Bell &
Strayton, 1974: 100). These researchers further noted that attachment theory also
suggests that the thoughts and feelings that fathers (and mothers) have toward their
children are linked to the quality of parenting. Fathers who have positive feelings about
their child are likely to be more responsive and sensitive to their infants than fathers who
do not have positive feelings toward the child (Grossmann, Grossmann & Fremmer-
Bombik, 2002: 207).

According to Fagan and Kaufman (2013:11), the quality of the father's emotional

attachment to the child is rated as being very important by more practitioners than any
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other indicator of fathering, which justifies attachment theory as an important theoretical
framework for fatherhood studies. Zhang (2013: 85) argues that fathers tend to
overestimate the quality and quantity of their parenting behaviour. Although measures for
assessing quantity or amount of father involvement often utilize self-reported data from
either the mother or father, the Relationship with the Child questionnaire (Coley & Morris,
2002: 995) is also a promising measure for assessing quantity of father involvement
related to these three aspects of father involvement: responsibility, accessibility, and
engagement. Studies have shown strong predictive validity and internal reliability for the
Relationship with the Child questionnaire (Hernandez & Coley, 2007: 70).

2.6.5. Family Systems Theory

Fagan and Kaufman (2013: 6) suggested that family systems theory is an important
foundation for conceptualizing outcomes and measurement tools in the responsible
fatherhood field. Family systems theory suggests that families consist of interdependent
components (Fagan & Kaufman, 2013: 6). Specifically, the family is comprised of
subsystems that exert influence on one another. This understanding necessitates
considerations of the father-child, mother-child, father-mother, and mother-father-child
subsystems as they exert direct and indirect influence on one another. Interdependence
among subsystems suggests that the mother-father and father-child subsystems have
reciprocal influences upon each other. Another important precept of family systems theory
is that family functioning is influenced by the broader societal context in which families
reside. In the case of fathers of a differently abled child, the broader community (including
health care professionals and educational institutions) exert significant influence on the

various subsystems of the family.

Referring to the family systems risk-protection-outcome model (Cowan, Cowan & Pruett,
2009: 665), this theoretical perspective assumes there are multiple systemic factors that
shape fathers’ engagement with their children. Cowan et al suggested that father
engagement is associated with risk and protective factors in five areas of family life,
namely: individual members’ emotional health; inter-generationally transmitted patterns of
couple and parent-child relationships; quality of relationships between parents; the quality
of mother-child and father-child relationships; and, the balance between life stressors and

social supports outside the immediate family.
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2.6.6. Social Identity Theory

According to Reicher, Spears and Haslam (2010: 48) social identity theory is linked to
fatherhood by its concern with the processes which surround the way the father defines
himself as member of a social group, which refers here, is the meaning of the term ‘social
identity’. At a conceptual level, this theory serves to transform the understanding of
identity in psychology. It stresses the sociality of the construct in at least three ways. First,
social identity is a relational term, defining who we are as a function of our similarities and
differences with others. Second, social identity is shared with others and provides a basis
for shared social action. Third, the meanings associated with any social identity are
products of our collective history and present. Social identity is therefore something that
links us to the social world, and as such, it provides the pivot between the individual and
society.

Initiated in the early 1970’s by the work of Henri Tajfel, identity theory as a subset of
symbolic interaction theory, points to three social psychological factors that are important
in the enactment of a social role such as the father role (Fox et al, 2015: 463). These are:
a high degree of salience of the role to a person’s self-identity; the perception that others
in his social environment appraise him favourably in that role; and, a high level of
satisfaction in the role (Stryker & Serpe, 1994: 17).

Research results for father role salience have been mixed, but the majority of studies
indicate that men who place importance on their fathering role or view their father status
as central to their identity are more actively involved with their children than men who
place less importance on the role of the father (Pasley, Petren & Fish, 2014: 299).
Because circumstances or constraints in other areas of their lives, such as inflexible work
schedules or non-residence with the child, may prevent men from enacting their father
role preferences, it can be misleading to rely solely on observational or time-based
measures of father behaviours as indicators of the salience of the father role, and for this

reason self-report measures of role salience are often used (Roy, 2004: 260).

Several researchers have suggested that men’s paternal identity is influenced by reflected
appraisals; that is, by others’ perceptions of his fathering abilities. McBride, Brown and
Bost (2005: 265) found that wives’ opinions of their husbands’ parenting abilities have
been especially important in accounting for men’s father involvement. Furthermore, role
satisfaction is theoretically important to role enactment, and confirmation of this has been

found in father involvement research conducted by Fox and Bruce (2001: 395). None of
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the aforementioned studies cited included samples of fathers of children with delays and

disabilities.

2.7. ATTACHMENT

Evident up to now, it appears that a healthy attachment to his child is a significant
component of a healthy fathering experience. This section looks at how attachment

influences the child and the father.

. Benefits of attachment for the child

According to Miller and Lamport (2010: 1), the first benefit of attachment parenting is that
it helps children become physiologically and psychologically healthy. Parents of infants
and young children face many challenges when dealing with negative emotions such as
crying, distress, fear and anger. If children experience such emotions chronically, and
these are not mitigated by parents, evidence suggests that the stress can result in
irreversible brain damage. These changes can increase the likelihood of serious problems
in children’s development (Miller & Lamport, 2010: 5).

Secure attachment patterns in children are very good predictors of child behaviour (Coley
& Medeiros, 2007: 144; Pleck & Masciadrelli, 2004: 224). Children who have a secure
attachment to their father tend to have improved developmental outcomes in a variety of
ways including improved social abilities with their peers, displaying fewer problem
behaviours, and development of increased levels of emotional self-regulation (Grossman
et al, 2008; Lieberman, Doyle & Markiewicz, 1999: 204). In addition, a secure father-child
attachment relationship compensates for potentially harmful effects resulting from an
insecure mother-child attachment (Verschueren & Marcoen, 1999: 185). Conversely
paternal absence, which invariably influences father-child attachment, has various
negative effects on especially boys, such as levels of school achievement, heightened
risk-taking behaviours, and higher levels of aggression in boys (Coley & Medeiros, 2007:
145).

. Benefits of attachment for the father

A father’s own level of attachment security with his parents may influence his own child’s
attachment security to corresponding levels (Howard, 2010: 155). A father who has a

secure attachment style in adult relationships tends to experience lower levels of
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parenting stress, lower levels of abuse potential, and a greater amount of knowledge
about child development (Howard, 2010: 159). Wong, Mangelsdorf, Brown, Neff and
Schoppe-Sullivan (2009: 835) observed that fathers who spend more time with their
infants tend to have more positive interactions with them which help foster the attachment
security, whilst fathers who work longer hours are less likely to have securely attached

infants.

One of the unique properties of father-child attachment relates to the ‘playmate’ rather
than ‘caregiver’ role that fathers fill. Various studies underpin that fathers are more likely
than mothers to encourage risk-taking and exploration in their children by engaging their
young children in physical play and initiating games that are both unpredictable and
enjoyable (Grossmann, Grossmann, Kindler & Zimmerman, 2008: 892; Cabrera,
Fitzgerald, Bradley & Roggman, 2007: 185-189). It has also been suggested that fathers,
compared with mothers, are less able to detect low levels of infant distress which may
contribute to the mother’s greater tendency to fulfil more of a “caregiving” role for the child
(Grossman et al, 2008: 895). In this regard, most infants tend to prefer contact with their
mothers when they are distressed and seeking comfort, and contact with their fathers

when they are in more positive emotional states and seeking play.

However, Cabrera et al (2007: 186) argue that in the role as caregivers for their child,
when the mother is working, the father is very capable in fulfilling all of the responsibilities
that traditionally belong to the mother, creating a secure base for his child. Marital
intimacy and supportive co-parenting is linked to a more secure father-infant attachment
relationship and deteriorating marital intimacy is linked to negative father-child interaction
(Brown, Schoppe-Sullivan, Mangelsdorf & Neff, 2010: 134).

2.8. THE ROLES OF THE CONTEMPORARY FATHER

Research on parents and children has identified various ways that fathers think about
children's development and their own role as parent, their customs or practices of care,
and how they organize their children's environments of daily life (Harkness & Super,
2009). Even though any of the following roles can, and often are, capably fulfilled by the
mother, literature confirms the following as the roles that fathers define themselves in, and
distinguish these as significant for raising their child. Fogarty and Evans (2009) note that
wherever their efforts of parenting responsibilities apply, contemporary fathers’ roles tend
to be defined by the following Five P’s: Participator/Problem-solver; Playmate; Principled

guide; Provider, and Preparer.
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o Participator / problem solver

Evidence so far clearly indicates that being there for his child constitutes and requires
more than physical presence from a father. The previous section showed how father
participation in his child’s life supports the child in every domain of development (Fogarty
& Evans, 2009).

According to Fogarty and Evans (2008), in the role as problem-solver, the father models
effective problem-solving skills for his child. Showing and guiding the child how to make
and act on decisions, as well as experience consequences of actions and decisions
fosters a child’s independence, self-reliance and responsibility. Related to practical
examples, helping the child solve many of the critical problems of growing up such as
planning and executing a school or hobby project successfully, fixing or constructing
things, buying vs. saving, are seemingly simple challenges in which the child is carefully
guided for the challenges of emerging adulthood. Gilbert (2010: 249) suggests that
modelling problem solving as an integral part of the father’s parenting style can take place
in structured or planned activities or less obviously in any spontaneous interaction
between father and child which stimulates thinking and reasoning and hence the father

facilitates the child’s construction of new knowledge according to Gilbert (2010: 249).

If a father neglects this critical role of setting an example for problem-solving or applies it
too late, the child may develop emotional and behaviour problems. Fogarty and Evans
(2009) postulate that children who are raised without a role model for effective problem-
solving may adopt ineffective strategies, resulting in helplessness and incompetence in
problematic situations. According to Ntshangase (2011: 78), children with deficient
problem-solving skills may develop into adults who are needy and dependent. Thus, the
social messages that the child receives as he interacts with role models in his

environment play an important role in developing his self-concept.

o Playmate

Although the father’s role of primarily play partner (after provider) has often stereotypically
been misrepresented, quality rather than time-based prominent father-child interaction
and paternal playfulness has helped make fathers especially relevant to their children’s
development (Lamb, 2010: 3; Louw, van Ede & Louw, 2008: 221). It is generally accepted
that fathers engage playfully with their children. Typically once a father sits down on the

ground his children start climbing on and all over him, often resulting in a rough-and-
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tumble of note (Paquette, 2004: 194). Rough, physical and stimulating interaction more
characteristic of fathers - provided they are warm and responsive - is important as a highly
arousing environment in which children build self-regulatory skills, particularly with respect

to social competence and nonaggression (Flanders, Leo, Paquette et al, 2009: 286).

Grossmann et al (2008: 892) found that fathers spend proportionally more time than
mothers engaged in high-energy, physical activities with their children, incorporating
adventurous and stimulating play, which include elements of surprise and excitement.
This tends to set up expectation in children for the majority of their interaction with their
father involving physical play.

Play is so important to optimal child development that it has been recognized by the
United Nations High Commission for Human Rights as a right of every child (2009). Also
termed as ‘a window to the child’s world’, play is the way children explore and orient
themselves to the world, thus play allows children to use their creativity whilst developing
their dexterity, imagination and physical, cognitive, and emotional strength (Vijay Sagar,
2011: 7). Viewed within this perspective, this role of the father must be nurtured, explored

and maximized.

Ntshangase (2011: 76) supports this role of the father to encourage the child’s sense of
autonomy and independence - a major milestone in social and emotional development.
The father can achieve this by teaching guiding and modelling not only, but also rules that
govern behaviour, for example taking turns, playing physically without hurting someone,
waiting in line, solving problems, resolving conflict and planning strategies. A further
benefit is that engaged play with his child initiates informal conversation which may
provide the father insight into his child’s feelings, hopes, thoughts, fears and dreams.
Such an informal platform builds valuable emotional bonds, paving the way for more
serious conversations. Fogarty and Evans (2009) caution fathers not to miss this valuable
opportunity by simply playing and substituting physical contact for purely verbal

interaction.

o Principled guide

Related to the father role, there is a subtle difference between punisher and principled
guide. Ntshangase (2011: 77) suggests that punishment tends to be a negative assertion
of adult power, and emphasizes what the child should not do, rather than how the adult

would prefer him to act. If punishment is the result of the adult’s emotional reaction to the
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child’s behaviour, the child may feel humiliated and ashamed, undermining trust in the
parent-child relationship. On the other hand, if the behaviour deemed unacceptable was
well-meant by the child, undue punishment may undermine the child’s initiative and sense

of autonomy (Fogarty & Evans, 2009: 2).

Palkovitz (2002: 122) asserts that principled guidance is based on the norm and value set
the father lives by and models his own behaviour on; that guidance teaches socially
desirable behaviour; provides the opportunity to differentiate between right and wrong;
and, enables the child to experience and understand the consequences of his own
behaviour. Guidance is therefore a collaborative effort between father and child, an
ongoing process of father-child interaction. It is important that both parents agree on
guidance strategies, especially when it comes to learning consequences of unacceptable
behaviour. Both the child’s development and the parental relationship is compromised if
one parent reinforces behaviour, while the other parent rescues the child from the

experience or consequences of his own poor decisions (Palkovitz, 2002: 123).

Fortunately clichéd threats like “Wait till your father gets home!” no longer has much
value, mostly due to the diversity of contemporary family types, but certainly due to the
new understanding of child discipline as guidance rather than punishment. Fogarty and
Evans (2009) are of the opinion that the father, as principled guide, sustains the delicate
balance between correcting unacceptable behaviours and encouraging acceptable

behaviour with praise and appropriate reward.

. Provider

Although the last few decades have seen mothers entering the work force in
unprecedented numbers, fathers continue to be identified primarily as breadwinners of
their family (Wall & Arnold, 2007). Apart from the breadwinner perspective, the provision
role of the father within the family can also be defined in terms of responsibility for the
child. It is not uncommon for fathers who work from a home base to take on much of the
care-giving responsibility of their children. Even if they are not directly responsible for
providing the care, they may be directly involved in the arrangements and logistics
(Fogarty & Evans, 2009).

This role also includes an empowering component, as fathers who identify themselves

more as caretakers are more likely to connect with their child and with other parents and
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role players in their child’s life, which favourably positions them as potentially powerful

advocates of their own children as well as for child welfare in general.

Regrettably historical perspectives still linger and many fathers believe that provision of
income and material support was their only way for caring for their family (Fogarty &
Evans, 2009). Such a mind-set may discourage some fathers from participating in many of
the meaningful, fulfilling parenting activities, whilst on the other hand it may potentially
become a rather convenient excuse not to get too involved in the parenting of his children
(Doucet, 2006).

Biddulph (2004: 21, 22) links the providing-a-role-model role of fathers to their own
upbringing and how these unique experiences now influence their current understanding
of fatherhood. Referring to the historical perspectives and experiences of fatherhood, it
can be accepted that many contemporary fathers are products of their own upbringing in a
generation where expected role models such as grandfathers, uncles and fathers were

mostly perceived as distant and often detached from their children.

The post-industrialisation generations called for men to provide and for women to raise
children, leaving many fathers (now grandfathers) in living memory to appear “gruff,
awkward and emotionally shut down” (Biddulph, 2004: 22). Hence, the perpetuation of
the notion that ‘mother knows best’; a notion that may leave even contemporary involved
fathers who make brave efforts to be part of their children’s lives, feeling incompetent or

lacking in some innate wisdom.

Biddulph (2004: 22) maintains that a lack of mentorship from the obvious available male
community (such as teachers, uncles, neighbours, grandfathers) leave boys to
misguidedly base their idea of self on a thinly drawn image gleaned from the media and
their peers. With a limited sense of self, many boys may live their life based on this one-
dimensional facade. Biddulph (2004: 22) contextualizes this further, by suggesting that
the friendship network of boys often lack in intimacy, are more likely to be awkward and

oblique, and are often more short-term as opposed to those of girls.

Whilst this may not be true for everyone, a lack of in-depth elder male connections during
childhood may leave many men bereft and struggling, battling to connect to their own role
as father. In contrast, it can be assumed then that the father whose boyhood experiences
included exposure to competent, caring men who had been there for him, guiding,

encouraging and teaching him through boyhood, teens and the trials of being a young

68



parent, may subsequently experience fatherhood completely differently from the many

fathers who did not have the same privilege.

Biddulph (2004: 22) compares the aforementioned scenario to girls, many of whom may
enjoy continuous exposure to diversity of competent and communicative women at home,
at school and in their social networks. Such interaction facilitates an open and sharing
style of womanhood, and forms a base of communication that invites closeness to give

and receive support throughout their lives (Dabrowska & Pisula, 2010: 268).

. Preparer

Fogarty and Evans (2009) propose that fathers view themself through the lens of
protector/preparer, preparing their children for life’s challenges, and protecting them as
they journey toward adulthood and beyond. The role of preparer requires fathers to talk
with their children about moral issues, family values, or teenage advice about educational
and employment goals, and, when asked, also about peer and romantic relationships.
Guidance may further extend to issues of acceptable social behaviour, personal ethics
and issues around work ethic as recommended by Palkovitz (2002: 123). Recognising
the importance of such behaviour even then, Jain, Belsky and Crnic (1996: 441) pointed
out two decades ago that mutual respect and affection between mother and father is
arguably the most influential way a father can prepare his child for his own future

relationships.

Although a father fulfils the role of protector/preparer throughout the life of a child, it is
often only once the child grows into adolescence and adulthood that this relationship
consolidates (Fogarty & Evans, 2009). Providing his child with continued moral guidance
and using spontaneous events to teach valuable life lessons strengthen the father-child
relationship. In this regard Marsiglio, Amato, Day and Lamb (2000: 1189) noted that
constant involvement shapes an unending partnership of trust between father and child,
and may purposefully inform many areas of his child’s life to prepare him to eventually be
a father too. While some studies found that fathers strongly influence the parenting style
of their children (Nicholson, Howard & Borkowski, 2008: 40), other studies show that men
who grew up with fathers who were poor role models, compensated for this be being

particularly involved in the lives of their own children (Pleck & Masciadrelli, 2004).

According to Mayekiso (2011: 64), an important aspect of child-rearing is the father’s

transmission of cultural beliefs and traditions to provide the child with a sense of identity
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and a better understanding of the world around him. Unique to South Africa is the word
Ubuntu which refers to teaching a child the value of compassion. However, compassion
can only be demonstrated by one’s own compassionate actions. The concept and
understanding of Ubuntu can be located in each of the five P roles as follows:
Participator/problem-solver (father participating and problem-solving by means of empathy
and practical action), Principled guide (father making a moral commitment to display of
compassion as situation requires), Provider (practical application helping or providing as
situation requires), and Preparer (adding deed to word through his act, the father prepares
the child to do same through his demonstration of compassion in action).

Despite the simplicity of the ‘Five P’s’ approach, fathers who are generally involved in their
child’s life will find that their role overlaps and incorporates all five categories. It is
expected that the role of fatherhood is integrated with the characteristics of the individual
who aspires to be better and do better than his father was, evolving in his chosen role as
father. Whilst not definitive as the only roles, the five P’s provide adequate guidance for

fathers of both typically developing and differently abled children.

2.9. CHILD-REARING APPROACH OF THE FATHER

The previous sections indicate that a supportive, secure and loving environment which
provides guidance, love and care is a positive marker for the development of a stable,

well-adjusted sociable human being.

Parenting styles can be thought of as the general atmosphere in which parent-child
interactions take place and a multitude of parenting styles exist (Kreuger, 2015).
Researchers at the University of Virginia's Institute for Advanced Studies in Culture
recently established four new styles, namely: faithful parenting (based on religious
morality of parents); engaged-progressive (based on either parents’ own personal
experience or what ‘feels right’ to them personally); detached parenting (in line with
laissez-faire parenting); and, the American-dream style parenting (characterised by
optimism about their children’s opportunities and schooling; they hope for much and invest

even more in their child, and pour themselves fully into their families’ futures).

This is one of the many new developments since psychologist Diana Baumrind’s (1967)
scientific approach to parenting styles in the 1960’s characterised parenting as either t00
hard’, ‘too soft’ or ‘just right. The latter includes authoritarian parenting, authoritative

parenting and permissive parenting (Mayesiko, 2011: 65). Positive parenting leader,
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Coste (2010), refers to contemporary powerful parenting styles based on parents’ high-
level philosophies and insight into love: positive parenting, attachment parenting,

unconditional parenting, spiritual parenting and slow parenting.

Although no empirical evidence exist to support these specific parenting approaches, it
appears to be largely informed by mindfulness-based strategies, which MacDonald and
Hastings (2010b: 514) support as effective in any parenting style or strategy. In this
regard, findings by Baer, Smith and Hopkins (2006: 28) and MacDonald and Hastings
(2010a: 513) confirmed that mindfulness-based parenting outcomes include reduction in
psychological distress and improved parenting interactions and behaviours.

Literature addressing children with delays often makes an important distinction between
directive and intrusive parenting. Stevenson and Crnic (2013: 502) draw the distinction as
follows: directive parenting reflects structure and control in both verbal and non-verbal
interactions and activities, typically in conjunction with less choice and increased
information or direction. An example would include instruction such as ‘Say thank you’ or

‘Put the puzzle piece here’.

In contrast, intrusive parenting refers to verbal or non-verbal behaviour that restricts the
child’s activity, attempts to force the child to engage in an activity despite his negative
reaction or disinterest, the continuous presentation of toys, or the overbearing interaction
that does not allow the child the opportunity to respond. As key difference between these
parenting styles, these researchers point out that despite intrusive parenting also being

directive in nature, it does not obstruct the activities; whereas intrusiveness does.

In terms of appropriateness in the parenting style in the case of a differently abled child,
Baker and Crnic (2009) suggest that in parenting the differently abled child, focus is often
less on emotion and more on coercive interactions. In this regard, Floyd, Harter, Costigan
and MacLean (2004: 508) draw the attention to the tendency toward lack in synchronicity
and positive reciprocity within both general interaction and specific problem-solving

contexts.

Green and Baker (2011: 325) maintained that the preferred parenting approach does not
necessarily indicate less affection or warmth of the parent and therefore does not
necessarily negatively affect a child’s development. Indeed Stevenson and Crnic (2013:
502) suggest that more directive parenting may be a better match to the special needs

child’s understanding and behaviour in a given context, and thus may result in improved
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child compliance and therefore less parent-child negative interactions; whilst intrusive
parenting may undermine the child’s ability to explore their environment, their autonomy

and diminished self-regulatory skills.

Findings by Stevenson and Crnic (2013) indicate a particularly salient role of fathers’
intrusive approach as a risk factor for the development of self-regulatory and social
abilities in children with developmental delays. Although their study shows that fathers
who were more intrusive when interacting with their children in the home had children who
later showed decreased social skills, the connection appears to be indirect such that
intrusiveness leads to more dysregulated behaviour in children, which in turn adversely

influences the children’s subsequent social skills.

Stevenson and Crnic (2013: 507) further point out that this particular pathway of influence
is noteworthy considering that it occur above and beyond mothers’ intrusive behaviour.
With the dearth of empirical studies on fathering of children with developmental delays,
their study highlights the unique risk of intrusive fathering to the child’s self-regulation and

social development.

2.10. WHO IS THE IDEAL FATHER?

Sririam and Navalkar (2012: 206) consider the increased knowledge through
psychological and contextual research to be accompanied by a growing recognition that
much of parental cognition is itself socially or culturally organised. A question like ‘Who is
the ideal father?’ is typically socially constructed question with substantial links between
beliefs and behaviour as well as culture transmission and change (Arendell, 2000: 1192).
According to Sririam and Navalkar (2012: 205), fathers are most influenced by their own
parents in their ideals, followed by close relatives and other sources such as the media,

mythology, friends and their respective spiritual orientation.

So far, this chapter has provided evidence of change in the ideologies surrounding
fathering. Although discourses of new fatherhood call on contemporary fathers to enact
the dual roles of financial provider and engaged caregiver (Marsiglio & Pleck, 2005: 249),
more recently Plantin (2007: 93) questioned the usefulness of these popular discourses
by recognizing that the socio-economic status of father are likely to affect successful
enactments of new fatherhood ideals. Supporting this notion, Lautsch and Scully (2007:

727) concede that, given their choice between ‘money or family’ and ‘money for family’,
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low-income and working-class fathers may experience specific challenges to fulfil ‘new

father’ expectations.

Stereotypical conceptualisation of ‘good fathers’ describe fathers as being the sturdy oaks
of the family, someone who is strong, reliable, powerful, consistent, offering a less
emotional and more practical perspective on family problems. In contrast, Lamb and
Lewis (2004: 28) pointed out that ‘good fathers’ may indeed also be patriarchs,
disciplinarians, their children’s best friends, playmates, moral leaders and educators.
Unjustly the perception is often that fathers who are unable to carry out these roles are
deemed as ‘bad fathers’ (Sririam & Navalkar, 2012: 207).

In the innovative compendium, BABA: Men and fatherhood in South Africa, Morrell and
Richter (2006: 2) introduced this topic in rather pallid terms, saying, “Not all fathers are
proud to be fathers, and unfortunately not all fathers want to participate in the lives of their
children. Many seldom attend the births of their child, or don’t always acknowledge that
their children are their own, and they frequently fail to participate in their children’s lives.”
Almost no literature exists on the topic of being a father in South Africa and the vast

diversity within this spectrum would call for a separate research study altogether.

Understandably, different cultures interpret fatherhood in different ways. Morrell (2006:
23) confirms that over decades their interpretation of responsibility to provide and protect
have forced many fathers to work away from home for a variety of reasons. However, for
other, another way of interpreting fatherhood includes a more present kind of fatherhood
in which their children are a part of their identity. Conditions that place constraints on how
fathers understand and express fatherhood may also include individual and/or collective

histories and material conditions, as mentioned earlier.

Research results showed clearly that parenthood and family are important to South
Africans. A related national survey of individuals aged 18 to 32 years of age found that
more than seventy percent of South Africans across all race groups and both genders
ranked aspects of parenthood as their top defining features which characterise adulthood
(Emmet, Richter, Makiwane et al, 2004). Despite pervasive negative fatherhood images
of especially African men (Richter, Manegold, Pather & Mason, 2004: 18), Morrell (2006:
23) concedes that South African young men are increasingly speaking out about their
desire to be good fathers, and are beginning to reassess the value of fatherhood. To this
end, the Human Science Research Council fatherhood project acted as a catalyst

releasing strong support for men as fathers.
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Globally, the new dad image is interpreted as the father who fulfils not only the role of
provider, but also fulfils a caring and nurturing role. Sririam and Navalkar (2012: 207-208)
position fatherhood roles as follows:

¢ Biological Fatherhood: Acknowledgment of paternity and taking responsibility for
welfare of children;

e Economic Provider: Assuming responsibility for making appropriate levels of
economic resources available to the child;

e Partnership/The New Father’: Providing his partner with physical and emotional
security, and working together to provide emotional, economic, educational and
other developmental needs of children, i.e. although man and woman both work,
they share nurturing tasks and family life;

¢ The Hands-on/Care-giving Modern Father: In this instance both man and woman
participate in childcare, although their participation may not necessarily be fifty-
fifty. The man in this category is not necessarily in control, but learns and
participates in an expressive, loving and caring manner;

e The Enlightened Father: This father understands the benefits of involvement and
shared parenting. This father fulfils his role in awareness and practices mindful
parenting as he recognises and acknowledges the positive results of increased

male participation for certain aspects of family.

In response to the ideal father question, Morrell (2006: 23) said: “Masculinities which
value both responsibility and caring should be fostered. Such masculinities should steer
away from stereotypical claims that fatherhood gives men power over women and children
and justifies authority and tyranny. Fatherhood can make a contribution to the lives of
men and give meaning to their lives and open up unexplored channels of emotional
engagement. When men accept the fatherhood role, in whatever form, they also
contribute to the broader goals of gender equity. Fatherhood should be a role that
integrates men into families, rather than separating them from children, women and other

”

men.

2.11. RESPONSIBLE FATHERHOOD

According to Fagan and Kaufman (2013: 3), early attempts to conceptualize fathering
were intended to define what it means to be a responsible father relevant to married and
unmarried fathers. For example, Levine and Pitt (1995) defined a responsible father as a
man who: waits to make a baby until he is prepared emotionally and financially to support

his child; establishes his legal paternity if and when he has a baby; actively shares with
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the child’s mother in continuing emotional and physical care of their child, from preghancy
onwards; and, shares with the child’s mother in the continuing financial support of the

child, from pregnancy onwards.

Doherty et al (1998) developed a similar model of responsible fathering for married and
unmarried fathers that included four components as follows: establishing paternity; being
present in children’s lives; providing economic support; and, being directly engaged with
children. For the purpose of this study we look at the four-part framework developed by
Cranfield (1999: 43-55) to provide a summary of the growing body of empirical literature
on fathering. This framework serves as a valuable guide for exploration of the essence of
responsible fatherhood and includes the following dimensions: involvement, consistency,

awareness, and nurturance.

. Involvement

One of the most significant contemporary perspectives of fatherhood revolves around the
concept of father involvement. For the purpose of this study the term father involvement
refers to the father’s functional and social involvement in a child’s life as proposed by
Dyer, McBride, Santos and Jeans (2009: 266): functional involvement refers to a father’s
physical and hands-on participation in different therapies (for example speech and
language therapy, occupational therapy and physical therapy), while social involvement
refers to the father's engagement in different leisure activities (such as reading, singing,

and engaging in play) with his child (Ancell et al, 2016: 2).

Lamb (2010: 3) divides active involvement of fathers into the following three components.
The first involves interaction or engagement where the father spends time in direct
person-to-person interaction with his child. As the second component, accessibility refers
to the time a father spends in close proximity to his child, but does not necessarily involve
direct interaction with the child. The third component of father involvement is labelled
paternal responsibility and is related to the extent of the father's accountability for the
child's well-being and care. Although men tend to be more involved with their children in
terms of the interaction component of father involvement, Pleck and Masciadrelli (2004:
239) pointed out that increasingly men are also incorporating the other components of

father involvement into their paternal conduct.

Rearing a differently abled child may mean extra demands on individual family members

and on the family as a system (Nicholas 2013). According to Schieve, Blumberg, Rice,
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Visser and Boyle (2007: 114) parents of a differently abled child generally experience
poorer well-being relative to parents of typically developing children. Yet, it is possible for
the father in this situation to be a potential resource for the family in terms of his positive

involvement.

Research suggests as follows: father involvement may mitigate physical and emotional
burden experienced by mothers (Pelchat et al, 2003: 231); it may bring about greater
parenting competence and reduce stress for fathers (Elder, Valcante, Won & Zylis, 2003:
274); and, result in greater child gains in adaptive skills (Flippin & Crais, 2010: 25).
Positive father involvement is associated with greater socio-emotional, cognitive and

behavioural child outcomes (Lamb 2010: 12).

Pleck (2010: 101) affirms that positive paternal involvement requires high engagement,
accessibility, and responsibility of the father, which indicates that both quality and quantity
time must be spent with his children. Although there is no set formula for father
involvement (Pleck, 2010: 102), it stands to reason that responsible fathers diligently
search for ways to be actively involved in the lives of their children. Such a level of
involvement with his child sends a strong message that a father cares about them and
values them to such an extent that he would rather spend time with them than with
anything else (Pleck, 2010: 102). Hence, active involvement on the part of fathers also

models the value of commitment and responsibility for the child (Pleck, 2010: 102).

Louw et al (2008: 221) found that children’s lives afford fathers numerous opportunities for
involvement which include: helping with homework or coaching a sport team; feeding an
infant or changing a nappy; taking the child to a park or to a mall; playing with the child or
reading to the child; or, simply being accessible, being in the moment, and being actively
present. Such examples of involved parenting practice indicates a shift from father
involvement to father sensitivity whit a focus on quality rather than quantity of time spent
with the child (NICHD, 2010: 210).

Father involvement is also beneficial to the child as follows:

e Sensitive fathering involves responding to, talking to, scaffolding, teaching and
encouraging their child to learn, is a predictor of socio-emotional, linguistic and
cognitive achievements (Shannon, Tamis-LeMonda, London & Cabrera, 2002: 87);

e Children of involved fathers displayed increased internal locus of control, and

fewer sex-stereo-typed beliefs (O’Connor & Scott, 2007);
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Indicated by both international and national research, children whose fathers are
present and take an active interest in their activities achieve better at school, have
higher self-esteem and are more secure in their relationships with partners of the
opposite sex (Schacht, Cummings & Davies, 2009: 290-297; Carlson, 2006: 136);
Increased cognitive competence was noted in children who have two highly
involved parents which ensure diversity in stimulation through interaction with two
individuals with different behaviour styles (Desforges & Abouchaar, 2003);

Paternal involvement in child care was found to be a significant predictor of
empathy within children (Flouri & Buchanan, 2004: 130).

Father involvement has shown to be beneficial to the father in the following ways:

Men who are involved fathers feel more self-confident and effective as parents;
they feel more intrinsically important to their child; they find parenthood more
satisfying, and they feel encouraged to be even more involved (Ancell et al, 2016:
2);

Fathers who are involved in their children’s lives are likely to exhibit higher levels
of psychosocial maturity (Flippin & Crais, 2011: 25);

Involved fathers appear to be less psychologically distressed, and are more likely
to participate in the community and assume leadership roles in civic community
organisations (Eggebeen & Knoetser, 2001: 382). Such family involvement is
especially important for young children with disabilities (Turnbull, Turnbull, Erwin et
al, 2010). Lamb and Laumann-Billings (1997) revealed that the involvement of
fathers in the lives of these young children has been virtually ignored, yet there is
evidence of positive outcomes in emerging literature (Flippin & Crais, 2011).
Increased paternal involvement allows the father to satisfy his desire for closeness
to his child while permitting the mother to have a close relationship with her child

and to pursue career goals (Pleck, 2010: 66);

Although the many roles that fathers play in parenting their children may vary between

active participation in every facet of their child’s life, and concentration on one or two

facets of raising their children, the outcomes of such involvement is likely to create

warmer, richer and more satisfying relationships all around.

Consistency

Responsible fatherhood is rooted in consistency. Noted child development theorist

Erikson contends that one of the primary goals of early child development is to establish
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trusting relationships with primary caregivers. However, trust, cannot be established

without consistency (Swartz et al 2011: 126).

Responsible fathers build a trusting relationship with their children by providing consistent
encouragement, consistent care, consistent protection, consistent discipline and
consistent love (Swartz et al, 2011: 127). Being consistent implies that a father will be
present during the good times and the bad. Consistency in behaviour on the part of
fathers promotes a sense of security and confidence in children, which in turn, lays the

groundwork for a healthy self-esteem (Pleck, 2010: 100).

° Awareness

Pleck (2010) argues that responsible fathers know their children and hence they are able
to express an honest interest in their children’s development from conception, extending
into childhood and beyond. Being aware of a child’s needs will help a father to be better
equipped to meet those needs at various stages of a child’s life (Swartz et al 2011: 126).
Awareness, however, requires motivation and active involvement. As responsible fathers
want what is best for their children, they make a concerted effort to get to know them.
They further understand that every child is unique, each possessing a different set of
physical, emotional, cognitive, and social characteristics and makes allowance for this
individuality (Pleck, 2010).

° Nurturance

Within the context of a parent-child relationship, nurturance means to train, to educate,
and to foster a child’s healthy development (Swartz et al 2011: 127). In most cultures the
concept of nurturing is almost invariably associated with the mother-child relationship.
However, according to Green (2013: 12), fathers also play a critical role in the nurturing of
their children by providing responsible and loving care that meets their emotional and

social needs.

Louw et al (2008: 220) remind us that even though characteristics of responsible
fatherhood and motherhood overlap, they are not identical. Research has shown that
there are a number of gender differences in the parenting styles of mothers and fathers,
with no one style necessarily superior to the other. For example, fathers tend to engage in
physically stimulating and exciting activities that promote assertiveness rather than

politeness (Louw et al, 2008: 221), hence, this type of interaction offers remarkable
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benefits for both sons and daughters. The benefit further extends to both mother and

father as it creates the opportunity to learn from the parenting response of the other.

It is clear that children need fathers who are committed to fulfilling their responsibilities to
their children. There is an African proverb that says “It takes a village to raise a child.”
But first it takes a mother and a father, who are compassionate, nurturing, understanding
and responsible, working together to instil discipline, integrity, character, and responsibility
in their children.

2.12. CONCLUSION

Most of the literature on fatherhood recognizes the influence of various factors. These
include the structure of families (including marriage, paternity and co-residence); the
quality of primary relationships (including the quality of the marital relationship; the
relationship with the child’s mother, relationship with the father’s own father, the type of
fathering relationship with the child, individual skill levels and motivation, the range and
types of involvement, as well as the supports for and obstacles to involvement). Other
significant factors which influence fatherhood are: financial status (employment and
income); and, personal qualities (personality, health, educational level, parenting style,

beliefs about the father’s role, and cultural background).

Chapter Two considered various theories on fatherhood as an essential point of departure
on fatherhood per se. In this chapter the researcher drew a comparison between the
traditionally defined fathering roles and the increased commitment of men to their families
and the well-being of their children which hailed the twenty-first century emergence of the
‘new father’ as both provider and caregiver for his children. It is clear from the literature
that a good father is one of the most unsung, unpraised, unnoticed, and yet one of the

most valuable assets in our society.

Chapter Three will extend the fathering experience specifically to fathers of children with

Down syndrome.
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CHAPTER THREE

DOWN SYNDROME: A LITERATURE OVERVIEW
ON ETIOLOGICAL BACKGROUND
AND ASPECTS RELATING TO THE FATHERING EXPERIENCE

3.1. INTRODUCTION

When flying at thirty thousand feet, it is a fair assumption that every airline passenger
secretly dreads hearing the announcement of the captain: “Ladies and gentlemen, we are
experiencing a mechanical problem with the aircraft. Please remain calm and fasten your
seatbelt...” Any parent who has ever heard a doctor explaining that their child has a
significant disability may relate to this analogy. Both parent and passenger alike suddenly
find themselves on a journey that is far from the expected. Both are fearful of the
consequences of the next announcement. Both are faced with a situation over which they
have no control. Both feel utterly powerless and helpless. But, whilst the plane
passenger can only hope that the pilot will save the day, the parents really have only

themselves to rely on.

Surviving the journey with a differently abled child requires more than just a strong
seatbelt. It requires an inner strength that relies hugely on empowering oneself in order to
maintain some control over circumstances. This necessitates information, knowledge and
a measure of understanding of the ‘mechanics of the problem’ at this stage of their
journey (Webber, 2011).

Chapter Three commences with an overview of the aetiology of DS. This will be followed
by a summary of the most pertinent historical and contemporary perspectives related to
research on fathers of children with DS. Following that, we will look at factors which
contribute to the DS advantage, as well as the impact of the child with DS on the father.
Issues related to the experience of grief, adjustment, adaptation, and coping is followed by
sources of support available to the father. This chapter concludes with a comprehensive

section which explores African perspectives on DS.

80



3.2. WHAT IS DOWN SYNDROME?

DS is a genetic-chromosomal disorder with its research history dating back to the 1860’s
(Hoffman, Sweeney, Hodge, Lopez-Wagner & Looney, 2009: 178) and confirmed by
Urban, Stewart, Ruppelt and Geerts (2011) to be the most common genetic cause of

significant intellectual disability (henceforth ID) in the human population.

Persons who have normal cell structures have 46 chromosomes, arranged in 23
chromosomal pairs, whilst a person with DS has 47 chromosomes, with extra genetic
material occurring during formation of reproductive cells on the 21% chromosome
(Patterson, 2009). It is purely a genetic chromosomal condition which knows no social,
ethnic, socio-economic or cultural boundary. As it is not a sickness, it cannot be cured
(Patterson, 2009).

The National Down Syndrome Society (2012) summarises some of the significant effects
of the syndrome as follows: The effects of the extra chromosomal material vary vastly
among and it is evident that the only thing they have in common is the syndrome itself
Stoneman, 2007: 1007). Persons diagnosed with DS have individual capabilities, talents,
likes and dislikes; they attend schools, are employed, participate in decisions that affect
them, and contribute to society in many ways (Stoneman, 2007: 1006). All people with
DS experience cognitive delays, but the effect is usually mild to moderate and is not
indicative of the many strengths and talents of such individuals. Specialized, high quality
educational programs, a stimulating home environment, good health care, positive family
support and an accepting community enable people with DS to develop their full potential
and lead fulfilling lives (Stoneman, 2007: 1006).

The National Institute of Child and Human Development (2010) refer to three genetic
variations that can cause DS: Trisomy 21 is the most prevalent form of DS and simply
means that every cell in the body contains an extra chromosome 21. In the case of
Translocation DS, a fragment of chromosome 21 breaks off and attaches to another
chromosome before or during conception. This type of DS occurs rarely and of all the
types of DS, is the only one which is inherited (Patterson, 2009). Mosaic DS occurs when
chromosomes fail to separate properly, causing a mosaic pattern of body cells. Such
inappropriate cell division causes one cell to have 22 chromosomes while another may
have 24 chromosomes. Dependent on the percentage of cells containing the extra
genetic material, and the tissues in which these cells are located, a person with mosaic

DS may exhibit all, some or none of the typical DS characteristics (Patterson, 2009).
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Whilst statistics show that one in about 800 children is born with DS worldwide, research
in South Africa suggests the figure of one in approximately 650 children in developing
countries (Down syndrome South Africa, 2010). The incidence of births of children with
DS increases with the age of the mother. But due to higher fertility rates in younger
women, 80% of children with DS are born to women under 35 years of age (National

Down syndrome Society, 2012).

Life expectancy of persons diagnosed with DS may generally be lower than the average,
heavily dependent upon general health issues, nutrition, lifestyle, access and level of
medical services, level of physical activity, integration and community inclusion (NDSS,
2012). Documented by Morris, Alberman and Mutton (2012: 1151) as the most common
neuro-developmental disorder of known genetic cause, DS was recognized more than a
decade ago as the sole genetic condition in which life-spans have doubled over the past
40 years (Shin, Besser, Kucik & Lu, 2009: 1565; Bittles & Glasson, 2004: 282).

DS can be established during pregnancy or after a child is born (Caughey, Hopkins &
Norton, 2006: 614). Prenatal screening in the first trimester includes a blood test for
certain proteins in the mother's blood and an ultrasound which detects nuchal
translucency, the fluid at the back of the foetus’s neck (Driscoll & Gross, 2009: 2557).
According to Ehrich, Deciu, Zwiefelhofer and Tynan, 2011: 203), during the second
trimester a triple screen blood test may detect levels of three different markers, and a
quadruple screening for four. A combined test (integrated test) uses all tests from both

trimesters in order to produce one DS risk rating (Driscoll & Gross, 2009: 2556).

A second step in diagnosis is Prenatal Diagnostic Testing which involves removing and
testing a sample of genetic material, but carries a risk to the mother and foetus, which
includes a 1 to 2 percent risk of miscarriage. According to Ehrich et al (2011: 203) three

methods of prenatal diagnostic testing are used as follows:

¢ Amniocentesis is the process of harvesting a sample of amniotic fluid which is
tested for the extra chromosome. This procedure can only be done between
weeks 14 to 18 of the pregnancy.

e Chorionic villus (CVS) is done between weeks 9 and 11 of the pregnancy and
involves a cell sample from the placenta which is tested for the extra chromosome.

e Percutaneous Umbilical Blood Sampling (PUBS) is the most accurate diagnostic

method and can confirm the results of CVS and/or amniocentesis.
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A sample of foetal blood, taken from the umbilical cord through the uterus, is
tested for the extra chromosome. This procedure can only be performed during

week 18 to 22 of the pregnancy.

According to Caughey et al (2006: 108), the diagnosis of DS at birth is usually initially
based on evident physical signs of the syndrome, and is subsequently confirmed by a

sample testing of the baby’s blood to determine the number of chromosomes.

o Primary features of Down syndrome

Primary characteristics of DS include physical characteristics as well as intellectual and
developmental symptoms. At birth, and afterwards as the toddler with DS develops, the
number of known primary features present is not necessarily indicative of the individual's
cognitive ability. Many of the features listed below may similarly present in any child, but

only in children with DS does it occur with a degree of cognitive impairment.

In addition, Ulrich, Burghardt, Lloyd, Tiernan, and Hornyak (2011: 91, 1464) point out that
physical development of children with DS is often slower than typically developing peers,
hence, the gross motor development may be delayed due to low muscle tone. Despite
these delays, children with DS can learn to participate in physical exercise activities and
do indeed meet many of their developmental milestones; however, it may take a little
longer than other children (A.D.A.M. Medical Encyclopaedia, 2012).

Although there are common physical signs of DS, not all of these may be present in all
individuals diagnosed with DS. Similarly, not all individuals diagnosed with DS experience
health problems. The symptoms of DS vary from person to person, and people diagnosed

with DS may experience different problems at different times of their lives.

According to Bull and the Committee on Genetics (2011: 395) and A.D.A.M. Medical
Encyclopaedia (2012), the following are common physical characteristics of people with
DS:

e Decreased or poor muscle tone

e Short neck, with excess skin at the back of the neck

o Flattened facial profile, flat nasal bridge and small nose

e Small head, ears, and mouth
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¢ Upward slanting eyes, often with a skin fold that comes out from the upper eyelid
and covers the inner corner of the eye (epicanthic fold)

¢ White spots on the coloured part of the eye (Brushfield spots)

e Wide, short hands with short fingers

e Asingle, deep, crease across the palm of the hand (palmar line)

e A deep groove between the first and second toes (sandal gap).

o Factors associated with the development of children with DS

In terms of intellectual and developmental symptoms, mild to moderate rather than severe
cognitive impairment is associated with persons diagnosed with DS according to Bull and
the Committee on Genetics (2011: 396). Cognitive impairment refers to challenges with
thinking and learning. As stated by CDC (2012) and A.D.A.M. Medical Encyclopaedia
(2012), other common cognitive and behavioural problems may include short attention
span, poor judgment skills, impulsive behaviour, slow learning and delayed language and
speech development. Most children with DS develop adequate communication skills,
though compared to typically developing children may take longer for them to do so.
Martin, Klusek, Estigarribia and Roberts (2009: 129) recommend early intervention,
coupled with ongoing speech and language interventions to encourage expressive

language and improve speech.

Martin et al (2009: 129) affirm that in addition to intellectual and developmental disabilities,
individuals diagnosed with DS are at increased risk for a range of health conditions, but
that many of these associated conditions can be treated with medication, surgery, or other
interventions. The following conditions are commonly found in children with DS: heart
defects; vision problems; hearing loss; gum disease and dental problems, including oral-
motor function difficulties; hypotonia; increased susceptibility to infections; a stronger
likelihood for blood disorders (leukaemia); hypothyroidism; disrupted sleep patterns and
sleep disorders including obstructive sleep apnoea; digestive problems (predisposed to
Celiac disease); likelihood of epilepsy; weight issues; atlantoaxial instability; and, speech
and language difficulties (Bull & the Committee on Genetics; 2011: 397-399).

Some children with DS may experience behavioural and emotional problems, including
anxiety, depression, and Attention Deficit Hyperactivity Disorder. They might also display
repetitive movements, aggression and certain strains of autism, psychosis, or social

withdrawal. Although they are not more likely to experience these problems, they are
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more likely to have difficulty coping with the problems in positive ways, especially during
adolescence (Goldberg-Stern, Strawsburg, Patterson & Hickey, 2001: 375). Healthy
friendships with peers support the emotional needs of children with DS, just as for typically
developing children. Their needs and emotions are no different as confirmed by Buckley
and Sacks (2002), and development, just like anyone else, is influenced by the quality of
care, education and social experiences offered to them. Buckley and Sacks (2002) point
out that puberty is reached at about the same age as any adolescents and that the
physical, social and emotional needs of all teenagers and adults should be addressed in
an age-appropriate manner.

Cuckle and Wilson (2002: 69) maintain that many adolescents with DS show significant
progress during their teenage years, becoming more independent, responsible and
applying what they have learned to activities that are deemed meaningful in their everyday
lives. However, participation in life in an age-appropriate way is often hampered for the
teenager with DS due to limited speech, language and cognitive skills. The limited
research on fathers of children with DS necessitated inclusion of a number of dated
citations in this chapter. The use of older sources also indicates the steady progress of

noteworthy literature spanning several decades of research in the field of DS research.

3.3. DOWN SYNDROME: BACKGROUND ON THE FATHERING EXPERIENCE

It all starts with a diagnosis. Historically, the birth of a differently abled child was viewed
as a tragedy. This view stigmatized the child as well as the entire family, according to
Orphan (2004: vii). Until as recent as one hundred years ago, institutionalization almost
without fail became the norm (Webber, 2011: 3-5). In contemporary times, children with
DS are almost always raised at home within a family environment (Braddock, Emerson,
Felce & Stancliffe (2001: 119). Despite a significant shift in parental (and societal)
acceptance, some medical professionals still perpetuate the stigmatization of disability,
with parents often reporting in research on unprofessional behaviour and advice from the
medical fraternity (Virji-Babul, Eichman & Duffield, 2004: 120).

From as early as the 1930’s parents of differently abled children have been advocating for
the rights of their children, and in 1961 The National Association for Down syndrome was
founded by a group of parents in Chicago. Limited external support and resources for
parents of children with DS led to the establishment of more and more informal parent

support groups which gradually became formalized and affiliated with larger organizations
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(National Down syndrome Society, 2012). Although first world countries offer state
assistance and support of well-established organizations, South African parents have to
rely on non-profit parent support organizations such as Down syndrome South Africa
(DSSA) and its affiliates.

Research on fathers of children with DS is limited. The methodological limitation of
grouping together children with various disabilities has made it difficult to draw
conclusions about the parental impact on families of children with DS from these
heterogeneous samples (Hodapp, 2007: 280; Hodapp & Ly, 2005: 199).

Parents who have a child with DS have reported a number of comparative advantages in
studies which compared families who have a child with DS to those who have a child
without a disability. Parents of a child with DS noted the following: they are less likely to
get divorced (Urbano & Hodapp, 2007: 272); their children are easier to raise (Marcovitch,
Goldberg, MacGregor & Lojkasek, 1987: 249); and parents experience greater satisfaction

with support from friends and community groups (Erickson & Upshur, 1989: 256).

Parents of children with DS and parents who have a child without disability have reported
the following similarities: similar levels of marital satisfaction (Van Riper et al, 1992;
Rodrigue et al, 1990: 376); they found no differences in stress levels (Stores, Stores,
Fellows & Buckley, 1998: 235); their families are just as cohesive, adaptable, and
communicative (Thomas & Olsen, 1993: 173); and they have similar levels of confidence
in their parenting skills (Rodrigue et al, 1990: 376; 1992: 260).

Parents of children with DS have also reported the following comparative disadvantages:
their children tend to have more behavioural problems (Gau, Chiu, Soong & Lee, 2008:
700); more time is spent on caregiving activities (Barnett & Boyce, 1995: 125); and some
parents experience more stress, anxiety, and depression (Gau et al, 2008: 701). Across
many studies, an increase in child behavioural problems was the most significant predictor
of parental stress, if existing (Bourke, Ricciardo & Bebbington, 2008: 324; Most & Fiddler,
2006: 510; Hodapp & Ly, 2005: 200).

However, lacking from all of these previous studies is the perspective of contemporary

fathers who have children with DS. In the next section we will look at what research in

this regard has delivered up to now.
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3.4. RESEARCH ON FATHERS OF CHILDREN WITH DOWN SYNDROME

3.4.1. Historical Perspectives

Much of the pre-2000 research was focussed on issues regarding the fathering
experience of a child with intellectual disability (ID) and in many cases included reference
to children with DS. Three major themes marked such research: the father’s response to
the diagnosis of his child with ID; the psychological adaptation of fathers of a child
diagnosed with ID; and, the father’s involvement in the child care of a child with ID. This
section tracks these major themes and as this involves historical perspectives, hence

includes many older references.

Father’s response to the diagnosis

According to Hornby (1995: 253), fathers encountered intense reactions to the initial
diagnosis. Murray, Sullivan, Brophy and Mailhot (1991: 225) revealed that fathers
experienced loss of expectations in relation to their role as father, and due to the
difference between their idealized and the actual fatherhood experience, they felt
challenged to accept this role. This finding was confirmed in later studies by King and
colleagues (2009: 59). Hornby (1995: 240) further maintained that fathers experienced
co-occurrence of both negative and positive emotions; that fathers faced existential
conflicts; and that fathers could experience personal growth through the process of

adapting to their new situation of being the father of a child diagnosed with ID.

Studies that followed on Hornby’s diagnosis response theme include findings by Bray,
Skelton, Ballard and Clarkson (1995: 174): fathers felt that much-valued life goals were
being disoriented and disrupted; along with a deep concern about their own capacity to
meet any long-term needs of their child. Subsequent research by Pelchat and colleagues
(1999: 394) confirmed this finding which also extended to the uncertainty of fathers
regarding their own ability to meet the emotional and practical needs of their child, as well
as the need of their families for emotional and practical support. Much later it would be
observed by MacDonald and Hastings (2010a: 488), that, while the father was doing his
level best to offer support to his family at this challenging time, his own needs were often

going completely unrecognized, leaving him feeling peripheral and marginalized.
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Psychological adaptation of fathers

The second theme of pre-2000 research focussed on the psychological adaptation to the
fathering role related to children with ID. Grant, Ramcharan, McGarth, Nolan and Keady
(1998: 58) noted two prevalent research approaches which governed this theme. The first
approach was based upon the assertion that the child’s diagnosis has a mainly negatively
impact on the family, and hence, research mainly focussed on issues related to parental
stress and depression. The second approach explored the psychological adaptation of
parents by framing research questions around acknowledgement of potential rewards and
positive experiences in raising a child with ID.

In comparative studies, Houser and Seligman (1991: 251, 252) distinguished no
significant difference with respect to levels of child-related stress between fathers of
typically developing children and fathers of children diagnosed with ID. However, their
findings indicated that fathers adopted different coping strategies, and in this regard,
fathers of children with ID tended to avert to distancing, escape-avoidance and positive

reassessment more frequently than fathers of typically developing children.

Grant et al (1998: 59) found that the fathering role typically presents new challenges,
marked by either possible positive or negative psychological outcomes for most fathers.
In this regard, challenges of fathers of differently abled children were related to the
father’'s individual experiences. Varying in intensity and nature, these challenges
reportedly included: a deliberate balancing act of work and family responsibilities;
association with complex service systems (such as health care providers, medical aids,
education systems, and so forth); the possible acquisition of diagnose-specific specialized
techniques in some cases (rare in diagnosis of DS without additional health issues); and,
adapting to best cope with the range and of stressors experienced as a father and a

husband.

In order to provide research evidence to either support or refute, Hornby (1995: 239-255)
undertook a quantitative study focussed specifically on fathers of children with DS to
investigate eight previous research assertions as set out below. The assertions are

numerically indicated as headings.
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1. Fathers’ adaptation to sons with DS not being as good as that with daughters:
A limited body of supportive research evidence was found to justify this assertion and
Hornby (1995: 247) concluded “that fathers’ adaptation to daughters with DS did not differ

significantly from their adaptation to sons.”

2. Fathers’ adaptation is related to the severity of the child’s disability:

A study by Wishart, Bidder and Gray (1980: 375) found that fathers experienced more
negative feelings and attitudes when their children were more severely handicapped,
while the study by Tavormina, Boll, Dunn, Luscomb and Taylor (1981: 130) were
concerned with the type of disability rather than the severity. Frey, Fewell and Vadasy
(1989a: 55) and Frey, Greenberg and Fewell (1989b: 247) found that fathers’ adjustment
was related to the ability levels of their children, specifically to their child’s competence
with communication. Hornby’s (1995: 247) research found that “fathers’ adaptation was
not related to the IQ levels, and therefore the severity of disability of their children with
DS.”

3. The stress experienced by fathers is related to the age of the child:
This assertion generated contradictory findings. For example, Cummings (1976: 252)
reported lower levels of stress in fathers of older children than fathers of younger children
with DS, whilst Gallagher, Beckman and Cross (1983: 17) found the opposite. A
subsequent study regarding the effect of children with disabilities on fathers and mothers
found that neither parent connected significant stress levels associated with the age of the
child with the diagnosis (Beckman, 1991: 593). However, this particular study related
higher stress scores to unemployed fathers as opposed to employed fathers; higher levels
of neuroticism amongst fathers with higher stress scores; and lower levels of marital
satisfaction amongst fathers with higher stress scores. According to Hornby (1995: 249),
these findings suggested that “stress experienced by fathers is related to their
employment status, their marital satisfaction and to personal variables, rather than to ages

of their disabled children.”

4, Fathers’ adaptation is related to their level of social support.
Brotherson, Turnbull, Summers and Turnbull (1986: 215) and Meyer (1986a: 230) found
that fathers’ adaptation related to the level of their social support, whilst Frey et al (1989a:
55) later found that the adjustment of the father was related to his satisfaction with social
support. Hornby (1995: 249) confirmed that fathers’ adaptation was not related to the

level of social support they received, but rather to their satisfaction of the support.
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5. Fathers’ adaptation is related to their personal characteristics:
Hornby’s study found a significant link between fathers’ adaptation and some aspects of
their personality characteristics. This indicated that fathers who had higher levels of
adaptation to their child with DS demonstrated low levels of neuroticism and high levels of
social desirability. It also found that fathers with higher levels of adaptation experienced

higher levels of marital satisfaction.

6. Social class, educational level and income are inversely related to the stress
experienced by fathers:

Lamb and Frodi (1983: 450) and later Meyer (1986 a, b) suggested that lower-class
parents were more adversely affected by the birth of a child with special needs than
middle and upper-class parents. However, Faber and Rowits (1986: 220) argued that
upper-class families experienced higher stress levels than lower-class families did in most
aspects of functioning. The findings by Hornby (1995: 250) supported the assertion that
perceived financial capacity and educational level were inversely related to the stress
which was experienced by fathers of children with DS. However, Hornby’s findings could

find support for Faber and Rowits that fathers’ stress related to their social class level.

7. Many fathers experience depression and/or personality difficulties:
Although earlier studies by Bristol and Gallagher (1986), as well as studies by Meyer
(1986a) and Brotherson et al (1986) supported the assertion that many fathers of
differently abled children experience depression and/or personality difficulties, later
research conducted by Bristol, Gallagher and Schopler (1988) found “that there were no
significant differences between such fathers and fathers of non-disabled children on a test
of depression.” This finding not only left the validity of such assertion open to doubt, but
also dismissed the outcome of a study supporting such a notion conducted earlier by
Cummings (1976). Hornby (1995: 251) pointed out that the latter was flawed by non-

representative samples of fathers as well as unjustified author conclusions.

8. Fathers of children with disabilities tend to experience considerable marital
distress and desert the family more frequently than the average:

Hornby’s study (1995: 251-252) dispelled the contention that fathers of children with DS

experience considerable marital distress and desert the family more frequently than the

average. A frequently cited study by Gath (1977) supported the notion of elevated rates

of marital difficulties and family breakdowns in families of children with DS compared to

families without such a challenge. However, Gath and Gumley (1984) and thereafter
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Hornby (1995) found no significant difference in marital satisfaction ratings between a

group of mothers with, and without, children with DS.

Hornby’s study (1995) drew the following tentative conclusions regarding the effects on
fathers of children with DS: in all probability the fathers’ adaptation is related to their
marital satisfaction, to the satisfaction level of social support they receive, and to their
personality characteristics, rather than the characteristics of their child; fathers do not
experience greater levels of marital difficulties or divorce, personality difficulties or
depression than other fathers. Although initially thought that the age of the child
influences the stress related aspects of the father experience, it transpires that the
experiences of these fathers is related to marital satisfaction, personality characteristics,
education level, employment status and perceived financial adequacy.

Fathers’ involvement with child care

Breslau, Salkever and Staruch (1982: 181) pointed out that literature prior to 2000
seemed to emphasize gender role differentiation among parents of children diagnosed
with ID. According to Deutsh, Lussier and Servis (1993: 1160), couples raising typically
developing children where the father plays a significant role in child care, showed more
relationship satisfaction and also more contentment with such an arrangement than
couples 