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DEFINITION OF TERMS

Human occupation — this term refers to “chunks of activity that are
personally meaningful and are named by the lexicon of the culture that

humans engage in” (Clark et al, 1891, p. 303)

Occupational motivation - occupations are engaged in because they
meet species-specific, survival or other higher level needs’ (Wilcock,
1998).

Occupations of fathering - refers to all the things fathers do when they
are “doing fathering” (Townsend, 1999, p. 58).

Health — The World Health Organization defines health as beinga “a
state of complete physical, mental and social well-being, not merely the

absence of disease or infirmity” (WHO, 1946).

Health context - this context is created by “...and lived by people in the
seftting of their everyday life.... Health is created by caring for oneself
and others, by being able to make decisions and have control over one's
life circumstances, and by ensuring that the society that one lives in
creates conditions that allow the attainment of health by all its members”
(Ottawa Charter,1986, p.iii-v).

Vital needs - this refers to basic needs that “are rooted in the

physiological organization of man, and result in eating, drinking and
sleeping. The satisfaction of vital needs serve to expose man to the
extending needs of his widening environment” (Du Toit, 1964, p.4).
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Relatedness - within phenomenology, this concept refers to

“... our relatedness to our fellowman that has the power either to make ,
the “‘world” — i.e. everything inherent or in contact with man, such as his
body, time and things either acceptable, and so “near”, as to be within
him, or, on the other hand unacceptable, in all its negative degrees, and
so remote, as to be entirely “without” or “outside” him” (Du Toit, 1964, p.
5).

Meaning — Du Toit (1964) emphasized that man’s primary meaning in
life lies in the quality of his relatedness to God or the transcendental.
She stressed that the “quality of man’s relationship with his God, and
that with his fellowman, are interdependent” (ibid, p5) and is “extended
or limited by the other” (ibid, p. 5). This definition gives meaning a
central position within occupation. It reflects the quality of the

relatedness between an individual and his adaptation contex.

Reflection — Du Toit (1964) distinguishes between a condition of pre-
reflection or general awareness and reflection or thinking that identifies

and categorizes.

Adaptation — this term refers to “an active response to a challenge in
the environment that is self-reinforcing and that becomes most effective
when it is organized subcortically as an unreflected habit” (Frank, 1996,
p. 47). it is the ability to engage with the environment in a personally-

meaningful and culturally-meaningful manner.

Occupational Adaptation — can be regarded as a normative
occupational process used throughout a person’s lifespan in order to
achieve mastery of occupational challenges (Schultz & Schade, 1992)
and to fulfill the purpose of one’s life (Du Toit, 1964). Adaptation is
achieved “through doing” (Frank, 1996). '



Occupational therapy - refers to a rehabilitation modality that by means
- of participation in meaningful (Frank, 1996} and purposeful occupation,
aims to restore to a client “. .an ability to participate in Life, and enabling
him to assume that degree of personal responsibility which his residual

physical and mental capacity permits” (Du Toit, 1964, p.7).

Human ecosystem - this refers to the range of activities and resources |
that are available at any one time (Frank, 1996). This includes the
quality of the interrelationships between individuals and these factors

and the manner in which they are organized.

Proxy occupations (Reseacher, 2002) - Frank (1996) intimated that it
was necessary to act on behalf of the client while the client was unable
to assume full responsibility. This may be a temporary, intermittent or
permanent requirement. Proxy occupations refer to the things
occupational therapists need to do to enable and empower the client to

engage in the next adaptive level.

Creative Ability - Du Toit (1970, p. 23), used this term to characterize
the individual “ by his ability to form a relational contact with people,
events and materials, and by his preparedness to function freely and
with originality at his maximum level of competence.” Creative ability
was manifested in a tangible or intangible product and reflected the level

of psychical development of the individual.
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ABSTRACT

This qualitative, phenomenological study describes fathers’ living with
HIV/IAIDS’ experience of occupational adaptation. Rich data was
gathered through unstructured interviews. The data was analyzed by
thematic analysis. The levels describing the fathers’ living with
HIV/AIDS' experience of occupational adaptation, emerged as adaptive
occupations and proxy occupations . The themes included The
crisis of living: you got nothing really in your hand; Disengaging
from the known: toe kon ek nie wegkyk nie- then I could not look
away; Engaging with the unknown: who will take care?
Reconfiguring fathering:/ can still be a father; Beyond fathering:
making a way. The fathers’ self identity became transformed from a
father living in poverty, to a father living with HIV/AIDS, to a person
who is an occupational being. These core adaptive occupations were
made within their personal-family context. In order to experience self-
realization, the fathers required the occupational therapist and ‘others’
to apply proxy occupations to prepare the next adaptive context namely,
the community and work contexts, for their occupational adaptation.
Implications of the findings are discussed with reference to father's living
with HIV/AIDS, policy makers, occupational scientists and occupational

therapists.
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CHAPTER 1: INTRODUCTION
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CHAPTER 1: INTRODUCTION

This qualitative resea.rch study utilizes knowledge about
HIV/AIDS, health and illness, human occupation and occupational
adaptation. Frank (1991) considered the iliness experience to be
a natural part of life that altered the human being, but still placed
the need to be regarded equal to other human beings as the

primary need. He expressed this succinctly when he said:

“ To understand what the rights of the ill mean, we must ask
what is required to produce one’s self as a human being. This
kind of production first requires care from others, and then it
requires time, space, basic comforts, and some level of aesthetic
choice. Ultimately it requires that the conditions of our lives enable
us to return to others something of the care we have received. All
this is necessary if we are to experience life rather than just
survive it. None of these rights should be anything special.” Frank
(1991, p. 120).

This study will explore and describe the chronic illness experience
of fathers living with HIV/AIDS and their perception of what they
need to produce themselves as human beings - through the

process of occupational adaptation.

1.1 _Developing the rationale for the study

The rationale for the study was developed by examining attitudes
towards iliness and attitudes towards people with the HIV/AIDS
illness to establish whether their conditions of living are equal to

persons living without ilinesses.



In addition, the literature review showed that there was an
absence in current occupational therapy literature ~ that deals
with HIV/AIDS in the South African context and that deals with
fathers, their phenomenological experience of the HIV/AIDS
iliness and its impact on their fathering occupations, in the

national and international contexts.

1.1.1Normalizing lliness

The World Health Organization (WHO) redefined health as being
inclusive of illness (WHO, 1986) thus, providing the impetus for
considering that individuals and populations with illnesses shared
the same rights as those without illnesses, to equal and healthy
living. WHO (2001) began considering other aspects of societal
living (other than medical conditions) such as negative attitudes
and lack of resources which prevented equal and healthy living
and were responsible for iliness or that augmented ilinesses. The
aim was to identify which conditions of living (or contexts)
contributed to or exacerbated health disorders. This view was in
opposition to the traditional view (Frank, 1991) that persons with
ilinesses are less valuable to society because they are unable to

participate in occupation and are economically unproductive.

In response to this negative view of persons with ilinesses or
limitations, whether temporary or permanent, the Disability
Movements throughout the world tasked themselves with bringing
the needs of persons with disabilities to the forefront of society in
order to reassert their right to equal and healthy living.



In the same manner, it is expected of health professionals and
health consumers in rehabilitation, to aésert the rights of persons
with acute and chronic illnesses (and those persons at risk for
these illnesses) to appropriate rehabilitation services to promote
their adaptation towards equal and healthy living. Pizzi (1990, p.
45) advocated for a change in thinking that demanded “that
people with HIV/AIDS are viewed as vital, functional, productive

and contributing members of society “.

1.1.2 The HIVIAIDS epidemic in South Africa

HIV/AIDS, in contrast with other epidemics is regarded as an
international pandemic because it continues to grow exponentially
in countries throughout the world. 71% of the global human
immuno-deficiency virus (HIV) and acquired immune deficiency
syndrome (AIDS) is found in sub-Saharan Africa (Mhalu, 2000).
The developing countries, such as South Africa, are considered to
be the most affected and 95% of all new infections (due to
heterosexual intercourse) are reported to occur there (ibid, 2000).
The same author reported that 70% of the new infections
occurred in sub-Saharan Africa. In Africa and sub-Saharan Africa,
the HIV retrovirus is reported to thrive because populations of
persons tend to be highly mobile, more than half of them live in
poverty, there is a high level of ignorance, women in comparison
with men have a low socioeconomic status, there is an existing
high prevalence of infections such as tuberculosis and sexually
transmitted diseases which facilitate HIV transmission or increase
the viral load, persons engage in unprotected sex and believe in
cultural taboos (Kriner, 1999 and Mhalu, 2000).



Furthermore, Mcoup (2000) reported that the full range of virus
types i.e. HIV-1 and HIV-2, with their subtypes, M, N, O are all
present in African countries. Thus the likelihood of becoming
infected is higher in the African countries. In addition, Karim &
Karim (2000) reported that in sub-Saharan Africa more women
compared to men were infected with HIV. This trend was being

observed throughout the world.

In South Africa, approximately 22,8% of the population are
infected with HIV while approximately 1,700 new infections occur
daily (Department of Health, 1999). The Medical Research
Council (M. R. C., 2001) reported that 40% of adult deaths in the
age range of 15 — 49 years in the year 2000 were due to
HIV/AIDS. Predictions are that the life expectancy of adults will
change from 65 years to 40 years by 2010 (ibid, 2001). Hence,
while the prevalence rate is high and the incidence rate is growing
daily, the mortality rate is predicted to accelerate by approximately
one generation of working-age adults within one decade Thus the
predictions are that many young persons will die from HIV/AIDS.
This trend can reverse the developmental gains made in
developing the skills of working persons and can contribute to
increasing poverty as a result of lack of income-generation and

increasing medical-related costs.

Another direct consequence is that large numbers of children will
be orphaned because their parents will die from HIV/AIDS.
According to the Department of Health (1998), by 2010 there will
be two million orphans living with grandparents, extended
families, foster homes or in institutions in South Africa. Shell
(2001) argued that a large number of children will also die as a
result of HIV/AIDS due to vertical or mother-to-child transmission
and that this trend would control the numbers of living orphans.



Because of the large mobile and migratory workforce in South °
Africa, men are particularly vulnerable to being infected by and to
infecting women with the HIV retrovirus. The unequal power
relations amongst African men and women, the cultural symbol of
a large number of children as representing a high self-worth,
general ignorance and existing cultural taboos make men
susceptible to reciprocal transrnission of HIV. This value system -
also makes women and children particularly vulnerable to HIV

infection.

HIV/AIDS is now recognized as a slow disease, with a duration of
7 = 10 years for adults after diagnosis (Ostrow et al, 1999). When
the first cases of AIDS were reported in the USA in June 1981,
AIDS was regarded as a terminal iliness because the continuum
of the course of HIV/AIDS was not yet recognized (Molineux,
1997). The Centre for Disease Control (ibid, 1997) classified the
four stages of HIV/AIDS in 1986. Stage 1 is regarded as the
acute infection stage; Stage 2 is seen as an a-symptomatic
stage; Stage 3, the individual becomes susceptible to enduring
opportunistic infections and Stage 4 is regarded as the terminal

stage of the disease.

During the same period, anti-retroviral drugs (ARV) that slowed
the growth of the HIV retrovirus in the body, were developed.
Nathanson (2000) in support of retroviral therapy, reported that
infected individuals were able to have a befter quality and quantity
of life when they used antiretroviral drugs. As a result of the |
possibility of a prolonged lifespan, HIV/AIDS gradually became
regarded as a chronic iliness (Rabkin & Fernando, 1997).
HIV/AIDS shares some similarities with other chronic ilinesses but

has some unique characteristics too.



The iliness is progressive and terminal and alters the individual's
state of health and changes the patterns of daily occupations

(Pizzi, 1990) as do other chronic, terminal illnesses. A discussion
about the unigue features of the HIV/AIDS iliness will be pursued

throughout the next sections.

1.1.3 Occupational engagement

Occupational engagement refers to conditions of living and doing
in which “...all essential sustenance and safety needs (are) met,
and of having physical, mental and social capacities maintained,
exercised and in balance” (Wilcock, 1998, p. 341), regardless of
one's illness status. These health-enhancing conditions can be
considered to be the occupational rights of all individuals or
occupational beings (Wilcock, 1993) in order to be able to
experience health. Wilcock (ibid) emphasized that when one of
these aspects is absent or unused or not in balance, the individual
(or population) may experience ill-health or develop health
disorders. | refer to these ilinesses as occupational disorders.
When an individual or population of persons lacks sustenance
needs and lives in a threatening environment they can be coerced
(inadvertently) into non-healthy occupations such as alcohol and
drug abuse or commercial sex behaviours. The latter behavior
may assist them with obtaining monies to buy their daily food for
themselves and their families. Thus this population of persons
“may engage in high-risk occupations‘ that enable survival but
promote ili-health because they are not health-enhancing. If one
considers that occupations “...are chunks of activity that are
personally meaningful and are named by the lexicon of the culture
that humans engage in (Clark et al, 1991 p. 303), then engaging
in high-risk occupations may not be meaningful, but a necessary
occupation for the poor, while they may be labeled as deviant

occupations within some societies.



Spencer etal (1996) referred to this occurrence as cultural
incongruence. Thus occupational disorders (Researcher, 2002)
may developt within enduring living conditions of poverty since the
opportunities to engage in health-enhancing occupations may be

limited in these circumstances (Wilcock, 1998).

Occupational disorders refer to health disorders developed from
the under-use the over-use, or imbalanced use of tr;e human
capacities. This includes the individual's physical, mental and
social capacities. Occupational deprivation occurs when an
individual has limited opportunities to engage in occupations. An
individual may suffer from occupational alienation when the
occupations he engages in are meaningless to him. Occupational
imbalance results when an individual's occupational patterns are
not balanced between the occupations that are necessary and
those that are meaningful and satisfying (ibid, 1998). Persons
living with illnesses also need to exercise their occupational
capacities and to adapt, but they may not have the opportunity or

resources to do so.

1.1.4 The occupational context

All occupations are performed within a context that includes other
persons, materials, objects, equipment (Du Toit, 1970), a
temporal and socio-cultural dimension (Nelson, 1988), as well as
the dimensions of spirituality and politico-economics (Kielhofner,
1897). Most importantly, every context has a phenomenological
dimension that is defined by a person living in a specific context
(O’'Connell, 1990). Therefore, each culture constructs its own
context that will reflect the dominant consensus of a group of

individuals (Frank, 1996) at a specific time.



Thus each culture decides which occupations are valued or
available or rewarded and to whom — the well or the ill. This
system may discriminate against individuals with specific ilinesses
by creating negative conditions for occupational engagement and

adaptation.

1.1.5 The process of health-promotion or occupational
adaptation

Health is considered to be an adaptive response made by a
person within a specific context (Law, 1998). Human occupation is
one means whereby humans achieve adaptation. This is referred
to as 6ccupational adaptation (Schkade & Schultz, 1992; Wilcock,
1998b). Health and the experience of wellbeing through
participation in occupation, requires both the capacity for
performance of everyday occupations and the opportunity to
engage in personal and culturally-meaningful occupations.

Frank (1996, p.47) definition of adaptation emphasized that
adaptation is not a conscious process and implied that adaptive
responses are learned through experience or engagement with
the occupational challenge. This view supports an active learning
and doing through occupation in order to adapt.

Schade and Schultz (1992) broadened the description of the
occupational challenge to include adaptation as a response to
challenges arisi'ng both internally and externally. For example the
occupational need for exercising and developing human capacity
as well as the need for adaptation may motivate human

engagement in occupation.



Du Toit (1964) stressed the importance of the ‘just right’
challenge in developing the adaptive capacity of the individual
through occupational engagement. She emphasized that adaptive
responses have developmental stages and that these required a
specific or a “ just right challenge” to correspond with the

individual's (or population’s) level of occupational development.

Although Du Toit's (1970) Theory of Creative Ability and adaptive
responses was applied initially to individual clientele within
occupational therapy, it is my opinion that this framework may be
extrapolated to apply to populations of persons experiencing
occupational disorders or who are at risk for occupational
disorders for example, people living with HIV/AIDS. The theory
views Man as a phenomenological being who applies social
agency with the therapeutic assistance of an occupational
therapist, to develop his adaptive responses and restore his ability
for participation in occupations. The main shortcorning of this
theory is that it assumes that social agency exists, namely equal
conditions for relating between an ill person and the therapist or
by extrapolation, between persons living with HIV/AIDS and their
adaptation contexts. The theory also assumes that growth and
recovery depend on the therapeutic environment that provides the
| right challenge and the right support and facilitation. By
extrapolation to the non-therapeutic environment, life challenges
presented by iliness may be too large and outside the range of the
adaptive capacity of the person with the HIV/AIDS. The existing
context may be unsupportive and hostile so that it discourages
occupational engagement towards recovery and adaptation.
Unequal power relations may disinhibit or prejudice
interrelationships so that the persons living with HIV/AIDS do not
have the opportunity to engage in the occupations necessary for
their adaptation.



The theory does provide useful guidelines for the quality of the
intervention (Du Toit, 1970, p. 7) or enablement (Stewart, 1994)
towards occupational adaptation. Perhaps these guidelines can
be extrapolated to apply to a normative situation with fathers living
with HIV/AIDS, in order to equalize the relations between them

and their adaptive contexts.

lliness disrupts occupational development and the engagement in
occupations either temporarily or permanently. The HIV/AIDS
illness may interrupt occupational engagement intermittently and
progressively depending on which stage of iliness the person is in,
his occupational capacity to adapt to the iliness and his relations
with the adaptation context.

Occupational scientists acknowledge that occupational responses
occur within “adaptive systems” (Clark, 1996, p. 48) that can
facilitate or compromise the dimensions mentioned previously.
Their unique contribution is their view of adaptive systems that are
considered to be dynamic, multi-dimensional and personally
constructed (ibid, p. 52). This means that adaptive systems are
constructed subjectively by individuals or populations, to fit their

particular circumstances.

Schade and Schultz (1992) recognized that occupational
adaptation is a process of reciprocation between an individual and
the occupational context. Their conceptual framework provides a
linear description of the internal process of adaptation and it omits
a description of the external adaptation process and the
interactive processes of adaptation. This study will contribute to
this knowledge by beginning with the identification of the
occupational and adaptive context from the perspective of the
participants.

10



1.2 The occupational context of HIVIAIDS

This section examines the pervasive attitudes, conditions of
relating and living for persons living with HIV/AIDS from the
perspectives of current literature and the researcher. Within the
South African context, the HIV/AIDS epidemic is located within a
social legacy of segregation, poverty and a lack of access to basic
services by the vast majority of the population (Taylor, 1998).
Proceéses of negotiation will therefore be needed to équa!ize
occupational opportunities for healthy living for persons at risk and
for persons living with HIV/AIDS (PLWHA).

1.2.1 Social Stigma

The HIV/AIDS illness is unique because the mode of transmission
carries a social taboo that reinforces social stigma (Kriner, 1999).
This, in addition to the existing negative opportunities for
engagement in occupation for persons with illnesses, augments
the challenges of occupational adaptation for persons living with
HIV/AIDS because access to opportunities for occupational
engagement and resources will depend on them disclosing their
HIV positive status. For example, in order to access the care
required, the person with HIV/AIDS needs to be tested and
identified as HIV positive, then he needs to communicate the
diagnosis to others to obtain the necessary medical and emotional
support. Alonzo and Reynolds (1995) reported that persons Iiving
with HIV/AIDS deal with a stigma trajectory that is dissimilar to
other ilinesses because the stages are unique to this illness and

the stigmatization endures throughout the iliness.

Thus disclosure during the course of the iliness (and accessing

care) will be weighed up carefully against the personal costs of

11



disclosing one’s status. Therefore, a necessary part of the illness

is managing the ongoing stigma for the duration of the illness.

The course of the HIV/AIDS iliness is also more unpredictable
than other chronic ilinesses and this can impede the working
aduit's economic productivity and affect the families’ living
standards or ability to survive because daily consistency in
production is an important criterion for working in the open labour
market. The South African Government introduced new labour
policy to prevent discrimination against persons with disabilities
and persons living with HIV/AIDS so that their applications for
employment and ability to retain existing employment were equal
to persons without disabilities and ilinesses (Employment Equity
Act, 1998). However, alternatives, such as part-time and session
work options are also needed in the formal sector to
accommodate fluctuating daily work performances. The clause of
‘reasonable accommodation’ in the workplace still requires
comprehensive definition and implementation. In addition, taking
up action against an employer for alleged discrimination requires
that one disclose one's HIV positive status privately and publicly.
This may be experienced as a greater threat than non-

employment.

1.2.2 Poverty and HIV/AIDS

Poverty and HIV/AIDS are closely inter-related because the
conditions of living in poverty may pre-empt high-risk occupational
behaviours such as drug abuse and commercial sex work, in

order for persons to survive from day to day (Kriner, 1999).
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Poor health conditions such as poor diet, no running water, poor
sanitation and low access to medical care, lowers the immunity to

associated ilinesses such as tuberculosis (ibid).

In response to 53% of the population of South Africans living in
poverty (Ekuseni Trust,1995), the first democratically-elected
government began a poverty restitution program in 1994 which
was aimed at providing the basic needs of the poor — including
housing, running water, improved sanitation, education and health
services. Through this equalization process, the opportunity would
be created for poor persons to have their sustenance needs met
and to engage in health-enhancing occupations. Non-
governmental organizations have continued to lobby for the rights
of poor persons living with HIV/AIDS to equal and healthy living.
NAPWA (National Association of People with AIDS) recognized
the lack of mediating factors such as access to healthy diets,
appropriate medicines such as anti-retroviral drugs and social
support structures for the poor. As a result, NAPWA has applied
pressure on the South African government to provide drug
treatment and social grants to poor people living with HIV/AIDS
(www.iafrica.com.news, February 11", 2002). The BIG campaign
(Basic Income Grant) was aimed at coercing the Minister of
Finance to introduce such a grant in his Budget Speech presented
to parliament on the 23 February 2002 but this was unsuccessful.
Poverty alleviation for 3% of the population of South Africa

continues to challenge all sectors of society.

1.2.3 Political 'responses to the HIV/AIDS epidemic

Political responses are not only in flux from day to day but are

moderated by ongoing pressure from national and international
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political movements with the main aim to provide affordable and
accessible drug treatment to all persons living with-HIV/AIDS in
South Africa. Not only does medical treatment provide hope for
living (and a reason for being tested), but by slowing the spread of
the HIV retro-virus, anti-retroviral therapy can arrest the
progression of the symptoms to AIDS (O’Connell, 1990).

The South African government introduced a National AIDS
Control Program to control the incidence of HIV/AIDS
(http://Iwww.hst.org.za/pphc/phila/chapo9.htm, 4 May, 2002). This

program focused on prevention through early education, mass

media cornmunications, making the access to barrier methods to
prevent sexually transmitted diseases, freely available and
providihg treatment for opportunistic infections. However, it is
difficult to monitor these preventative activities and to measure
their results. For example, it is reported that approximately 1,700
new infections occur every day in South Africa (National
Department of Health, 1899). In addition, these types of
interventions may be more effective within urban areas and semi-
urban areas where individuals have access to telecommunication,
health education and health provision. These preventative
measures may however, not reach the poor who represent 53% of
the South African population and who are most susceptible to
diseases (Ekuseni Trust, 1995).

1.2.4 Anti-retroviral therapy

Besides providing medical treatment for opportunistic infections,
the South African Government has set up 18 test sites throughout
the country where pregnant women who are HIV positive can
receive antiretroviral therapy (AZT) to prevent transmission of the
disease to their unborn babies. Private organizations such as the

Treatment Action Campaign are critical of this service because it
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TABLE 4

THEME 4: RECONFIGURING FATHERING: | CAN STILL BE A FATHER

CATEGORY 1

CATEGORY 2

CATEGORY 3

nothing really has changed

Everything has changed: voorheen was ek —
previously | was

i can still be a father

The father as sole breadwinner

The father as a role model

Fathers manage discipline

The father nurtures his partner daily
The father organizes the fami§y routines

The {athers dialogue with their partners on behalf of
the children

Changes in personality

Changes in the traditional provider role
Employment for the ill

Changes in type of occupation

Changed attitudes in the workplace

Making increasing life-threatening decisions

Increasing the buffer zone between the family and the
community

Decreasing opportunities fro engagement in paid and voluntary
work in the community

Appearing normal
Restoration of energy levels by taking medication
Improved family health practices

introducing health measures 1o prevent contagion within the
family

Increased family coheasion
Renewed hope to be productive

Renewed recognition of the value of engagement in occupation

Continuing fathering
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CHAPTER 4: THE FINDINGS

In this section | will provide background information about the
participants in order to contextualize the research findings.

Thereafter, | will present the data analysis.

4.1 Background information

Participant A

A is a very proud and sensitive male of thirty years who lives in
Retreét, with his partner aged twenty three years and their child.
Although he is primarily Xhosa-speaking, he can express himself
well in the English language. He is a polite and verbally succinct
~ person who is motivated to achieve economic success and "
independence in order to provide for his family. He struggles to
reconcile this need with his career ambitions for further learning
and training, and the needs of his ill body. A does freelance
photography at schools and this provides him with an irregular

and insufficient income.

He lives in a rented room with his family. His partner does not
work. Their main support system is A's parents. A is in stage 2 of
the iliness, and he had been on antiretroviral therapy for two
years at the time of the interview. His partner commenced with
antiretroviral therapy at the same Research Unit during the time of
our interviews. His family did not know about his or his partner's

HIV positive status.
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Participant J

J is a softly-spoken, thirty-five year old, proud Xhosa father. He
lives in Philippi with his wife and two children aged two and six
years. The family relocated to Cape Town from Beaufort West
about one year ago, after he was retrenched and was unable to
find alternative employment there. He has been unable to find
employment as a meter reader in Cape Town, and has applied to.
the Small Business Development organization for financial
assistance to develop a small home-based fruit, vegetable and
grocery business. His wife is unemployed and the family has
survived on his unemployment insurance monies that have since

dried up.

He was diagnosed with HIV/AIDS in May 2000 (10 months [.rior to
the interview) and was receiving counseling and tests at the
Research Unit in preparation for commencing with the clinical
trials. Although ‘J’ looked well phySicaHy, he was in stage 3 of the
illness. His wife and one family member had been informed of his
HIV positive status. J said that they spent a lot of time with their

extended family who lived nearby.

Participant G

G is a thirty-eight year old talkative and entertaining male, who
lives in a shack in a settlement in Somerset West. His wife is
twenty-six years old and they have two children aged two years

and six years.
He is ambivalent about fathering and working because he is

physically and emotionally frail. Despite this, he attempts to cope
with the daily demands of his day. He felt sad about his reduced
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and fluctuating capacity and his impoverished conditions of living.
He receives a state disability grant (R630.00 per month February,
2002) because he is too frail to work in the open labour market
and the family receives a child-care grant for the one child.
Previously J was a painter and a fisherman on ships based at
Saldanha Bay and spent most of his time away from home. Since
becoming ill with tuberculosis two'years prior to the interview, he
performed community work as representative of a local political
group. Both his wife and younger child are HIV positive. Because
his wife is also ill, he cares for the children and often needs to

complete the housework too.

His eldest child was attending a créche until J removed him
because of the constant teasing about his sick family. According
to the senior nursing sister at the Research Unit, G’s family has
rejected him since he disclosed his HIV positive status to them. G
is in stage 2 of the iliness and he had received anti-retroviral
therapy for a seven- month period at the time of the interview. G's
wife and younger child attend a Mother-to-Child Clinic for HIV
positive mothers and infants and they receive anti-retroviral

therapy too.

4.2 The findings

The following themes emerged from the analysis of the data.

Theme 1: The crisis of living - You got nothing really in your
hand

Theme 2: Disengaging from the known- Toe kon ek nie

wegkyk nie: Then | could not ignore it
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Theme 3: Engaging with the unknown: Who will take care?

Theme 4: Re-configuring fathering — Ek kan nog ‘n pa wees: /

can still be a father

Theme 5: Beyond fathering — making a way

Each theme is discussed in terms of its categories and sub-
categories. The participant’s quotes are presented in italics.
Original Afrikaans quotes are followed by the English translation

where applicable.

4.2.1 THEME 1: THE CRISIS OF LIVING: YOU GOT NOTHING
REALLY IN YOUR HAND

This theme describes what the conditions of living in poverty and
with HIVIAIDS is like for fathers. The expression “you got
nothing really in your hand” is to be taken literally because
without a basic income they felt that the ‘fathering hand’ could
offer the family nothing. Each day is characterized by an ongoing
struggle for survival. This struggle is enduring and is aggravated
by unemployment and the absence of financial alternatives that
could fulfill their basic needs. The onset of iliness augments the

crisis of survival for them.

4.2.1.1The crisis of living without

The participants shared all the things they needed but struggled
to obtain because the family did not have an income to provide for

their basic needs such as daily food, emergency healthcare and
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emergency medicines. The struggle for survival for them is about

living without having, without doing and without knowing.

Living without paid work

This category describes the condition of living without resources
needed for daily survival. Paid employment was the only viable
source of income for participants but they were unable to obtain
suitable employment. They felt that they were unable to continue
fathering if they could not provide a basic income for the family. A
said:

“For as a father to live with HIV/AIDS is...is not good
anymore ‘cause you struggle, specially if you don't...if you
don’t work and you both not working”

The problem is compounded if the partner is also not working or
unable to find work. When the partner is ill, the other partner
needs to care for him/her and the family. The caring may include

sick and well children.

G felt that it was necessary to have money to be a father and that
without money he was unable to provide for his family.

He said:

“Hoekom ek se dis baie hard uh...uh, ek kan nie werk vir my
kinders nie...as jy werk dan kyk jy jou familie...kyk...dis
hoekom as jy werk het jy geld, as jy nie geld het nie kan jy

nie na hulle kyk nie”

“Why | say it’s very hard uh...uh, | can’t work for my
children...if you work then you can look after your
family...see...that's why if you work you have money, if you

don’t have money then you can’t look after your family”
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Living without dignity

Because the fathers were unable to provide for their family’s basic
needs, they felt deprived of their dignity and this contributed to
feelings of despair, shame and alienation within the community. A

said:

“You tell yourself...l look like nothing on this world...you

rather maybe die”

Living without buying things the children desired

G expressed his sadness because he was unable to buy the
things his children desired. He said:

“...Ek kan nie uh goeters koop wat my kinders begeer nie

“{ can’t buy my children the things they desire”

Living without having money to pay for emergency

medicines and treatment

Living without a basic income also meant that a father was unable
to save his child from life-threatening situations because he was
unable to afford the required health services and medicines. The
father needed money for transport fares and to purchase

medicines.
“The child, if maybe he/she don’t got treatment...yes, maybe

can loose your child because you don’t know where to go
especially if you are not employed, yes...”
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A serious consequence of non-treatment was that children could
die. A’s youngest child suffered from epilepsy in addition to being
HIV positive. He had already contracted a number of opportunistic
infections. Two of the participants related how the children
frequently became ill during the night. In these situations they did
not have the necessary medicines for the children nor did they
have money for transport fares to an emergency hospital.

Living without meeting the social expectations

By being unable to provide for their family’s needs they felt unable
to meet the family’s and the community’s occupational
expectations of a father. G described this feeling of exclusion and

alienation.

“Dit laat my, dit laat my, dit laat my so uit die gemeenskap uit

voel...uh, ek het niks...die ander het iets”

“It makes me, it makes me, it makes me feel out of the

community...uh, | have nothing...the others have something”
Poverty and iliness became interlinked — the fathers had no

resources on which to draw and now they were unable to work
because suitable work was not available for them.

Living without hope

The double impact of the iliness and living in poverty was
demora!izihg for the fathers. A said:
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“..Because sometimes you loose faith, you loose hope,

when you are in this problem”

It was as if there is no way out for them when they “...are in this

problem”

Living without being able to support the body

Health professionals educate persons with HIV/AIDS to eat
healthily. However, the participants were unable to promote their
health (within the HIV/AIDS experience) by eating healthily
because they did not have the finances to do this.

“You don’t have money to buy healthy food...you try to get
things you can also support your body”

Living without knowing

The fathers felt that they did not have the necessary information
to be able to utilize resources, services and facilities. Because -
they were unable to be self-sufficient, they required external
assistance to be able to survive. Accessing this meant having
critical information available to them. For example, A did not know
where to obtain social assistance. He felt additionally stressed
because this critical information was unavailable to him. He said:

“Then also affect you because you stress a lot because you

don’t know whereto can you help yourself...where to go and
have help”
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Living without emotional support: the dilemma of disclosure

Participants were hesitant about disclosing their HIV positive
status to partners, family and friends because they feared being
rejected. However, both disclosure and non-disclosure could
cause them to loose the support and care that they required. A
said:

“What your...really problem is...is difficult to speak out”

A feared losing the family’s support completely.

“Sometimes you tell them (the family) because you trust
them and then after that they ignore you, they don’t even
want you to stay to be part of the family, let to be together in
their house, they just want to chase you away, make your
own way you see, they don’t want to come and comfort you”

Thus without having money and paid work and without critical
information to access resources to be able to provide for the
family, the participants felt that it was difficult to continue
fathering. They also felt ashamed about not being a breadwinner
ina community where the father is expected to be a provider.

4.2.1.2 The crisis of living with

~In this category the participants describe what the double crisis of
living in poverty and living with HIV/AIDS illness is like for them.
While striving to survive, they are required to deal with societal
attitudes of stigmatization and discrimination against persons with
HIV/AIDS. These negative attitudes precluded them having free
and equal access to resources that are available to persons

without ilinesses and persons who are not poor.
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Living with stigma

The participants experienced being blamed for their iliness and
ostracized because family and community members feared
becoming infected if they were in contact with an infected person. A
explained:

“They think maybe you choose to be but they don’t know
maybe where did you get affected”

G described how the community had labeled his family because
three out of four members were infected. Being identified as “the
sick family” was experienced by the family as being regarded as a
family that infects others. The community therefore felt very
threatened by the illness. By identifying them as the ill family, the
community was sending a clear message to everyone that the
illness was contagious. This meant that they needed to avoid
being in contact with the sick family. G explained:

“Hulle ken al vir ons, bekend in die gemeenskap..dies die

........ die is nou die siek familie”

“They recognize us, well-known in the community...the

...... this is the sick family”

Living with preoccupation and constant worrying

The inner resources are challenged to manage a preoccupation
with the iliness and the heightened uncertainty of living and
surviving. J described this feeling as:

“...Jy dink dat jy’s HIV positief...dit bly in jou gedagte”

“.you think about being HIV positive...it stays in you
thoughts”
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Another aspect of the preoccupation concerned the family. He
said:
“As ouer dink jy aan jou kinders en jy dink aan jou vrou, as jy

miskien moet sterwe en wat gaan gebeur met hulle”

“As parent you think about your children and you think about

your wife, and what will become of them if you die”

Living with other ill members in the family

The participants described how living was further complicated
when other family members were infected.
“Yes we did struggle long, a lot, because we had the child

and then also this child is leading the same situation”

4.2.1.3 The conilicting struggie of survival and iliness

The participants expressed that survival and development needs
conflicted with their iliness needs. It was difficult and frustrating for
them to balance the role of the well father and the role of the ill
father and this resulted in role conflict.

Needs of the sick father versus needs of the child

Being angry conflicted with being a good and loving father
especially if the child was ill. This was stressful for the sick father
because his role is to reprimand and guide the child. G described

this feeling of conflict:
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“Um, om pa te wees is baie hard vir my om pa te is, want die
kinder wat HIV het, en in my huis is daar baie vol stress; jy
raak gou kwaad, jy het ‘n kind in die huis en die kind vang
iets aan wat nie reg is nie dan...dan dit weerkaats by jou

siekte, um...jy moet liefde in ‘n huis..”

“Um, to be a father is very difficult for me because you have
a child with HIV and this makes the home full of stress; you
get angry quickly when the child does something
wrong...this conflicts with your iliness, um...there must be

fove in the home”

The need to rest versus the need to work

The participants experienced a conflict between the need to rest
the ill body and the energy required to perform paid work. A said:
“Your body also need to rest...to rest where you...you...you
got you receive more energy you see. Rest your mind, rest
your body...you see, because you got no energy to go on

with your work you see”

Random (any) paid work versus selective paid work

All the participants were prepared to perform any paid work.
However, A and G spoke about a growing realization that their

illness required them to be selective about their choice of work.
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Voluntary work versus no work

G desired to work outside his home even though it would be
unpaid work. He referred to this as voluntary-community work.
However, access to this type of work was denied to him by
community leaders who considered him to be too frail and ill to
work. This conflicted with his desire to be occupied outside the
home and to perform recognized community work.

“Die gemeenskap wil nie meer he ek moet werk daar nie,
maar ek voel ek kan nog werk in die gemeenskap en ek kan
iets doen...dit laat my meer gelukkig voel, as ek so sit, dit lat

my siek voel en siek raak”

“The community do not want me to work there, but | feel |
can still work and | can do something...this makes me feel
happier, instead of sitting, it makes me feel sick and |

become sicker”

4.2.2 THEME 2: DISENGAGING FROM THE KNOWN: TOE
KON EK NIE WEGKYK NIE-THEN | COULD NOT LOOK AWAY

Here the fathers describe their initial reactions to finding out about
their HIV positive status. Although their initial reactions were to
deny the diagnosis, they resisted this and started looking towards
confronting the impact of the diagnosis on their lives and their
family’s lives. They discussed their strategies for coping with the
devastating diagnosis. They described the dilemma of opposing
internal forces and how this coerced them into making decisions

between life and death.
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4.2.2.1 Choosing to know versus not knowing

Frequently, a positive diagnosis was made after a routine medical
examination for an enduring medical complaint. The participants
felt unprepared to deal with the impact of the diagnosis. Denial
and escape options were considered initially by two of the
participants while the third participant withdrew and became
preoccupied. J needed time to be alone. He said:

“Daars somtyds tye wat jy alleen wil wees en...en...en dan

dink jy aan dit, ja”

“There are times when you want to be alone and...and...and

then you think about it, yes”

Making sure

In this category the participants made an intentional shift towards
acknowledging their HIV/AIDS status. Two participants asked to
be retested immediately.

“Ek kon dit nie vat nie...ek...ek het gese dokter is verkeerd, U
moet weer bloed trek en dit oordoen...en hy het gese ek gaan
nie stry met jou nie, ons doen dit maar weer ‘n keer en
regtig...toe hy nou weer dit doen, kon ek nie wegkyk nie”

“I could not cope with it...l...1 told the doctor he is making a
mistake, he must draw blood again and retest me...and he
said he was not going to argue with me, that he would retest
my blood and really...after he retested it, | could no longer

deny it”
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Seeking information and knowledge

Having accepted the initial diagnosis, the participants sought
information about the iliness. One participant was fortunate to
have access to a counselor for post-diagnostic counseling. J
explained:

“ ..Ek kon dit nie eens aanvaar nie, ek het vrae gehad, wat
gaan ek nou doen en wat gaan met my gebeur en...maar ek
het ‘n counselor gekry en ek het dit aanvaar...”

“l could not accept it initially, | had questions, what am |
going to do now and what will happen to me and...but |
spoke to a counselor and | accepted it...”

Two participants were anxious about how debilitated they would
become in the terminal stage of the iliness and desired to see
what they would look like physically. A said: |

“I went out and go and do some research to get more
information, what is this you see, and then also my feeling |
want to see the person...the person who is HIV positive or

the person who is already got AIDS you see, ja”

4.2.2.2 Choosing to live versus choosing to die

The participants described different reactions to having their HIV
positive status confirmed medically. Two participant’'s considered
suicide immediately after the diagnosis was confirmed but
decided to live with the iliness instead. The third participant
considered committing family suicide when he continued to

struggle for acceptance within his community. A explained:
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“l went to the doctor and then he told me hey this is the
results about you...l get shock...l felt | can go home and kill
myself...but | didn’t do that”

4.2.2.3 Choosing to accept

After choosing to live rather than die, the fathers decided to
accept their iliness tentatively and to deal with some of the
immediate fears. One fear was the fear of potential partner
desertion and another fear was the fear of partners being infected
or becoming infected. In one instance, the participant received
vicarious acceptance after his partner tested HIV-positive. This
prevented a marital separation.

“Toe ek siek gewees het...die dokter praat met haar, ek is
siek ek het HIV, dat ek nie genees raak nie, toe’t sy baie...sy
was nie saam met my nie...sy wou my gelos het...nou is ons

gelukkig, ons altwee is nou siek”

“When | was ill...the doctor spoke to her, told her | am sick
with HIV, that | can’t be cured, then she...she did not support
me...she wanted to desert me...now we are happy, we are
both ill”

4.2.2.4 Choosing to tell versus concealing

This involved taking personal-emotional risks because society at
large discriminated against persons with HIV/AIDS. Choosing to
tell is an attempt by the participants to include significant others
into their new experience and to promote their acceptance and
support. This is done at the cost of potentially experiencing

rejection and discrimination.
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Dealing with a stigma trajectory

The decision to disclose one’s HIV positive status is difficult to
make because of the fears and prejudices surrounding the iliness,
within the immediate and broader society. Disclosure is also not a
once-off experience but is managed differently within the different
stages of the illness. The work of “telling” became one
participant’s real work. Disclosing is managed carefully and
selectively to reduce the high risks of rejection. Therefore, two
participants disclosed to partners initially while the third participant
disclosed to a supportive family member. These persons were
approached sensitively. J explained the sensitive approach:
“Wanneer jy die probleem dat...jy raak bekommered, hoe
gaan jy gehanteer word en uh hoe gaan die persoon dit ook
aanvaar, en dis dinge wat jy rerig, you must be sensitive en
uh, dis wat ek gedoen het”

“When you have this problem...you become worried, how are
you going to be handled and uh, how will the person accept
it, and these are the concerns, you must be sensitive and uh,
that’s what | did”

However, not telling also presented a personal threat.

“As ek nie dit vir my vrinne vertel nie, dan ander woorde ek
um ek...ek gaan later vir my wegsteek because ek is bang,
hulle gaan uitvind ek het die siek”

“If | don’t tell my friends, in other words | um I...I’'m going to

hide away because | am afraid that they will discover that |

have the illness”
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For J, being discovered was equated with being rejected. To
compensate for this he adopted the approach of telling everyone
about his HIV positive status. This fitted with his life ideal of
indiscriminate honesty and openness at all costs. At the tirhe of
the interview, the participants were staged essentially in the
asymptomatic stage of the iliness and their iliness was largely
invisible. This promoted the opportunity to engage support while
their physical condition was largely invisible and the illness was
not apparent.

4.2 3THEME 3: ENGAGING WITH THE UNKNOWN: WHO WILL
TAKE CARE? '

The fathers explored future concerns and options available to

themn within the new experience of the iliness. They experienced

many concerns.

4.2.3.1 Facing the unknown

This category alludes to the inner fears the participants described
about their future. It contained simultaneous fears about living and
surviving as well as fears about dying. The fathers feared both the
uncertainty and the certainty of dying. They feared dying because
they.were uncertain about how their families would cope without
them. J explained:

“Jy sit bekommerd want jy weet nie wat gaan more...wat

gaan gebeur nie en wat gaan gebeur met jou familie”

“You are worried because you do not know what
tomorrow...what will happen and what will happen to your

family”
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Facing fears about dying: burdening the family versus being
abandoned by them

The participants hoped not to become a burden to the farnily
when they became bedridden in the final stage of the iliness but
did not want to be abandoned by them either. They felt
ambivalent about needing to be cared for and about caring for
their families. They also felt ambiguous about the families and
friends’ loyalty towards persons that experienced a lengthy
illness. They were unsure whether their loyalty would endure for
the duration of their iliness. One participant had experienced
neglect from his family and friends while he was hospitalized for
the treatment of his tuberculosis. This experience made him
doubt whether his family and friends would continue to care for

him.

Facing fears about living: acceptance versus rejection

The fathers feared living without the acceptance of their families
and communities. J explained:
“Want ek het al gesien uh...mense wat weggestoot word van

hulle familie as hulle HIV positief is”

“Because | have seen uh...people that get rejected by their

family when they are HIV positive”
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Fears about being rejected by the community in which one

lived

The community in which one participant lived, had expressed their
fears of contagion towards G and his family and this reaction had

prompted him to consider leaving the community..

“Ek het al gevoel dat ek uit die gemeenskap uit gaan because
by hulle hoor ek van ‘julle het HIV, julle gaan ons aansteek’ ”

“I felt like leaving the community because | heard them
saying ‘you and your family have HIV, you are going to infect

us! 111

This experience was not the same for the other participants
because their communities did not know about their HIV positive
status. So they continued to receive the same level of care from
them. They chose not to tell persons in their communities

because they feared becoming rejected by them.

Dealing with despair

The ongoing struggle for care and acceptance also precipitated
thoughts about family suicide.

“As ‘n pa het ek net gevoel ek sal nie langer met die pyne nie
en die pyne is baie swaar vir my, toe het ek maar besluit ek
gaan maar ons familie almal self doodmaak”

“As a father | felt that | was unable to endure the pain for

fonger and the pain is very difficult for me, so | decided to kill

my own fémily myself”
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4.2.3.2 Grappling with dichotomies

The fathers experienced many fears about living with the illness.

These fears conflicted with each other.

Uncertain and limited time

- Time became limited but also uncertain and influenced the -

.. father’s choices about their future’'s and the futures of their. -

families. A was required to make instrumental decisions about. -

opting for career training or opting for paid work. He explained:

. “And then | even got the opportunity, the chances to do the . .- .

- studies...maybe I’'m gonna study for more than three years
and then | work for two years and then........ This rather
maybe try to go and find employment...try to see how [ can

- help myself you see’

Because A’s illness was terminal, he chose to be a good father by
getting a paid work and providing for his family instead of
developing a career path for himself. J also realized that his time -
was limited. This motivated him to use the given but uncertain
time limit to achieve his goals of his fathering and his life. The
uncertainty of time for the participants’ lives thus coerced them
into reflecting occupations. This enabled them to prioritize

options.

Honest work versus criminal activity

For the participants there were only two options to support their

families — honest work or engaging in criminal activities. This work
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alternative became a serious consideration because work was

scarce and being accepted for work when you had HIV/AIDS was

- difficult. A said:

“Sometimes you think okay, what can | do now...you see .

some other people...rob you see because they want to help: -~

themselves’

- Ambiguous community attitudes

.+ The community tended to overprotect an ill person from: - = .. -~

performing voluntary work. This conflicted with the participant’s

need for meaningful occupation. This was true for the one -

. participant because the community was aware of his physical . . -

r-frailty. J-explained:

“Ek vra hulle (gemeenskap) alles, dan se hulle nee ek kan nie -
- $0 baie werk nie ek is siek, dan se ek nee mm...dit maak-my
nog luier as ek so sit, ek wil iets doen dat ek net kan besig

isii

- “l ask them (community) for work, then they say no, | can’t
work because | am sick, then | say no mm...I become even
lazier when I just sit and do nothing. | want to do something

so that | can just be busy”

Ongoing contemplations about telling or concealing

Family support and support from friends was a vital resource for
continuing fathering, yet this was uncertain in all instances and
disclosure was therefore managed very selectively and in some

cases not a viable option. These considerations were ongoing

76



and were weighed up against the risks to the father and his family

if he disclosed his HIV positive status.

“No at the moment...1 didn’t tell my family...ja | didn’t told my -
-family. Even | don’t want somebody to go and tell my family -
now, | just want to keep it personally...because also I'm

scared maybe they can ignore me you see”

The fathers’ careful deliberations brought them to a realization
- that the conditions for living have changed. In order to continue, -
they required the ongoing acceptance and support of their :..

partners, immediate family and the community.

Fearing living without medical care

. The fathers feared the struggle of living with illness and being
unable to afford essential medical care for themselves and their -
children. A said: |

“Yes we did struggle ...a lot because we had the child and
then also this child is leading the same situation and then
sometime the child is get flu, sometime the child just get
special sickness you see and we have to take him to
doctors...go...sometimes sleep in the hospital because of
the child. The child if maybe he/she don’t got many

treatment...maybe can loose your child”

All these fears and uncertainties about living and dying caused
the fathers to feel unsure about the future. J said:
“Jy sit bekommerd want jy weet nie wat gaan more...wat

gaan gebeur nie en wat gaan gebeur met jou familie”
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“You are worried because you do not know what
tomorrow...what will happen and what will happen to your

family”

4.2.4 THEME 4: RECONFIGURING FATHERING: / CAN STILL
BE A FATHER T EEE

~ The fathers struggled to understand a complex duality: could-they : - -

still be fathers when they were unable to be the breadwinner and - - -

were going to die? Or if they continued their routine fathering. ~ - -
occupations, could they still be fathers to their children? The latter
perception implied that nothing had really changed for them: The .-

participants shared how they applied cognitive appraisals-on-a -

- -conscious level to establish that their fathering oceupations-had

‘remained the same. This refers to the fact that they-had made
occupational adaptations on a sub-conscious level and were . -
therefore unaware of having done so. On a conscious level they .
- were able to gauge that their fathering had remained unchanged.

Therefore, J concluded:

“Ons is maar nogsteeds dieselfde, ons doen dieselfde dinge

wat ons gedoen het en daar het niks verander regtig nie”

- “We are still the same, we do the same things that we did and

nothing really has changed”
This finding may also indicate that the fathers perceived their

primary role to be unchanged or independent of what they did or
did not do.
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4.2.4.1 “nothing really has changed”

Here the fathers described the fathering occupations that have

remained the same for them.

The father as sole breadwinner

The participants regarded provider occupations as the primary
occupation of fathers. So their main focus remained on planning
ways to obtain finances to provide for the families’ basic daily

needs.

The father as a role model

In addition the father set an example for the children to follow:
“Jy moet werk vir jou kinders om ‘n voorbeeld vir hulle te het

as hulle groot is, dan moet hulle werk...om te lewe”

“You must work in order to be a role model for your children
so that when they are adults, they also work...in order to

suyrvive”

This finding also implies that ‘pbverty-related behaviors’ may be
learned. J set an example by loving his children and ensuring
their happiness. The participants regarded fathers as heads of
households who needed to set health examples for the family.
“Ek is die vader in die huis. Omdat ons almal siek js, moet
ek eerste die pille drink dan moet hulle ook drink. As ek dit
nie gaan doen nie, gaan hullg dit cok nie drink nie’
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“I am the father of the home. Because we are all ill, | must
drink the medicine first, then they must also drink it, If | don’t . -

do it, then they will also not drink it”

- The enduring patriarchal influence is evident here.- .+ - . .-

Fathers:manage discipline

- Fathers were to be relied on for dealing with problems-and for > "

- disciplining the children. For J, this fathering occupation:was.. © - ... -~ . . -

regarded as unique to the father. He stated:

.. “Daar kom tye waar hulle...die kind rerig dik stem wil . v o o

hoor...wanneer..sy miskien verkeerd stap. Kyk die moederis. .

- daar.:.sy-sal maar net praat en dan...Wanneer die pa stem.. . -

dik gemaak het; staan sy terug en...sy...doen dit moes nie,” =

want die pa sal mos bietjie skrikkerig wees”

“There are times when they...the child really needs a stern .
voice...when she has done something wrong. Look the -
mother is there...but she will just talk and ...When the father
talks sternly, she stands back and...she...does not do it

again, because she is a little afraid of the father”

The father nurtures his partner daily

Another participant described the father’s nurturing occupations
towards his partner to include listening to her at the end of a day.
A said:

80



“You must also ask what is their day (um)...so that you know

that maybe your partner doesn’t stress”

The father organizes the family routines

The participants explained that the father organized and regulated
the daily and weekly routine of the family. Religious activities
formed part of the weekly evening routine for J. The fathers

collaborated with their partners around these routines.

The fathers dialogue with their partners on behalf of the

children

The participants discussed the need for them to dialogue with
their partners on behalf of the children sometimes as another
necessary fathering occupation. Negotiating involved persuading

the partner to give in to something the children wanted to do.

“ ..daar is tye wat sy nou voel sy wil nou nie gaan nie, maar
dan kom die kinders en hulle verlfang miskien nou die
ouma...Daddy praat met mammie dat ons ‘n bietjie loop kuier

by ouma”

“ ..there are times that she feels that she doesn’t want to go
out, but then the children come and they wish to visit
grandmom...Daddy speaks with mommy about visiting

grandmom “
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4.2.4.2 Everything has changed: voorheen was ek...:

previously | was...

Here the fathers described how fathering was different from the
father's ideal and how it had changed since the onset of the
illness. The fathers described the adaptations they had made in
relation to their fathering ideal and their iliness. At the same time
they were unaware of having made these adaptations that
enabled them to continue their fathering occupations. Thus they
said that “nothing has really changed” while simultaneously
describing that everything had changed. There were positive

and negative changes.

Changes in personality

G described experiencing changes in his mood and personality.

He said:
“Uh voorheen was ek, ek was gewillig om iets te doen, ek

was baie praterig, spelerig en nou is ek nie meer so nie”

“Uh previously | was eager to do things, | was talkative,

playful and now | am different”

Changes in the traditional provider role

The participants experienced most changes in relation to their
provider occupation. It was difficult to accept decreasing physical
capacity for formal work and this resulted in a negative self-
image. One father described this experience as follows:

82



“Ek was ‘n gesonde man gewees, hardwerkende man...soos
ek nou is, is ek nie meer so nie...ek kan nie werk nie en dit

laat my sleg voel...sleg...sleg”

“I was a healthy man, a hardworking man...but | am no
- longer...I cannot work and this makes me feel
bad...bad...bad”

G was ambiguous about his ability to work and his need to work.
The other fathers struggled to reconcile the necessity and social
expectation for providing for their families and the unavailability of

formal work or other financial alternatives.

Employment for the ill

The fathers were required to be selective about the work they
performed in order to match their fluctuating and decreased
capacity for work in the open labour market. They required regular
periods for resting and therefore needed to pace their wor_k

carefully to enable them to continue working.

Changes in type of occupation

Although stage 2 of the iliness is an asymptomatic stage, the
fathers experienced a reduction in their energy levels as well as
fluctuating energy levels. Thus their work capacity had changed
and they required less demanding work or strategies for doing
their work differently so as to conserve their energy. This included
having regular res{ periods because their endurance was lower.
A formal workplace did not provide this flexibility in method of

work or work routine. G discovered that his energy levels were
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best suited to ‘soft work' as opposed to manual work that he had

performed prior to his ijlness. |

Changed attitudes in the workplace

When applying for new work, participants experienced direct
discrimination as a result of fears of contagion in the workplace.

J explained:

“As hy kom uitvind, dan gat hy se jong, ek het nie meer werk
vir jou nie. Dit het al gebeur met my...omdat ek is...omdat hy

weet ek het HIV en hy is bang ons gat ook vir hom aansteek”

“If he finds out, then he will say um, | don’t have any work for
you. This has happened to me...because | am...because he

knew that | have HIV and he is afraid that we will infect him”

Despite all these work-related difficulties, the participants still
regarded themselves as the primary breadwinner of the family. It
was as if proof of good fathering was only acknowledged through
this provider role. So they continued to hold themselves
responsible for the financial welfare of their families, regardless of
whether this was obtained independently or through social
assistance. For example for G, this provider role included

arranging for social assistance and managing the family budget.

Making increasing life-threatening decisions

Fathers living with a partner with HIV/AIDS are also faced with
increasing life-threatening decisions. J, in order to save his child’s
life decided that the infant had to be breastfed by his HIV positive
mother because the infant refused to accept alternative feeding.
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The infant subsequently developed HIV. J described how this life-
threatening decision made him feel. |

“Dit was ‘n swaar besluit...toe’t ek net besluit nee man om
daai dinge, lat die kind maar aan die ma drink, maybe sal die

Vader besluit die kind gaan nie siek nie”

" “It was a difficult decision...then | decided no man for those
reasons, let the child drink from the mother, maybe the
Father will decide that the child will not become ill”

However, in the absence of available medication at the time of the
infant’s birth, this infant did become infected with the HIV virus.
(The anti-retroviral, Nevirapine, advocated for the prevention of
mother-to-child transmission, was approved by the High Court in
a counter-hearing in Pretoria on 11March, 2002. However, t..is
ruling is been challenged by the South African Government).

Increasing the buffer zone between the family and the

community

Within the family living with HIV/AIDS, the father assumed a more
active protective role within the community. In one instance, J
decided to remove his child from a school that did not control and
prevent direct teasing and discrimination about the fathers HIV-
positive status. This is his account:

“Uh, jou pa is siek en sulke goeters, ...ek gaan nie lat my
kind aanhou die dinge hoor nie...dis hoekom ek my kind
gestop het by die creche, hy moet maar by die huis bly”

“Uh, your father is sick and things like that...I'm not going to

allow my child to continue hearing these things...that is why



| stopped him from going to the créche, now he must stay at

home”

Thus the father responded by overprotecting the child and the
family from the negative attitudes and behaviours experienced
within the community. This response however, would serve to
isolate the family more within the community and deprive his child

of the right to education.

Decreasing opportunities for engagement in paid and

voluntary work in the community

J experienced direct exclusion within the community that
prevented him from engaging in paid and vbluntary work
occupations. This was the result of stigmatization and the
labeling of his family as “the sick family”. This created a negative
perception of the participant and his family as being infectious and
lazy. In this way the family became more alienated within the

community.

Appearing normal

In order to be allowed to participate within such a discriminatory
community, the fathers were expected to maintain an appearance
of normality by denying the true experience of their iliness. |

“Ja dis pynlik, ek lewe...ek is al gewoond aan die pyn...ek kla
nie meer nie...en loop nie inmekaar nie, wys vir ander mense,
dis why ek is soos ‘n gewone persoon, ek is al gewoond aan

die pyne”
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" “Yes, my life is painful...l am used to the pain...| don’t
complain any longer...and don’t walk around, showing other
people, that's why | am like a normal person, | am used to the

pain”

Restoration of eneray levels by taking medication

The fathers’ activity levels improved when they used anti-
retroviral drugs. This was perceived as a positive change.

J explained:

“Sodra ek die pille in my het...dan voel ek weer lus vir
lewe...ek werk by die huis en ek loop vee...vee by die huis,
ek werk in die garden ek...ek doen ‘n bietjie community werk

in die gemeenskap”

“When | take the medicine...then | feel enthusiastic about
life...l work at home and | sweep...sweep the home. | work in

the garden |...I1 do a little community work in the community”

Iimproved family health practices

The family health practices become directed to “support the
body”. This became a core motivation for A for gaining paid work
because it cost money to buy healthy foods to sustain his and the

family’s health,

J became more aware of his responsibility to ensure standards of
basic family hygiene. He said:

“Vir my as vader is dit...is dit my plig om te kyk vir
gesondheid in die huis. Gesondheid in die huis is goeie

kos...skoon klere, gesonde kos eet”
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“For me as a father...it is my responsibility to care for the
health in the home. Health in the home is good food...clean

clothes, eating healthy food”

roducing health measures to prevent contagion within the

e

in

mil

:

As a result of multiple-infections within one family, the father
introduced a separate health routine for those members who were
infected and those who were not infected. For example, the
infected members shared foods from the same plate and drank
from the same mug, while the member who was not infected was
required to use separate crockery.

“Die ene wat nou nie siek is nie, ek is baie versigtig dat hy
nie saam met ons moet eet uit een bord uit nie, maar ons wat
nou siek is, die drie in die huis ons eet saam ons d...drink

saam water”
“The one that is not sick, | am very careful that he doesn’t eat

from the same plate, but we three who are ill, we three eat

together we d...drink water together”

Increased family cohesion

The fathers experienced real and vicarious increases in family
cohesion as a result of their iliness. For example, G's family
was closer since other family members were also ill. Family
support contributed positively to real support. J said:

“Ja, ek is nou baie geheg...ja nou is ek baie geheg aan die
familie en so aan omdat hulle ook 100% langs my
staan...Dit maak ook dat jy positief lewe”
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“Yes, | am very attached...yes now | am very attached to my
family and so because they support me 100%...This makes

me live positively”

Renewed hope to be productive

By continuing with their fathering occupations, the participants
recognized that they could still be active and productive. J

exclaimed:
“Ja, daar is nog baie dinge wat ek kan doen”

“Yes, there are still many things | can do”

Renewed recognition of the value of engagement in

occupation

Although the fathers lived with iliness, they were aware of the
psychological value of engagement in occupation for themselves.
J claimed:

“Maar ek voel ek kan nog werk in die gemeenskap en ek kan
iets doen...dit laat my weer gelukkig voel, as ek so sit, lat my

siek voel en siek raak’”

“But | feel | can still work in the community and do
things...this makes me feel happy, rather than sitting, this
makes me feel sick and | become sick”

This finding has important implications for the value of occupation

for persons with ilinesses.



4.2.4.3 | can still be a father

After configuring the major changes that have taken place in their
lives, the fathers reach a point of realization or awareness that
they can continue to be fathers. J expressed this awareness.
“Dit voel vir my as ek...dit voel vir my ek voel groot en ek
voel gesond en ek kan nog iets doen. Ja ek kan nog pa wees

ja 3

“It feels to me as if...it feels to me, | feel important and | feel

well and | can still do things. Yes | can still be a father”

4.2.5 THEME 5: BEYOND FATHERING: MAKING A WAY

Emerging within the previous theme and the final theme is the
recognition of an extended identity that goes beyond living as
father with HIV/AIDS, to a person living as a human and
occupational being. The person is characterized by vulnerabilities
and needs. This implies a shift away from the father as
omnipotent and the sole provider, to a person who lives
interdependently. Thus the fathers described their active ways of
living with the illness and propose ways for others to assist them

to live with the iliness.

4.2.5.1 The things | can do

Here the fathers describe the things they can do that enable them

to live with the illness.



Fostering self-acceptance: / never know

A explained that his ignorance and lack of education about
HIV/AIDS had contributed to his HIV positive status.
“They (the family) think maybe you choose to be but they

don’t know maybe where did you get affected you see,

because as | grow up | never heard what is AIDS, what is HIV,

how you get affected with the HIV this disease, | never know”

Fostering an acceptable understanding of the iliness for

oneself

J fostered his self-acceptance and self-understanding by
separating HIV and AIDS into an “inner’ and “outer” ilines.
He explained:

“Die HIV is ‘n innerlike siek...is ‘n pynlike iets...jy kan sien
die persoon het AIDS, dis aansteeklik dis why dis ‘n uiterlike
pyn voel, jy kry sere en dit wys uit jy het AIDS...HIV jy kan
nog nie sien nie...dis ‘n binnerlike iets, pynlike iets, jy lyk

gesond maar jy siek binne in, ja”

“This HIV is an inner iliness...it's a painful thing...you can
see g berson who has AIDS, it's infectious and that is why
it's an outer pain feeling, you get sores and it shows that you
have AIDS...HIV you cannot see...it's an inner thing, painful
thing, you look well but you are ill inside, yes”

The inner iliness is perceived to be an invisible inner pain while
the outer illness is perceived to be contagious because it is
visible. By separating the illness in this manner, G rationalized
about the safety and acceptability of his iliness. Thus he

believed that he could not infect others. Society is generally



S .  § w g oo

more tolerant and sympathetic towards persons with non-
visible and non-infectious diseases. By assuming this view of
his iliness, G fostered a self-acceptance and attempted to elicit

acceptance for himself and his family within his community.

Fostering normality

The fathers participated in everyday occupations in order to feel
like an “ordinary person”. An ordinary person was perceived to

be pain-free, active and productive. Such a person was also

- acceptable to society. J explained:

“Hy’t so gemaak om...om nie vol pyne te wees nie, om dinge

te vergeet, om s00s ‘n gewone mens te voel”

“He did that to...to rid himself of pain, to forget his pain, in

order to feel like an ordinary person”

Participating in anti-retroviral therapy

The fathers realized that their longevity and feeling of well-being
(and normality) could be extended when they used anti-retroviral
drugs.

“Dit bedoel...ek bedoel daarby as ek nie my pille drink en
goed eet nie en na my kyk nie, dan gaan ek gou sterwe...die
pilie hou vir my nog aan die lewe, bou my body op en...die
pille lat ek reg voel, ek kry nie pyne nie”

“This means...what it means is that if | drink my pills and eat
healthily and take care of myself, then | won’t die soon...the
pills keep me alive, make me strong and...the pills make me

feel well, | don’t have pain”



For G the experience of pain was equated with something foreign
and abnormal. He experienced fluctuating pain throughout his
body continuously, although he did have some relief when he was
taking anti-retroviral drugs. G was more physically and

psychologically frail than the other fathers.

Sharing medicine-taking routines

G described experiencing increased family cohesion when the
family shared their medicine-taking routine. This was pertinent to
his family only because the experience of common iliness had
drawn his family together. In contrast, the other families had other

means of experiencing togetherness such as going out together.

Continuing with hobbies

There was the recognition of the importance of everyday, relaxing
occupations for de-stressing and distracting one’s preoccupation
with the iliness. A explained.

“If you...you like music...playing music as usually...don’t
change your hobbies...if you like to play soccer go and play
soccer, talk to people you see, don't focus that I’'m HIV and

I’'m gonna die...is the way how to get your rest, you see”

Talking to others

The fathers all emphasized how “talking to others” was a
necessary occupation to decrease their preoccupation with the

illness and to reduce their feelings of isolation. J said:



“Dan voel jy rerig beter...omdat jy nou gesels het...jy...jy sit
nie met die ding binne in jou nie en so ek glo dat die ‘sitting
with this thing’...om vir jou aan die gang te kry is dat jy moet

gesels en se hoe jy voel...dit met jou familie , ja”

“Then you really feel better...because you have
talked...you...you do not sit with this thing inside of you and
so | believe that sitting with this thing’...to help you recover

you must talk and say how you feel...with your family, yes”

Talking with supportive family and friends promoted feelings of
acceptance and this was important for the father. J explained:
“As ek met mense praat dan ek...ek kry lus vir die lewe.. jy
voel gesond en jy voel gelukkig ook omdat mense aanvaar

jou so en jy...jy voel better”
“When | talk with people then 1...I feel eager to live...you feel

well and you feel happy also because people accept you and

s0 you...you feel better”

Creating new working occupations

J created a new community work for himself by spending much
time with community members to provide them with information
about HIV/AIDS, to correct their misperceptions and allay their
fears of contagion. He spent time engaging leaders in the
community to support him when he experienced negative
reactions to his iliness. He referred to this spiritual work as:

“Ek bring die lig vir hulle”

“l bring the light to them”



Adjusting the fatherhood ideal

The fathers spent time adjusting their fatherhood ideal to fit the
circumstances of their iliness. The fatherhood ideal became
adjusted when the fathers realized that they were unable to work
in the formal sector because of their fluctuating work ability and
negative employer attitudes. Through this they discovered they
could still be fathers. J said;

“Ek glo dat ek kan nogsteeds my familie gelukkig maak en
gelukkig hou terwyl ek nog krag het”

“I believe that | can still make my family happy and keep
them happy as long as | have the stréngt "

Discovering new fathering occupations

J discovered a number of new fathering occupations through his
increased involvement with his family. He also learned to perform
additional household tasks to compensate for his partner’'s
decreased ability as a result of her illness condition. He learned to
differentiate between the needs of the infected and the un-
infected child: the infected child required critical caring while the
un-infected child required developmental caring. He claimed:

“En ek het..self die experience opgedoen dat die pa is ook

nodig om aan die kind te kyk”

“And l...learned by myself that a father is also necessary to
care for the child”
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Career plannin

The fathers re-engaged in planning their careers in order to
support their families once they had familiarized themselves with
the conditions for living with HIV/AIDS.

A continued his freelancing photography while training at a driving
school to obtain his license to become a taxi-driver. J planned his
future work around his home base. He had applied for a small
business loan to initiate a fruit and vegetable store at his home.
He said:

“Ons beoog om sommer dit voor die yard daar stand te maak
verkoop en so aan...dit voel goed want ek glo dat uh as ‘n pa

wil jy graag sien jou kinders is hier rondom jou”
“We plan just to in the front yard, place the stand and so

on...it feels good because | believe that a father enjoys

having his children around him”

4.2.5.2 The things others can do to make a way

The participants described the responsibility of the community in

facilitating their continued occupational adaptation.

Promoting public education

The fathers regarded it important for the community to share the
responsibility for dealing with HIV/AIDS by promoting public
education, providing support groups, making counselors available
and creating suitable working opportunities for all persons living
with HIV/AIDS.



Providing accurate information

The fathers stressed the need for accurate information about
HIV/AIDS to be communicated to correct mis-information and to

reduce cultural taboo.

Providing access to counselors and group sharing

They expressed their critical need for talking with a counselor or
within a support group. They needed to talk and be listened to.
Their enthusiastic participation in the group member-checking
interview was evidence of this need. At this meeting, the fathers
shared their intense feelings of guilt about contacting HIV/AIDS,
their fears about infecting their partners and their guilt about
participating in anti-retroviral therapy before their ill partners. This
new information was given in the presence of a group of men. |
surmised there were aspects of the HIV/AID illness experience
that were more easily shared within a group of fathers. Perhaps
the gender of the interviewer (being female) had inhibited the
description of some aspects of their illness experience.

Creating working opportunities

The participants required others to facilitate suitable employment
for them within the open labour market. Positive attitudes by
employers towards persons living with HIV/AIDS and reasonable

accommodation within workplaces, was necessary.
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4.2.5.3 Transcending fatherhood

This category describes the father’s realization of their
mortality and interdependence. Their hopes for living have
and dying had become specific.

Hoping to continue fathering

The fathers hoped to be able to continue their fathering
occupations and to attain self-realization before they died. Thus
they hoped to complete the work of fathering. J hoped to be able
to compiete his fathering work.

“Jy glo dis nou tyd om...om alles in te gooi vir jou familie en

um kyk dat dinge moet reg is”

“You believe that it's the time fo...to do your utmost to

ensure that everything is in place for the family”

The fathers also wished to enjoy an extended fatherhood.

“Die hoop is omdat ek wil sien my kinders groei

“The hope is to see my children grow up”
A hoped for healing and hoped not to die soon.

“The hope that one day maybe this thing is...can be healed

you see because you never know”
There was the hope to continue believing in oneself.
“Sometimes you loose faith, you loose hope when you are in

this problem...but we...you have to be strong”

There was also the hope to obtain paid employment.



“Yes, now | was busy doing my learner’s license, | thought
maybe if | can get a license, maybe 1 go doing driving job....ja

it gives me hope, that I'm gonna get a job as soon as | finish”

Accepting human mortality

In spite of their hopes, each father had reflected on their mortality
and wished to be remembered in a special way. These are their

expressed epitaphs.
Participant J

“En ek glo die pa bewys hom regtig dat um...dat hy wil die
rol speel as pa en die kinders moet gelukkig wees en die
vrou moet gelukkig wees”

“And | believe that the father proves himself that...that he

desires to play the fathering role when the children are happy
and the wife is happy”

Participant A
A desired to be known as an independent father: a person who
tried to “Help himself’

Participant G

G would be immortalized in a book. He explained: A

“Ek voel baie gelukkig...omdat sy ‘n boek skryf...vir ander

mense (se) wat ek is...dit is sy geskiedenis...hy’t dit gemaak




om nie vol pyne te wees nie...om dinge te vergeet om soos ‘n

gewone mens fe voel”

“I feel happy...becéuse she (another researcher) is writing a
book...that will tell others...this is his history...he did this to
alleviate his pain...to forget things, to feel like an ordinary

person”

The existential meaning of their fathering struggle has been
brought to their awareness. In the end the fathers viewed
themselves as interdependent occupational beings with
vulnerabilities and needs. However, this conflicted with their
primary motivation for occupational engagement which remained
framed within the role of provider to the family in order to be able

to meet the family’s basic needs’.
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CHAPTER 5: THE DISCUSSION




CHAPTER FIVE: DISCUSSION

5.1 The macro-context of fathering

In this section | identify the pertinent societal influences on the
occupational adaptation of fathers living with HIV/AIDS and
discuss their impact on the adaptive responses and occupations
the fathers engaged in.

5.1.1 The occupational challenge

The occupational challenge (Schkade & Schultz, 1992) that
confronted the father’s living with HIV/AIDS in this study was the
one of continued fathering. The findings indicated that fathering
as an occupation of living, is highly valued by the fathers in this
study. It is also highly valued by society historically (Lamb, 1987)
and presently (Barclay & Lupton, 1999). Within the traditional role
of provider, necessary expansions into nurturing and child-caring
roles has emanated from shifts towards fulfilling the need to
participate equally (to women) in these tasks (Hanson & Bozett,
1986). In the present study, the fathers were available to perform
these tasks because they were unemployed. They did not
therefore, have to leave home to perform paid work. It was also
necessary for them to do this in order to compensate for a
partner's unavailability due to incapacity from the HIV/AIDS

illness.
In this study social conditions of poverty and health conditions of

living with HIV/AIDS appeared to contribute to the fathers being
unabile to fulfill their maih instrumental role of breadwinner.
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A striking aspect of the study was of how the limitations of
resources impacted on the fathers ability to adapt ‘through doing’.
This was experienced as having ‘nothing’ (as expressed by a
participant) and therefore, not only being unable to live but also
unable to be the fathers they used to be or wished to be. Poverty
was not a primary issue of this study when it was commenced.
However, this study identified it as a pervading source of conflict
to living and to living as a father.

Consciously the fathers expressed their impotence when they did
not have the resources (internal and external) with which to adapt
and perform their fathering occupations. Internal resources
referred to health education and health and social network
information. External resources referred to finances, societal
attitudes, health and social services for the poor. It must be .oted
therefore, that the experience of fathering and the occupations of
fathering that are performed by fathers who have a different
experience of resources, may be different from the experience of

fathers without resources.

A major contribution to lack of financial resources for providing for
subsistence living, was high rates of unemployment, and the
experience of unsuitable work demands and discriminatory
employer attitudes. In spite of these obstacles, the fathers in this
study persisted with job seeking and career planning. One father
planned an adapted career path for himself to fit with his present
lack of finances. Another father restructured his work plans by
implementing plans for a home-based informal but paid work.
Another father survived with social assistance. It appears
therefore, that there is a close correlation not only in cause but in
the combined impact of poverty and HIV/AIDS for the fathers |
living with HIV/AIDS and who are poor. This diminished their
limited resources even more and placed additional strains on their

ability to adapt occupationally.
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It is clear that the fathers in this study still considered their primary
role to be the one of breadwinner, despite living in poverty and
with a chronic illness. This expectation was not buffered by
society despite labour legislation to prevent discriminating against
persons with disabilities or ilinesses. The only buffer available is a
disability grant obtained by a means test and this is available for |
the final stage of the HIV/AIDS iliness only. An emotional buffer
offered through legislation is the right to confidentiality and
voluntary disclosure of one’s HIV status by a person. However, as
indicated throughout the data analysis, not disclosing prevented
access to available resources and this increased the daily conflict
for the fathers who were trying to survive living critically in poverty
and with iliness. Perhaps by regarding the social stigma
(surrounding HIV/AIDS and poverty), as a socially-created barrier
to accessing available resources, alternative plans for accessing

resources and/or creating resources, could be made.

5.1.2 Occupational justice for fathers living with HIV/AIDS

In this study the fathers were constrained from doing the
occupations of fathering that were vital to their survival
(breadwinning occupations) and were constrained in their choices
of what they did and how they did it. Their critical and conflictual
conditions of living, unavailability of suitable work in the open
labour market and expected and experienced social stigma,
constrained these choices. They adapted by retreating from the
formal labour sector and planning informal paid and voluntary

work and accepting social assistance.

Society has created a paradox in terms of the expectation of the
father as the breadwinner when they are ill: they are
simultaneously released from the provider role and placed in the

patient role.
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However, in the absence of providing financial buffers for the ill,
society has not negated the expectation of the father as provider
for the family. This unsupportive legislation also negated the ‘
satisfaction that fathers experienced in performing compensatory
occupations of fathering because without financial alternatives,
they were still held responsible for providing for their families
independantly. This would serve to increase their conflict about
the need for a changing fathering role and performing different
occupations of fathering when the father is ill. The perception
created by a society that is dependant on finances to survive is
one that regards unpaid work as not valuabie to the ill person and
to society. Performing paid work however, enabled survival but at
the cost of becoming alienated from one’s occupational nature
because of an underfocus on meaningful occupational
engagement. Thus to survive one participant took up ‘any paid
work’. This work was not meaningful to him but it was important

for his survival and the survival of his family.

The legislative and labour systems by being unresponsive to the
changing health and survival needs’ of fathers, exonerated
themselves from their responsibility of caring for the ill and the
poor. These societal control mechanisms served to undervalue
and thereby neglect the occupational needs of fathers who are
poor and ill. In this manner society deprived them of opportunities
and conditions of living to promote their health such as outlined in
the Ottawa Charter (1986). By failing to create a health-promoting
context for fathers living in poverty and with HIV/AIDS, society
has failed in its moral obligation towards creating equal and fair
conditions for the attainment of health. This in turn could prevent
the fathers from becoming contributing members of society
because their life’s preoccupation will be on surviving survival. In
this manner the fathers may not be aware of, or may be
inattentive to the needs of his widening environment (Du Toit,
1964).
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This may limit their potential for self-realization as occupational
beings. This aspect fits the description of an occupational
disorder. In order to modify the occupational challenge for these
fathers, ﬁn:ancial buffers at least, will need to be put into place for
them.

5.1.3 Quality of life of fathers living with HIV/AIDS

Two fathers in this study were participating in clinical trials and
taking anti-retroviral medication (while the third participant was
being prepared to commence with medication during the
interviews). They described this positive experience on their
bodies and their living. Because taking the medication made them
feel well, this motivated them to engage in their fathering
occupations. For them, It made the difference between enjoying
doing, not doing or doing while feeling unwell. This findin‘g
suggests that anti-retroviral therapy for Stages 2 and 3 of the
iliness did promote satisfactory engagement with occupations with
fathering. By contributing to experiences of wellness, it improved
the quality of their lives. The South African Government’s health
focus for the HIV/AIDS epidemic remains, in contrast with these
findings and diverse lobbying efforts, on prevention through
vaccine development, mother-to-child preventative programs and
for victims of rape. Access to anti-retroviral drugs that are
reported to contribute to prolonged lifespan and improved quality
of life, is constrained to persons volunteering to participate in
clinical trials or those who are able to afford the drugs. This
legislation creates unequal and unfair opportunities for
engagement in occupation and creates the perception of an

uncaring and uncompassionate society.
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5.2 The micro-context of fathers living with HIV/AIDS

Given the scope and severity of the occupational challenge on
fathers living with HIV/AIDS, we need to ask if the fathers in this
study did adapt and how they adapted occupationally?

5.2.1 Model of occupational adaptation

A model of occupational adaptation was developed to illustrate
and describe the occupational adaptation experience of fathers
living with HIV/AIDS in this study. The model depicts the rhythm,
process and occupations of adaptation the fathers engaged in
while adapting to their iliness.

The model is based on the Model of Creative Ability (Du Toit,
1974) and incorporates concepts derived from the generic model
of occupational adaptation (Schade & Schultz, 1992), as well as
the view by Frank (1996, p. 48) of occupations as ‘chunks of
activities’ and adaptive responses ‘nestled’ within adaptive
systems. The model clearly depicts occupational adaptation
experience as a process of occupations enfolding within
occupations and core adaptive occupations are performed within
other core occupations. For example, the adaptive occupation of
‘disengaging from the known'’ is characterized essentially by
‘mobilizing occupations’ i.e. the things the fathers did to propel
themselves forward towards adaptation. The adaptive process 100
depicts I‘evels of adaptation upon levels of adaptation. For
example, the levels of the process of adaptation, specifically the
adaptive level of the personal-family context operating within the
next level of adaptation namely, the community and work
contexts. The Model of Occupational Adaptation derived from the
findings of this study is illustrated below.

106



Model of Occupational Adaptation

HIV/AIDS context for fathérs
living with HIV/Aids

5.Beyond fathering _ _ ——— Opiritual occupations

4. Reconfiguring ___ N _ & gy & Occupations of
fathering consolidation
3. Engaging with Y A e, . vV A O B Occupations of
the known exploration
2. Disengaging from _ __ __ N 4F. S 4 Mobilizing occupations
t nown
A
1. Thecrisisof living______ (V. JFSeu & Occupations of
inertia

B Rhythm of disequilibrium
EE Adaptive process
B Adaptive occupations
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5.2.2 The crisis of HIV/AID

This health crisis pervaded all the dimensions of living and
occupations of fathering for the fathers in this study. These
included the dimensions of spirituality, economics, health, work,
family life, community life, temporality, child-rearing and
relationships with partners. Some occupations of fathering were
stopped, others altered and some new ones were created.

The requirement of having resources, activities and flexible
routines available for adaptation (Frank, 1996), was met firstly
within the father's personal-family context. It was within this
context that they felt secure enough to disclose their HIV
positive status to a partner or close relative.

Within this context of established trust and confidentiality, the
fathers applied generic adaptive occupations to adapt to their
illness. These occupations appeared to coincide with the
- sequential development of creative ability. The model of
creative ability as outlined by Du Toit(1972) best described the
process the fathers used to engage with occupations of
fathering for adaptive purposes because it enabled me to
understand what resources and core adaptive occupations they
used and how they used them to be able to continue their
fathering trajectory.

What appears to distinguish this model from other models that
are demarcated with stages, for example the Kubler-Ross (cited
in Sue et al, 1990) stages of grieving, is that although the
occupations of adaptation appeared to develop sequentially,
this did not preclude a reversal to a precious level or to the
beginning of the sequence, whenever the father experienced a
daily crisis.

108



This implieé that occupational adaptation occurs in adaptive
loops to enable the father to manage a crisis. This also
suggests that the process and type of adaptive occupations
used may be generic to fathers in this study and to other

persons with a similar experience.

What was very apparent was their expressed inability to control
and influence the community and paid working contexts. So
although they adapted within their personal-family contexts
independently, they asked for assistance to negotiate their
engagement with the next important adaptive level, namely the

community and working contexts.

5.2.3 The rhythm of adaptation

The fathering experience for the fathers in this study was
characterized by a constant rhythm of disequilibrium. This
appeared to be the result of living critically in poverty and with
the HIV/AIDS iliness. It propelled daily living into an ongoing

state of emotional, physical and environmental flux.

Living with HIV/AIDS was a crisis superimposed on the crisis of
living in poverty (At the beginAhing of the study | was unaware
that the participants lived in poverty and that poverty would play
a major role in their ability to adapt occupationally, to the
HIV/AIDS iliness). These conditions of living conflicted with and
aggravated each other simultaneously. Decisions and choices
were two-fold and dichotomous only i.e. either/or, and were
weighed up carefully as they always held life and death
consequences. For example, accessing basic services to
ensure continued living, required disclosing one’s HIV/AID'S

status.
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However for the fathers, this may result in rejection of care and
prevent access to necessary services and paid working
opportunities. The fathers also needed to consider whether to
work or to rest. Working to earn a living would sustain their
need for daily food and shelter while resting (although required
by the sick body) did not.

The discourse of rhythmic disequilibrium as experienced by the
fathers throughout this level of occupational adaptation,
corresponded well with the second level in the development of
creative ability and adaptive responses, namely, the level of
self-differentiation (Du Toit, 1974).This refers to the level of
development in creative ability or the development of the ability
to engage with the environment and describes the
corresponding quality of that engagement with the environment.
At this level of self-differentiation the person is separating
himself from something else. For example, separating the

known from the unknown or the new from the old.

Throughout the fathering experience at this personal-family
level, the father was faced with two dichotomous choices of
which both had life-threatening consequences. The choice was
of having 'something’ or ‘nothing’ (as described by a participant)
or between living or dying. These choices conflicted with each
other and because they both had life and death consequences,
sustained the disequilibrium that the fathers in this study

experienced on a daily basis.

Furthermore, the fathering experience alternated between
periods of critical disequilibrium (for example when they
considered whether to commit suicide or not) to periods when

the disequilibrium became more rythmical.
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The adaptive occupations appeared to be nestled or fixed
within this level of self-differentiation in the development of
creative ability. So although they attained an experience of self-
realization towards the end of their experience with the crisis of
living with HIV/AIDS, they had made only tentative independent
attempts to participate with the broader community and working
contexts. To fully adapt within these contexts the fathers in this

study requested for others to assist them.

5.2.4 The constraint of social stigma on the adaptive

response

The social stigma surrounding HIV/AIDS constrained the
adaptive response by inhibiting the fathers’ engagement with
the environment. This threatened the existence of the fathering
experience because it stopped them from asking for assistance
from others, be it their immediate or extended families or

friends.

In order to maintain the status-quo the fathers needed to
engage in quasi-compensatory occupations such as deception,
and pretence by keeping up appearances. They pretended to
go to work and pretended to feel well to sustain the previously

“established support of family and the community.

Their experiences of disclosure were negative outside of the
immediate family. They experienced that they were accepted
or rejected depending on how well they disguised their true
feelings and working occupations. For example, they pretended
to be well fathers and they pretended to go to work in the
mornings —~while they were actually attending the Research
Unit.
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Because of the longevity of the illness and the enduring social
stigma trajectory that needed to be managed, this meant that
authentic fathering and authentic personhood was threatened.

In other words, they could not evolve their own fatherhood
identity but needed to conform to society’s prescription of
fathering. Over time, this would also make them susceptible to
occupational disorders because within an unchanging adaptive

~ context, the fathers may need to continue to engage in quasi-
compensatory occupations to the neglect of authentic or

meaningful occupational engagement.

5.2.5 The personal meaning of fathering

Central to the fathering experience for fathers living with
HIV/AIDS was the aim not only to continue being fathers but to
become their idealized fathers. Thus their occupational
adaptation was directed towards meeting this life goal (Larson,
1996). Fathering met their life’s purpose, made them feel
important and valued by their families and by their communities.

One participant expressed this sentiment succinctly:

“It feels to me as if...it feels to me, | feel important and |

feel well and | can still do things. Yes I can still be a father”

The fathers described their view of health and well-being — as
feeling well and important when they are still able to do things
i.e. to be occupational beings. Because it was affirming to be
acknowledged by society, the aim of being a father and
continuing to be a father ensured continued congruence with
and acknowledgement by others. Fathering was therefdre a
culturally important role and made the fathers in this study feel

important.
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The HIV/AIDS iliness (perceived by society as an unacceptable
disease) threatened continuing fathering because of increasing
incapacity and because the fathers in this study, needed
support during a prolonged chronic course of illness. The cost
of disclosure and potential support or rejection was weighed up
against the need to continue to feel important, valued and
supported. The loss of current acceptance was experienced as
a greater threat than uncertain support if one disclosed one’s
HIV positive status. So the participants chose not to tell or to tell

selectively.

5.2.5 The constrairit of role prescription

The data analysis indicated that fathers living with HIV/AIDS
considered their primary function to be the breadwinner of the
family. This attitude remained unchanged in spite of making
occupational adaptations in which their fathering occupations
became expanded and they realized their importance and
experienced satisfaction in doing them. Lamb (1986) recorded
that the conceptualization of the father as the main breadwinner
endured from the mid nineteenth century to present day.
According to the participants, they still experienced the main
function of fathering to be the provider. Therefore, modern
politico-economic influences that attempt to equalize gender
disparities in the workplace have not changed. The working
contexts and current legislation was found not to support the
changing role of the father (Hanson & Bozett, 1986).

Society therefore has continued to overvalue this function of the
father and simultaneously by not valuing unpaid work,

-~ demonstrates its devaluation of other fathering occupations.
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For example, the findings indicated that fathers did experience
satisfaction in performing additional fathering occupations such
as child-care and domestic tasks. In addition, the fathers
created alternative formal work (unpaid work) for themselves
such as religious instruction or psycho-education of the
immediate community. They managed to organize this work
around their child-care and domestic work. It appears therefore
that fixed societal attitudes supported by institutions and
legislation, prescribe the main role of the father and this
prevented fathers from expanding the range of their fathering
occupations and experiences because these were not

congruent with dominant societal values.

It is my perception that in spite of legislation aimed at equalizing
salaries and management positions between men and women
in the marketplace, market conditions have not accelerated to
fit this legislation yet. In this manner the fathers in this study
experienced being held responsible for the survival of their
families irrespective of whether they were poor or ill. Lamb
(1987) emphasized that this dominant patriarchal attitude had

persisted over the past one hundred and fifty years already.

5.2.8 The constraint on the development of creative abilitv and

adaptive responses.

I’ he fathers in this study experienced an occupational development
that was constrained within the second level of the development of
creative ability, namely, that of the level of self-differentiation.

This may suggest that living in combined conditions of iliness and
poverty precludes further development unless appropriate
interventions are made that facilitate access to the next adaptive

context.
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This places this population at high risk for experiencing
occupational disorders. This may also contribute towards ‘skewed’
development and an inability to attain full self-realization. In this
study, the fathers developed their occupational adaptation
responses perpendicularly to the usual course of parallel
development that is indicated in the model of creative ability. This
may imply that achieving self-fulfillment requires negotiation
through different adaptive contexts because the conditions for
engaging with adaptive contexts are not equal for all persons.
Therefore, it becomes necessary to facilitate these negotiations.
This required that proxy occupations be performed by someone in
order to create conditions of living that are conducive to
occupational adaptation for the fathers in this study, for the next

adaptive level, namely the community and working contexts.

5.3 Adaptive occupnations embedded within adaptive

occupations: process and response

The findings indicated that an integral aspect of the fathering
experience was that through daily and ordinary occupations,
they engaged in two types of generic adaptive occupations: the
one is process-based while the other is response-based
(adapted from Du Toit, 1974). These adaptation cycles

overlapped and were nestled within each other.

Spencer et al (1996) described the occupational adaptation
process as comprised of three components, namely
environmental occupational forms, personal occupational forms
and the processes of change that governs the interaction
between the two. These occupational forms or occupational
contexts and processes, shape and influence the occupations

that are performed (Nelson, 1988).
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Thus in this study, the experience of fathering was embedded
within a specific HIV/AIDS context that determined the
occupational forms and occupations of fathering. This
phenomenological context governed the conditions for |
occupational adaptation. The occupationai form is the result of
configurations of occupation that are specific to the fathers

living with HIV/AIDS. In this study these configurations were
generic adaptive occupations namely, process-based adaptive
occupations and response-based adaptive occupatibns.

The process-based adaptive occupations and their corresponding
response-based adaptive occupations are outlined as they unfolded
from the data analysis.

5.3.1 Adapting to the crisis of living — Occupations of inertia

Within this first adaptive occupation the crisis is brought about by
the strain of conflicting needs and the unavailability of the
resources needed for adapting to living in poverty and with a
chronic and life-threatening iliness. The crisis of living for the
fathers living with HIV/AIDS was about creating order out of the
emotional chaos and about finding the inner or outer resources to

be able to adapt to their new living conditions.

The catalyzing factor within this adaptive occupation is for persons
to attend to, become aware of and to feel secure (Du Toit, 1974).
The fathers achieved this covertly by continuing their familiar daily
routines and fathering occupations within the home setting. While
performing these occupations, their thoughts were preoccupied with
many present and future concerns. | refer to these thinking
occupations as occupations of inertia i.e. routine occupations that
offered space for ‘being-in-doing’ and reflecting (Wilcock, 1998).
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This adaptive context provided a holding function during which the
fathers were able to attain some internal equilibrium. This provided
the impetus to begin knowing about and responding to their new

lives.

Occupational adaptation was limited by the threat of rejection and
isolation by family and community members. Thus the fathers
‘needed to maintain acceptance and access to limited care by
concealing their daily pain and HIV positive status and pretending
to continue with normal occupations of fathering. It was possible to
conceal their iliness because during stage 2 and early stage 3 of
the iliness trajectory, the iliness was still largely invisible.
Unfortunately, by managing the stigma in this manner, the fathers
derlied their true experience of the iliness. Frank (1991, p71)
concluded that: "They deny that to be human is to be mortal, to
become ill and die". In taking on this position, the fathers colluded
with society and their negative view of persons with HIV/AIDS and

persons with illnesses.

In contrast, being accepted by society promoted authentic living
and adaptation, while the threat of rejection and further denial of
opportunities to earn a basic living, coerced the fathers into
applying quasi-compensatory occupations in order to maintain the
status-quo. For example to keep up appearances of normality, one
participant would leave home at the usual working time, in order to
attend the Research Unit. Appearing normal and living normally by
performing normal occupations of fathering became the baseline
from which to begin to explore their new identity as a father living
with HIV/AIDS.
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The initial phase of adapting to the crisis of living, entailed gaining
cognitive and emotional awareness of what it is like to live without
the things that are necessary for survival and iliness. The
dilemma of fathering was whether they could continue to be
fathers while being unable to be the sole breadwinners and being
able to provide for the families daily, sustenance and medical
needs. They described the internal struggle and preoccupation

with this issue as they continued to grapple with it.

The basic premise of adaptation is that a person has resources to
use to adapt. And adaptive capacity refers to the range of
resources and activities within a given socio-cultural context that a
person has at his disposal for adaptation purposes (Frank, 1996).
The fathers in this study were unemployed and did not have the
financial resources to cover their subsistence living nor their
medical emergencies. This reduced their adaptive capacity and
their choices for adaptation to life and death choices with life and
death consequences. For example, it was necessary consider
buying daily food as opposed to having transport money to travel

to the nearest clinic or hospital for treatment for a child.

Being poor was also associated with living without essential
information about resources that could assist their adaptation.
These conditions of living and adapting constrained their
interactions with their environment. This constrained their
autonomy and prevented them from assuming responsibility and
taking control of their iliness. In addition, it was more acceptable
to be regarded as a poor person than a person living with
HIV/AIDS because family support was ensured when one was
unemployed, but it was threatened when a person carried a

disease.
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In this study it was found that fathers continued to desire to fulfill
their fathering role, especially income-generating occupations.
This expectation to be independent providers was congruent with
societal values. However, society failed to support the basic
financial, medical and occupational needs’ of ill and poor persons
by not creating financial and occupational alternatives for them.

Due to the stigmatizing nature of their iliness, the fathers lived
without the acceptance, understanding and support of society at
large. This inhibited their interactions with the environment
because they risked increasing alienation if they disclosed their
HIV positive status. Deceptive relationships were established to
negotiate and control potential negative relationships and
rejection. These compensatory occupations aimed to maintain
pseudo-positive relations for adaptive purposes. Without theca,
the father's role in the community and within the family, risked
becoming threatened or extinct. Thus the social stigma -
surrounding HIV/AIDS disease endangered their occupational
adaptation towards continued fathering.

Because the fathers regarded their primary role as a provider and
breadwinner, the need to fulfill this fathering occupation remained
unchanged. In fact, it was reinforced with the onset of the iliness,
because it highlighted their basic need to care for their sick bodies
and to prevent them from dying. Some of the despair they
experienced was in their inability to generate income for the
family’'s survival and medical needs. They adapted to this
situation by eating sparsely and unhealthily. They withheld
information about their HIV positive status from family and friends,
in order to be able to continue to receive their emotional and

material support.
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Besides using ongoing survival occupational adaptations to meet
their needs for food, shelter and medicines, the participants
wished to enlist material help from other sources, but did not have
the necessary information to do so. This finding suggests that
adaptation may depend on internal resources that enable the
person to source the information for themselves. In this study the
fathers lived without information about available resources and

this perhaps compromised their occupational adaptation.

The fathering experience included making sacrifices by hiding
one’s authentic self. This set up conditions for acceptance,
inclusion and positive relations. For the fathers, access to
emotional care and acceptance within the family and
community was obtained at the personal cost of pretending that
they were normal and were not ill. Frank (1991, p68) described
this process as one in which " we make our 'best deal' of
behavior to get what we need". In other words, the participants
had reflected on what they would lose if they disclosed their
HIV positive status. This created a double constraint because
medical resources (access to anti-retroviral therapy for these
fathers) was available only when the father made an admission
about his HIV positive status. Family support was uncertain in
light of the pervading fears of contagion. Community support
was not possible because of current negative attitudes towards
persons living with HIV/AIDS. In essence the inner and outer
resources to manage adaptation were minimal and placed
these fathers and their families in circumstances that daily
threatened their existence. Fathering within this HIV/AIDS and
poverty context was a daily struggle to make ends meet and to
survive daily medical crisis. The fathers became preoccupied
with their concerns and spent much time ‘thinking’ (as

described by a participant).
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The struggle of daily living with the iliness augmented the
father's feelings of social isolation and feelings of hopelessness
because they felt they did not have the resources needed for
adaptation. In order to be able to continue their occupations of
fathering, the father's applied real compensatory and quasi-
compensatory occupations to be able to control and maintain
the support they had from their families and communities. This
was their strategy to retain their autonomy. In this process they
sacrificed authentic living and relating for attitudes of
acceptance and inclusion.

5.3.2 Adapting by disengaging from the known — Mobilizing
occupations

Within this adaptive occupation the fathers engaged with the

unknown, namely the new iliness. The purpose was to separate
themselves from their crisis in order to adapt. | have referred to
these adaptive occupations as mobilizing occupations because

they required active engagement with the environment.

The fathers adapted to the unknown by obtaining information |
about the unknown: they sought to have their diagnosis
confirmed and to know about their iliness. They did this by
making contact with the public medical system that was at their
disposal. After having their diagnosis confirmed they
immediately wished to engage in self-destructive actions.
However, they resisted this and chose to familiarize themselves
with living with the illness tentatively. Thus they decided to live,
to know, and to accept the iliness. The occupations here are
characterized by a doing in order to gain vital resources that

can extend their choices for adaptation.
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The doing by the father is important here because it stimulates
a “concept of self as handler: 'l ....it" (Du Toit, 1974). In this

sense the father regained some of his self- agency.

Needing to be accepted unconditionally at this stage, but
having difficulty dealing with the anxiety that the knowledge of
the HIV positive status had induced, elicited telling the first
person (usually the partner) impulsively. However for one
participant, telling his sister first enabled him to plan and
prepare for telling his partner about his HIV positive status. This
enabled him to approach her sensitively.

5.3.3 Adapting by engaging with the unknown -
Occupations of exploration

In order to disengage from the known the fathers needed to
engage with the unknown by beginning to discover or enquire
about living with iliness. Du Toit (1974, p. 67) said “itis
necessary to know about, in order to make". Thus they began
to explore what living with HIV/AIDS is about. | refer to these
occupations as occupations of exploration.

Because their anxiety was still experienced as fear or anger,
they began to explore their fears about living and dying with this
iliness. The experience of learning about the implications of
their illness required that the nature of their enquiries be as
broad and in-depth as possible. This would strengthen their
tentative sense of security about living with HIV/AIDS.

The occupations applied to achieve this goal were self-
reflection, formal discussion with health professionals, and
informal conversation (talking and listening) with selective
family and friends.
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These selective information-gathering and interactional
occupations enabled them to assess the likelihood for positive
approach behaviors and acceptance and inclusion within the
community. To be rejected by the community was considered to
be a life-threat to their continuing fathering experience.

The occupational nature of their adaptations here, although
exploratory, included solitary and contemplative activities
because of the constraints placed on them by the social stigma
associated with the disease. Alone, the fathers reflected on the
implications that living with this iliness had for their future and
the future of their family. As a result, the fathers experienced
renewed disequilibrium as they faced conflicting and
dichotbmous fears about living and dying with HIV/AIDS. They
engaged in negative adaptations such as concealing their HIV
positive status in order to achieve the long-term outcome of
acceptance (Larson, 1998). Normality was maintained by
keeping to temporal routines within the family-related activities.
It was also maintained by regular job-seeking and peer
discussions about negative job experiences.

5.3.4 Adapting by reconfiquring fathering — Occupations of
consolidation

Here the fathers realigned their adaptations with their fathering
trajectory. They did this by re-configuring their fathering. | refer
to these occupations as occupations of consolidation because
they integrated old occupations of fathering with new ones.
Through adapting while doing, namely, continuing with their
familiar fathering occupations but engaging with new fathering
occupations, they re-configure that they can continue fathering.
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These adaptations were performed on a pre-conscious level
(Frank, 1996) so that the fathers described that nothing had
changed when in fact everything had changed. During this
adaptive occupation, the father's new identity as a father living
with HIV/AIDS became consolidated.

Here adaptations were made constantly to deal with the
conditions of living in physical, emotional and occupational flux.
So although the fathers gained experience of new fathering
occupations, their range of experiences was constrained by the
internal conditions of living in flux, for example, the experience
of fluctuating pain. This would have an inhibiting influence on
their ability to participate in occupations and may deprive them
of engaging in occupations of fathering because of reduced and
fluctuating capacity. In addition, the fathers reported performing
additional occupations to compensate for the ill partner’s
fluctuating and reduced capacity. This compensatory trend
fitted well with the modern view of parenting (Barclay & Lupton,
1989). This adaptive occupation entailed a focus on doing
occupations in order to restore the fathering trajectory so that -
they could become the fathers they wanted to be.

Through the acquisition of self-practiced new skills they realized
they could still be fathers. This contributed to a new awareness
that they could continue to be fathers. At this stage of
adaptation, the fathers experience the parameters for living as
a father with HIV/AIDS. For example they began to realize that
their time was limited and uncertain. They also began to
understand the personal sacrifice of denial they needed to
make, in order to continue receiving acceptance from their
families and communities. Thus they had established the norms
for living as a father with HIV/AIDS. This knowledge was
important for further adaptation.
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The findings of this study indicated that fathers living with
HIV/AIDS were engaged with all three dimensions of
occupation, namely doing, being and becoming (Wilcock,
1998). They identified fathering occupations as those pertaining
to providing financial, physical and emotional support to their
children and partners. Of these occupations the breadwinning
aspect was the primary one. During the interviews they
described their engagement with contemplative, relaxing and
meaning-creation occupations: these enabled them to adapt to
their iliness and to continue fathering. However, they were
unaware of having done so. Frank (1996) supported the view

that effective adaptation occurred on a sub-conscious level.

5.3.5 Adapting beyond fathering — Spiritual occupations

Within this adaptive occupation, the fathers described the
internal and external adaptations that were necessary to
sustain and promote their fathering trajectory. They referred to
internal adaptations as the things they could do and to external
adaptations as the things others could do. Both were regarded

as necessary t& further occupational adaptation.

In addition, the iliness allowed them to engage in meaning-
creation occupations or spiritual occupations. Through
reflection, they considered who they were and what they could
become. This facilitated a level of self-acceptance and gave
them hope to become the fathers and also the persons they
wished to be. Hence, their identity as an occupational being
had emerged. There appeared a subconscious
acknowledgment of their human frailty and their identity as
occupational beings. Through these occupations, they reached

an understanding about their mortality and their limitations.
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Because they experienced the ongoing need to provide
financially for the family, paid working occupations formed the
core occupation within the fathering experience for them. It
became more so when living with the HIV/AIDS illness because
medical needs were acute and critical and involved additional
family members including children. However, the fathers felt
unable to access the working contexts because they would be
discriminated against and because they required selective-type
work to suit their physical abilities and the formal labour market
did not accommodate these needs. By being unable to work or
being unsuited to work in the open labour market, they felt they
had nothing to contribute to their children and families.

The fathers in this study required support and the experience of
sameness with similar others to reduce their amiiety about their
illness for example, counseling or support group's. This was
evident from the positive response made within the group
member- checking interview. The fathers expressed the critical
need to give and receive support within a support group. This
resource was available to them but it was not accessible
because they could not afford the transport fees to the venue
where the support group was held.

They also regarded their personal experiences as valuable and
felt that these, when shared, could contribute to facilitating
adaptation for others. The adaptive impact of participation in
such a group would serve to increase the father's self-esteem
so that they could be encouraged to engage in the next level of
adaptation, namely the community and work contexts.
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5.4 Proxy occupations

| refer to these occupations as those that another person or the
occupational therapist needs to engage in, in partnership with
the client until the client “can gain more control in his or her
environment” (Frank, 1996, p. 50). Metaphorically, it can be
aligned to as ‘building bridges’ towards occupational adaptation

and self-realization.

lliness by its very nature places a person in compromising
relations with medical resources because they are assumed to
‘know best'. lll persons are usually released from their working
and cultural responsibilities. Surviving the iliness is all-important
and frequently, regarded as proof of ‘worthiness’ and
justification for re-entering the labour market and re-joining
cultural activities. Chronic iliness however, frequently precludes
a re-entry to the system of paid work.

Therefore, is it reasonable to expect poor persons living in a
developing country, who have no financial buffers, to continue
providing independantly for their basic needs? Furthermore, we
need to ask if, and how the chronically ill person and the father
living with HIV/AIDS can experience health and well-being? In
order to advocate for social and occupational justice, it appears
that the occupational therapist needs to engage in proxy
occupations. These will facilitate the access within the next,
pertinent adaptive system for the client. The findings of the
study also indicated that performing proxy occupations may
become the bridge to further development of creative ability and

self-realization.
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In other words, although the fathers in this study directed their
own growth and competence as fathers in the personal-family
context, they were not able to continue fathering within the next
adaptive level (Community and working contexts) without the
assistance of someone performing proxy occupations for them.

In this study, the father's occupational adaptation was
constrained within the second level of creative ability, namely
that of self-differentiation (Du Toit, 1974).

The findings of this study appear to suggest that occupational
adaptation may progress in adaptation loops with each loop
representing a step in the continuum of occupational adaptation
for a person. Frank (1996) referred to this phenomenon as
"nestings" of adaptive systems. Thus the fathers' living with
HIV/AIDS first attended to adapting within their immediate and
personal context. Thereafter, they recognized the need to
attend to adaptation within a broader or outer context, namely
in relation to their extended families, communities and lastly,
the working context. To enter these potential adaptive systems
however, they requested the assistance of "others" or outside
agencies. These agencies would serve the purpose of acting as
surrogates or proxies on behalf of the fathers living with
HIV/AIDS (Frank, 1996). Their aim would be to empower
persons to enter these systems. | refer to these occupations as
proxy occupations. When father’s living with HIV/AIDS
experience such disempowerment, it calls for a person or
organization to act as proxy on behalf of them. This requires the
availability of an outside agency and it requires having access
to one. The role of the outside agency is to modify and facilitate
the adaptation context so that it matches the father's current
adaptive capacity. in other words the occupational challenge
becomes modified to fit the father’'s adaptive capacity.
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This view is congruent with the prescribed role and sequel of
actions required of the occupational therapist practicing within
the Model of Creative Ability framework (Du Toit, 1964). In this
model the occupational therapist is required to establish safe,
secure and appropriate adaptation contexts for occupational
adaptation. Pizzi (1990 p. 200) in recognition of this specific
role of the occupational therapist stated: "Occupational therapy
can become the role model for the creation of safe and secure
environments in which persons with HIV can live, work and
function”. The findings suggests that further occupational
adaptation for the fathers living with HIV/AIDS is dependant
upon another person pre-ermpting their continued occupational

adaptation by performing proxy occupations.

In addition, the data analysis suggests that with each new crisis
the person would re-enter the adaptation loops from the
beginning and proceed through the same process. Therefore, it
is suggested that the adaptive occupations may be generic and
could be applied within each new crisis.

5.4.1 Proxy occupations recommended by the participants

This describes the things others could do to enable the fathers
with HIV/AIDS to continue their fathering occupations as voiced

by the participants.

5.4.1.1 Listening to the ill
The fathers described their critical need to talk to others. They

experienced this as cathartic and it distracted their inner

preoccupations and anxieties about their futures or lack thereof.
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This is a proxy occupation that could foster self-understanding,
a feeling of belongingness and acceptance. However, this
potential resource was highly conditional - it could threaten their
existence if others decided to reject their iliness or it could
support their iliness if they were accepted. The outcome of
telling was always unknown and unpredictable. It is under these
constraining conditions of engagement or relatedness within the
adaptation context that fathers living with HIV/AIDS take the
initial step towards adapting by re-aligning their fathering
occupations to course towards the ultimate meaning fathering
has for them. Frank (1991, p127) confidently guided personal
and societal attitudes towards a positive and compassionate
relatedness when he stated: "The responsibility of the ill, then,
is not to get well but to express their illness well". This wisdom
suggests that the ill and the non-ill have a mutual responsibility:
the former are required to find individual and organizational
means to express their iliness experience and their need's
honestly, while the latter have the responsibility for assisting to
put mechanisms in place to support the living of all ill persons.

The findings from the data analysis showed that the fathers had
no affordable access to participating in discussions where they
could express their iliness and reflect on it. These occupations
of being-in-doing and becoming-in-doing (Wilcock, 1998) that
were necessary and important for fathers living with HIV/AIDS,

are therefore undervalued by society.

5.4.1.2 Opportunities for meaning-creation

It appeared that the struggle of daily survival for these fathers
was redeemed inadvertently by their iliness because it forced
them into establishing the ultimate purpose and meaning of

their fathering for themselves.
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Without the assistance of support groups, they engaged in
meaning-creation occupations. Presti (1990) explained that the
onset of HIV/AIDS became a spiritual experience for many
persons. She said it transcends what is trivial and grasps at
the eternal and that which lies beyond" (Presti, 1990, p87).
Thus while the experience of living in poverty could fixate
human growth and occupational development into a
preoccupation with doing in order to survive, it appeared that
the overlap with a terminal iliness such as HIV/AIDS thrust the
human spirit towards locating the center of existence with a
consequent re-prioritizing of one's life goals. In this manner, the
adaptation opportunity was created for the father living with
HIV/AIDS to become aware of the person he desired to
become. So the impetus for making occupational adaptations
became accelerated for them. Occupational adaptation
included occupations of being-in-doing for example, reflecting
by contemplating and talking to others, and becoming-in-doing
for example meaning-creation occupations (Wilcock, 1998)
such as adjusting the fatherhood ideal and creating hope.

Although both Pizzi (1990) and Presti (1990) refer to the
occupations of meaning-creation during the terminal phase of
the HIV/AIDS iliness, it is apparent from the data analysis that
the participants engaged in meaning-creation subsequent to
receiving the diagnosis. This suggests that meaning-creation
occupations or spiritual occupations may be integral to the
adaptation process throughout the four stages of the HIV/AIDS

illness.
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5.5 Issues for occupational therapy practice

Traditional local practice has been focused within a curative
model whereby the components of functioning have been
improved for engagement in occupation. Practicing within
different health contexts has provided challenges for the
development of alternative practice models in occupational
therapy. Rehabilitation goals needed to be redefined (Watson,
1997). This study was pursued with the intention of possibly
identifying a local model of practice suitable for South Africans.
The findings of this study indicate that the goal of occupational -

therapy and the scope of practice required reconsideration.

5.5.1 Rehabilitation without medication (ARV)

Rehabilitation is considered to be an adjunct to recovery for
some medical conditions. Occupational therapy interventions
are usually pursued in conjunction with pertinent medications
for specific conditions in order to achieve the best health
outcome. The participants in this study expressed a positive
outcome when taking antiretroviral medication as part of the
clinical trials they had voluntarily participated in. However, ‘
for the majority of South Africans currently (who live in poverty)
this option is not available to them because it is limited. Without
the hope of medicines to control the iliness, it means that most
cases of persons with HIV/AIDS will be unreported and
therefore, these persons will only make contact with
rehabilitation services as a result of another medical condition.
It also implies that the anticipated time of referral will be during
the later stages of the iliness when the illness is observable.
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This will limit occupational therapy interventions to the final
stages of the HIV/AIDS iliness for persons with the illness and
to preventative measures for persons at risk for infection. This
(implies that occupational therapy interventions aimed at
promoting the quality of life of fathers with HIV/AIDS (Stages 2
and 3 of the iliness) by meaningful and satisfactory
engagement with occupations of fathering, will not be done. In
contrast, occupational therapy interventions reported from
developed countries are essentially aimed at those stages.
This difference in client population and unavailability of ARV
therapy, directs local occupational therapists to pursue a
different goal for rehabilitation.

5.5.2 Role Theory Constraints

The findings of this study indicate that occupations of fathering
are many, diverse and need specific within the personal-family
contexts. This appeared to be congruent with the partner and
family expectations. Within the broader community and
working contexts however, the father's role was regarded to be
function-specific and constrained to a breadwinning function.
This function was central to fathering when the family was poor
and ill. Only this aspect of fathering was endorsed and
rewarded financially. It may therefore be necessary for the
occupational therapist to negotiate this attitudinal and policy
shift on an organizational level in order to support the father’s
survival and occupational needs especially when he is poor and
ill.

This finding also indicates that occupational therapists need to

be aware of the diverse occupational needs of fathers in
general and of fathers living with HIV/AIDS who are poor.
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The risk of reinforcing existing occupational injusticesthrough
non-intervention in their daily experiences of occupational
deprivation or occupational alienation for these fathers is very
high. The challenge for local occupational therapists is to
promote continued involvement in occupations of fathering by
engaging with work organizations for restructured work. It is
also necessary for them to facilitate institutional financial
alternatives and comprehensive social assistance, so that
fathers living in poverty and with iliness can engage in
occupations of their choice with dignity and not with shame or

guilt.

5.5.3 A suitable practice model

In this study | have successfully applied an adapted form of the
model of creative ability to describe and discuss the
experiences of fathers living with HIV/AIDS. This model has
enabled me to understand the influences on what they do and
how they do it, in order to continue engagement with their
occupations of fathering. The model also assisted me to
understand the constraints on their occupational engagement,
occupational development and occupational adaptation.
Perhaps this adapted model may be useful in understanding
the occupational context available for occupational adaptation,
for fathers who are HIV positive (or fathers with ilinesses) and
fathers who are poor and live locally. The model is able to
highlight the constraints of the adaptive context for occupational
adaptation. This in turn identifies the focal point for intervention

for this population clearly.
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5.6.4 Shifts in intervention

The findings of this study indicate that within the personal-
family context, the father living with HIV/AIDS was engaged
with many and diverse occupations of fathering, despite having
only scarce resources. This implies that their engagement in
occupations of fathering was not problematic within this context.
The findings indicated that the fathers were however, unable to
access the next important adaptive level, the community and
working context, independently. Thus occupational adaptation
in this context was problematic for them. This finding suggests
that for these fathers accessing another adaptive context
required the assistance of a proxy, acting on their behalf.
Hence the role of the occupational therapist within a local
context and for this population may not be to facilitate
occupational engagement but to facilitate occupational
adaptation. She may do this by modifying the occupational
challenge through promoting the adaptive capacity of the
occupational context or the fathers living with HIV/AIDS (or with
illnesses or in poverty). These fathers are at risk for not
realizing their potential and reaching self-fulfillment becauée
their adaptive responses are constrained by unresponsive
adaptive contexts.

5.6 Limitations of the study

This refers to the parameters of the study. This present study

was limited by:
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that were easier to discuss in the company of other men, for
example, personal feelings of guilt. Thus during the member-
checking group interview, the fathers added new information to
what had appeared to be ‘saturation of information’ during the initial
interview. It may therefore be necessary to augment the individual

interview with a group interview, in an enquiry of this nature.

5.6.4 Medical intervention

The findings of this study cannot be applied to fathers living with
HIV/AIDS who are not on anti-retroviral therapy within a clinical trial
setting. The Research Unit provided not only hope for living for the
fathers and partners, but also provided practical access to this

service by paying all their transportation fees.

- Although legislation has now been passed allowing all state
facilities to provide anti-retroviral therapy for all HIV positive,
pregnant mothers and rape victims, the legislation (by its
preventative focus), does not include fathers or other persons living
with HIV/AIDS. At present therefore, participation in clinical trials
remains the only access to anti-retroviral therapy for fathers living
with HIV/AIDS and for persons who are unable to afford them or

are not privately sponsored.

5.6.5 Diversity of resources

The experience of fathering described by the participants in this
study is specific to fathers living with scarce resources. The

findings may not be similar to fathers who have more resources.
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5.7.6 Additional ethical considerations

These are additional considerations to be considered when

research participants are living in poverty and with iliness.

5.6.6.1 Financial remuneration for particinants

Within the current context of the HIV/AIDS epidemic in South Africa
and the associated high rate of poverty, financial remuneration for
participating in research projects becomes a primary consideration
for all participants. This may be the social responsibility of all
research that includes persons living in poverty and with HIV/AIDS.
Furthermore, participating in research projects may be considered
as a work because a participant is selected carefully, a contract is
entered into, and the participant is committed to being productive

and fulfilling his part of the contract.

Although the participant may inadvertently gain something from this
process, it is not guaranteed, nor is the reward usually a financial
one. Considering that these persons are dependant on survival
living, financial remuneration may be the only viable, human

response from a researcher.

5.6.6.2 Ethics of clinical trials

The risk of worsening immune suppression is reduced by using
anti- retroviral drugs. This contributed to an enhanced feeling of
wellness. In this study the participants expressed this health
outcome. Participation was enabled through the Research Unit's
payment of all transportation fees. Without this, participation would

not have been possible.

139



This finding suggests that the financial barriers to accessing
available health services and other services for persons living in
poverty and with iliness need to be overcome by the State or
private organizations by subsidizing transportation costs. The
failure to do so may be considered as unethical practice.
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CHAPTEH 6: CONCLUSION AND RECOMMENDATIONS

6.1 Conclusion

The findings have indicated that occupational adaptation for the
fathers living with HIV/AIDS in this study is arrested within the
second level of the development of creative ability, namely the
level of self-differentiation. The two main reasons for this are the
lack of basic resources and the climate of exclusion that is
generated by poverty and social stigma. Because the fathers
valued fathering, they applied self-direction to adapt the
occupations of fathering within their personal-family context so
that they could continue fathering.

To reduce the threat to their fathering, the fathers applied real
and quasi-compensatory occupational adaptations. The former |
contributed to feelings of satisfaction and well-being but were
under-valued by society. The latter adaptive occupations
alienated them and contributed to further social isolation and
prevented them from applying social- agency to access the next
adaptive context (community and working contexts) that was
necessary to their continued occupational adaptation. Proxy
occupations were required to be performed by others to ernpower
the fathers to access the necessary adaptive systems and to
make these systems conducive to occupational adaptation for
them. Accessing other important adaptive systems would enable
them to become their idealized fathers. This goal was congruent
- with the values of a just society that enabled all it's members to

attain self-realization.
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6.2 The findings of the study have the following

e

implications:-

6.2.1 For fathers living with HIV/AIDS

For them occupational adaptation was compromised by:

Prolonged engagement in quasi-compensatory
/unauthentic fathering occupations which may contribute to
occupational alienation promoting ill-health and non-well-
being

The experience of disempowerment to engage with
necessary resources and adaptive contexts which was
overriding and constrained their development and

occupational adaptation

Society that allocated the breadwinning function to fathers
whether they were ill or poor. However, society failed
these fathers by not providing financial buffers when a
father living in poverty became ill. Negative societal
attitudes and unsupportive legislation coerced the ill father
into the traditional role of breadwinner regardiess of his

capacity to work.

By overvaluing the breadwinning function, society
prevented the expansion of the fathering role. This
inhibited the development of their adaptive capacity by
engagement with other occupations of fathering.
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The father with HIV/AIDS’ capacity for occupational
adaptation was arrested within the second level of the
development of creative ability, that of self-differentiation.
An unresponsive occupational context prevented further
self-directed occupational adaptation.

The father living with HIV/AIDS who is dependant on
another person acting in proxy to facilitate access to
another adaptive system and therefore to promote their
continued occupational adaptation independently.

6.2.2 For Occupational Science:

Further research is needed to establish the foundation of
core and generic adaptive occupations within human
occupation and occupational adaptatiori

6.2.3 For Occupational Therapy

It is suggested that the applied Model of Creative Ability
could be used to understand the stages and contexts of
occupational adaptation and these could inform research

and practice

It would be useful to establish the adaptive systems
pertaining to specific communities: this would serve to
inform the occupational therapist of the specific points of

intervention.
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The findings have shown that the fathers sub-consciously
engaged in occupational adaptation. Therefore they
tended to utilize a course of occupational adaptation as
they know it. Making this known to clientele would be an
important intervention focus for occupational therapy. This
may include interventions of counselling and awareness-

creation.

Developing practice to include a client-centred and
partnership approach will serve to empower the client and
to engender self-directedness.

Occupational therapy has a vital role to play in influencing
the institutions that determine the availability, value and
~ reward of fathering occupations

Occupational therapy by applying proxy occupations can
reduce barriers to occupational health and create health-
promoting contexts for occupational adaptation

Therapeutic techniques of counselling and meaning-
creation can facilitate growth and occupational adaptation
for the father living with HIV/AIDS

Group sharing is self-reinforcing and experienced as

supportive and acknowledging. Creating opportunities for

this practice is necessary.
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6.2.4 For policy makers

A recognition of the rights of ill persons particularly
persons with HIV/AIDS, to equal living opportunities for
example, subsidized and accessible health-care and
working opportunities or financial alternatives.

A recognition of the high risk for occupational disorders
and ill-health for persons living in poverty because their
choices and resources for occupational adaptation are so
limited.

A recognition of the internal changing role of the father
while there is no outer or etic recognition of this. These
expanded fathering occupations are unrecognized vy

society and are unrewarded.

Working alternatives need to be created so that persons
living with ilinesses can remain productive as long as
possible and sustain their living. Alternatively, in a
developing country with more than half the population
living in poverty, a country may be morally obligated to

provide free social and medical assistance.

Fathers living with HIV/AIDS expressed the need to share
their experiences with others. This potential resource can
be harnessed to create suitable work for them and to

assist the communities in providing psycho-education and

support.
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In conclusion, this study has described the fragile and dichotornous
conditions of living for fathers with HIV/AIDS. The emerging identity
of the father as an occupational being is dependant on others
performing proxy occupations to facilitate their occupational
adaptation towards their life-goal of self-fulfiliment. The findings
indicate that these fathers are at risk for experiencing occupational
alienation because of the prolonged use of quasi-compensatory
occupational adaptations that threaten their authentic selves.

The biggest challenge to occupational therapists here is to care
enough to make a difference — the challenge is not to remain
complacent in facing a frail humanity and to uphold the right to
dignified living for the fathers living with HIV/AIDS. This means that
occupational therapists need to activate occupational justice within
our South African society.
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APPENDIX A

CONSENT FORM

A study to describe what it is like to be a father living with
HIV/AIDS and how this affects the occupations of fathering.

If you agree to participate, you will be asked to:

o Share your experience of being a father living with HIV/AIDS

o Be available to participate in two individual interviews of forty-
five minutes each and one group interview of forty five
minutes. These will take place over a period of eight to twelve

weeks.

I recnncencsanensensisaonsnnesssnonnenssessrsnnsneas agree to participate in this

research project under the following conditions:

e No mention will be made of my name, or any other identifying
information when the findings of the study are reported |

» The interviews may be tape recorded so that nothing is missed
and that my words are not changed or misunderstood

o | am allowed to withdraw from the study if | wish to

» | have the right to review the transcripts of the interviews
(during the second interview) and will be allowed to suggest

changes for clarity or accuracy.

Signature of the participant..........cccccecun. Date:.../..../ 2001
Signature of the researcher........ccveiinennn Date../..../ 2001

Organization.......cemcsiincscnesssiincsesasnensinseeennaeses
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