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Abstract

The relationship between income and health is well established. However, we do
not fully understand how various factors related to income lead to poor health. This study
explores how people living with HIV/AIDS (PHAs) of various income levels experience
paid and volunteer work, the use of private, government and non-profit services, and
informal social relations. Through the use of semi-structured interviews, qualitative data
was collected from 27 PHAs residing in the Maritime Provinces. Participants reported a
number of psychosocial stressors linked to low income. This was evident in all three
social domains explored. Low-income participants faced the greatest range of barriers to
paid employment (e.g., lack of training and education). Those with long term low-income
had fewer volunteer opportunities, likely related to not having acquired desirable skills
through participation in the workforce. Participants had to rely on public income security
programs that many found insufficient to their basic needs. Newly low-income
participants described assertiveness and communication skills (likely acquired through
paid work) that helped in obtaining maximum income assistance benefits. Participants
with long term low-income may not have had opportunity to develop these skills. Low-
income participants had less access to private services to help maintain their health (e.g.,
complementary therapies, psychosocial counselling and fitness centres). In this study,
negative HIV-related interactions with family and community members were more
common among low-income participants. Participants connected this to people’s lack of
knowledge about HIV/AIDS and discomfort or judgement regarding homosexuality.

Furthermore, low-income participants did not always have the money to visit or call
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family and friends, and to participate in community events. Overall, and in comparison to
those with higher incomes, low-income participants experienced a greater range of
stressors and had less control in addressing these stressors. This resulted in isolation and
threats to self-worth; factors that are known to negatively impact upon health and well-
being. For PHASs to meet their aspirations in paid or volunteer work, use of services, and
informal social relations attention must be paid to oppression at individual, cultural and
structural levels of society. Policy and program design must also focus on sources of
stress, on factors that affect control over stressful life events, and on barriers to social
engagement. Findings support the need for a population health approach to include an

anti-oppressive analysis in exploring health inequities between population groups.
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our understanding of relationships involving income level in the lives of PHAs remains
incomplete.

This study explored the experiences of twenty-seven PHAs of differing income
levels in relation to paid and volunteer work, the use of private, government and non-
profit services, and informal social relations. A qualitative research methodology, with
potential to collect rich data, was well suited to this task. Participants, located through
purposive sampling, resided in New Brunswick, Nova Scotia and Prince Edward Island
(i.e., the Maritime Provinces) and included men and women, people of various sexual
orientatic s, ages, income levels, and stages of illness, and new and longer-term low-
income I [As. Partnership with the PHA community was central to the design and
impleme ation of the study. A research advisory team of PHAs provided community
input on issues such as the relevance of the research question and the credibility of
emerging themes. Study findings are intended to inform service delivery, health policy
and con 1nity action agendas, with an ultimate goal of improving the quality of life for
people li ng with HIV/AIDS.

1 o theoretical frameworks informed the study’s design and guided data
analysis—Structural Social Work and Population Health. Structural social work holds
that soci 1l structures (i.e., social relations and institutions, and their supporting
ideologi ) have deterministic and often negative impact on people’s lives (Mullaly,
1997). T :se structures are at the root of social problems, rather than any individual
deficien s. Population health “refers to the health of a population as measured by health

status in :ators and as influenced by social, economic and physical environments,









largely determines the life experiences to which one is exposed, thus in large part shaping
one’s coping repertoire and determining access to social resources” (Kessler & Cleary,
1980, p. 466). In addition, factors that increase control over potential life stressors can
prevent or mediate stress, in turn positively affecting health (Wilkinson, 1996). Money is
one such factor.

Although my quantitative study identified numerous areas in the lives of PHAs
that connect in some way to income level, an in-depth exploration of these areas was
beyond the study’s scope. Further investigation and comparison was needed to more fully
understand the differences in lived experiences for low- versus higher-income PHAs, and
how various factors associated with income might interact to support or challenge their
health and well-being.

1.2 Research Question

The research question explored was “how do people of different income levels
who are living with HIV/AIDS experience 1) paid and volunteer work; 2) private,
government and non-profit services (e.g., income support, mental health counselling and
¢ nplementary/alternative therapies but excluding medical care); and 3) informal social
r¢ 1itions”. The intent was to gain a comprehensive and in-depth understanding of 1) how
factors related to the specified areas of social domains (e.g., challenges faced and
s :ngths and supports used to cope with stressors) affect the health and well-being of
I [As, and of 2) differences related to income level.

This focus stemmed from my earlier quantitative study (Olivier, 2001) that had

i ntified differences in experience of low-income versus higher-income PHAs in



relation to workforce/employment (e.g., level of unemployment), public services (e.g.,
reliance on income assistance, use of AIDS organizations and food banks), and informal
social relations (e.g., rejection by family and friends). In addition, PHAs in the earlier
study expressed high satisfaction with their medical care independent of income level.
This finding provided the rationale for excluding medical services as a major focus in the
proposed study. As a final check on the appropriateness of the research question and in
keeping with a community-based approach to research, the relevance of the research
question was reviewed with members of the PHA and AIDS communities prior to
development of the full proposal.

1.3 Significance of Research

A Maritime Provinces study leading to greater understanding of factors that
challenge or support the well-being of PHAS has significant implications for this region’s
PHA communities, as well as for others with an interest in the quality of life of PHAs
(e.g., community-based AIDS organizations, government agencies, helping
professionals). Specific to social work, a 1999 New Brunswick study found that 35% of
social workers had at some time knowingly provided services to a PHA—up from 19% in
1992 (Olivier & Stanciu, 1999). This suggests that more social workers will have contact
with PHAs. Study findings should help develop appropriate responses to the needs of
PHAs (e.g., inform the delivery of direct services, health policy and advocacy agendas).
The meaningful involvement of Maritime PHA communities—in deciding on the
research focus and in data analysis—should enable these communities to gain greater

control over their circumstances through critical analysis leading to social action.



Study findings, if applicable to other contexts, may prove useful to PHA
stakeholders outside of the Maritime Provinces. Findings will add to the limited number
of published studies of the lives of PHAs in relation to differing income levels. Others
interested in the relationships between income level and health in general (e.g.,
population health theory) or in relation to other diseases may also find the study findings
relevant. Finally, the study contributes to the social work literature concerning the impact
of structural factors on people’s lives.

1.4 Over 3w of Study

This research report is organized under seven chapters: 1) Introduction and
Overview, 2) Theoretical Frameworks, 3) Literature Review, 4) Research Design and
Methodology, 5) Findings, 6) Discussion and Synthesis, and 7) Implications and
Conclusions.

( pter 2 reviews the two theoretical frameworks underpinning the study:
Structural Social Work and Population Health. Each framework is discussed under the
headings: efinition and development, theory base, framework for action, limitations and
opportun s, and application to the dissertation research focus. This chapter underscores
the streny s of each framework, addresses inherent challenges or limitations, and makes
the case { using the two frameworks in a complementary manner. Population health
provided useful framework for exploring the social domains of interest to the study in
relation t heir effect on health and well-being. Structural social work and related
theories « oppression enabled a more critical analysis of determinants of health and well-

being that merged from the findings.






whole, and then point out differences for the various income groups. The broader
description provides a context for reporting on differences related to income.

Chapter 6, Synthesis and Discussion, describes how participants experienced a
number of stress s linked to lower income. Furthermore, inadequate income and forms
of oppression limited the ability of some participants to cope with these stressors or
challenges. Some articipants were unable to benefit from the health-promoting aspects
of paid work. Rather, they relied on income security programs that were stressful and
inadequate to th¢ basic needs. Some long-term low income participants faced
difficulties in sec ing volunteer work. Higher income gave participants more options
with respect to m  ntaining good health and managing illness through the use of private
services (e.g., cot lementary therapies and psychosocial counselling). For some
participants, neg  ve interactions and inadequate income prevented desired involvement
with family mem rs and friends, leading to isolation and threats to self-esteem. All of
these factors are  own to impact upon health and well-being.

Chapter 7 >ncludes with implications. For PHASs to meet their aspirations in paid
or volunteer wo. __, use of services, and informal social relations attention must be paid to
societal oppressi  at the individual, cultural and structural levels. Such a framework can
support a compr  nsive approach to addressing the root causes of people’s problems.
Specific areas f  social work practice with people living with HIV/AIDS include a focus
on sources of stre , on factors that affect control over stressful life events, and on

barriers to soci: gagement. The findings also point to the need for a population health



approach to include an anti-oppressive analysis in exploring health inequities between

population groups.
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Chapter 2

Theoretical Frameworks

Two theoretical frameworks that underpin this study are: Structural Social Work
and Population Health. In this chapter I discuss each framework under the headings:
definition and development, theory base, framework for action, limitations and
opportunities, and application to the research focus. I underscore the strengths of each
framework, address inherent challenges or limitations, and make the case for the use of
the two framewo s in a complementary manner to address the research question.

This presentation of the two frameworks makes my theoretical assumptions
‘transparent’ to reader. A researcher always holds a set of values, beliefs and
assumptions (Li >ln & Guba, 1985; Rubin & Rubin, 1995). A discussion of structural
social work and  pulation health can help the reader detect these influences in my work
and to think criti 1ly about their validity and implications.

2.1 Structural S 1al Work

2.1.1 Definition d Development

Structwr  social work is an approach to social work that falls within the larger
radical social w  movement (Moreau & Leonard, 1989; Mullaly, 1997). While there is
no consensus or succinct definition of structural social work, in my view it can be best
identified by its  :w of social problems, goals and methods of practice. Structural social
work traces the uses of social problems to differential access to power and the resulting

forms of oppres  n inherent in the prevailing social order (Moreau & Leonard, 1989;
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Mullaly, 1997). The goal of structural social work, therefore, is “twofold: (1) to alleviate
the negative effects on people of an exploitative and alienating social order; and (2) to
transform the conditions and social structures that cause these negative effects” (Mullaly,
1997, p. 133). A :viation of negative effects could be sought through such activities as
helping clients obtain needed resources and “fostering an understanding of the client’s
living/working conditions by linking these to primary structures of oppression” (Carniol,
1992, p. 7). Social transformation could be brought about through various forms of social
action (Carniol, 792; Moreau, 1979; Mullaly, 1997). This transformation would be
directed towards a society reflective of socialism, with such attributes as participatory
democracy, pub : control of the economy and an equitable distribution of wealth and
opportunities (v laly, 1997). Strategies for working towards this twofold goal are
examined in gre :r detail below under “framework for action”.

Structur: social work was first developed in the mid-1970s by the School of
Social Work at ‘arleton University, under the leadership of the late Maurice Moreau
(Moreau, 1979; [oreau & Leonard, 1989). The social conditions that led to the
development of s approach to social work date back to the 1960s with the flourishing
of social and p« ical movements aimed at addressing such issues as racial
discrimination, ollution, and poverty. Reflecting these broader societal tensions, the
social work pr ssion at this time developed an increased interest in advocacy and social
action (Ezell, '4; Kutchins & Kutchins, 1978; McGowan, 1987; Mickelson, 1995;
Sancier, 1984). urthermore, social work thought and practice during this period was

influenced by  errecc nition that personal and social problems are not necessarily due
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to people's deficiencies but rather due to the structure of society, and that welfare
agencies serve a social control function (Kutchins & Kutchins, 1978; McGowan, 1987).
Such were the dynamics that led the School of Social Work at Carleton University to
examine its social work program and to begin a process of change that resulted in the
development of structural social work (Moreau & Leonard, 1989). Before proceeding to
discuss this development, [ want to first point out some earlier influences. The roots of
radical social work can be traced back to the progressive work of the Settlement House
movement at the turn of t : 20" century (Bombyk, 1995). Settlement house workers
traced people’s problems > societal structures and worked to bring about change in such
areas as labour legislation, occupational safety, public health and women’s rights
(Bombyk, 1995). Contini 1g in this tradition, social workers (most notably Bertha Capen
Reynolds in the U.S.) w«  active in organizing unemployed people and advancing
socialism in the 1930s an 1940s (Bombyk, 1995; Mullaly, 1997). Furthermore, and as
alluded to below, structur social work has been influenced by various critical social
theories, including Man m, those developed by the Frankfurt School, and more recently
the work of Habermas (  llaly, 1997). The commonality among critical theories is not
only their criticism of &  .ng social institutions and practices, but their attempts to effect
change (Mullaly, 1997). ’

Moreau describe e structural approach that developed at Carleton as having
two discrete periods basc on differing foundational theories (Moreau & Leonard, 1989).

The first period covered 74 to 1976 and drew from ecological systems theory and

humanistic psychology. e second period, beginning in 1977 with a shift toward critical
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and feminist theories, continues today. This shift was from the politically conservative

and consensual view of society inherent in systems theories towards a conflict view of

society more consistent with critical theories. Social problems were no longer viewed as

“caused by deficits in co

and general systems the
systems are the problem
between individuals and
conflict perspective of s
work scholar from Brit:
publications of the time
Work Practice Under (
Radical Social Work, 1
Moreau published his
Approach to Social W.
While structur:
attention in the 1980s
attributed this decline
within the social work
economic recession and
social workers and the
complained that their i

work movement (Lang

munication between individuals and systems as both ecology
7 posit. Differential access to power and conflict between

st a lack of mutual fit, reciprocity, interdependence and balance
ystems” (Moreau & Leonard, 1989, p. 23). The shift to a

iety reflected the influence of Peter Leonard, a radical social

.(Moreau & Leonard, 1989). A number of radical social work

:re also influential (in addition to Corrigan & Leonard’s Social
talism: A Marxist Approach, 1978, were Bailey & Brake’s

», and Galper’s The Politics of Social Services, 1975). In 1979
idational article on structural social work—A Structural
Practice.

cial work has developed since the 1970s, it received less
llaly, 1997; Payne, 1997). Payne (1997), a British writer,
eneral neo-conservatism of this period and critical attacks
fession. Others support this claim in relation to Britain, where
mservative government policies increased both workloads for
volvement in social control functions. Oppressed groups also
ssts were not adequately addressed within the radical social

& Lee, 1989). However, Payne (1997) also identified the
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through personal experience (Howe, 1987), and that no social facts exist because

we create our own social reality. Conversely, objectivist radical structuralism

holds that knowledge and social reality are external to the individual, that social
reality is composed of concrete structures, and that this external social reality has

a deterministic impact on an individual's development and circumstances (Burrell

& Morgan, 1979; Howe, 1987). (Mullaly, 1997, p. 130)

At first glance, one might view radical humanism and radical structuralism as
contradictory. However, Mullaly (1997) argues that these two perspectives do not
represent a dichotomy b1 rather can be brought together in one coherent framework
through a dialectical analysis. He concludes that "subjective reality and objective reality
are irrevocably locked ir ) a dialectical relationship. We are conscious creators of our
surroundings, using thou t, information, and emotion to act and to choose. At the same
time, we are created by « - surroundings” (Mullaly, 1997, p. 131). For radical humanism,
the ‘radical’ aspect refer to freeing oneself from constraining social structures through
changing one’s subjective understandings of the social world; while the focus of radical
structuralism is the reco tion and transformation of actual oppressive social structures
(Burrell & Morgan, 19’

Structural social rk also draws from conflict theory (e.g., Marxism) which sees
"society as a continually >ntested struggle among groups with opposing views and
interests" (Mullaly, 19¢ . 119). Consistent with this perspective, dominant groups are
assumed to maintain so. | order through manipulation and control of subordinate groups
(Ritzer, 1996). Due to  ir position of greater power, dominant groups can shape societal
structures to serve the erests at the expense of the less powerful. Exploitative social

relations can be organiz  around such differences as class, gender, race, age, sexual

orientation and (dis)ab and a person may experience multiple forms of oppression
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1. Analysis of causes of problems experienced by client groups and of barriers

encountered in addressing problems:

e causes of problems traced to structural level of society, that is social
institutions (e.g., schools, government, medical services) or oppressive social
relations (e.g., class division, sexism, racism, ageism, heterosexism); and

e critique of dominant, underlying ideologies which determine social
institutions and social relations.

N

. Responses to problems experienced by client groups:
e protection of individuals against effects of oppression by more powerful

groups and structures (e.g., addressing immediate needs for resources and
advocacy);

e fostering client's understanding of the links between personal problems and
oppression by societal structures;

e recognition of potential social control functic ; of responses to problems and
acting to reduce worker-client power imbalances;

fostering collective action to transform oppressive societal structures; and
working toward goals of social transformation (i.e., removal of inequality and
injustice, and replacement with structures that are more egalitarian and less
exploitative).

Jan Fook (1993), an Australian social work schol , has identified potentially
radical elements of social casework or direct practice. She emphasises that assessment
should identify how the inadequacies of socio-economic structures (e.g., power
imbalances, ideological role restrictions and social label 1g) cause personal problems.
The goal of radical casework is then to assist individuals 1 changing their social situation
through increased control (e.g., more power, decreased ological restrictions and
resistance to effects of social labelling) over the rect(« cts of these socio-economic
structures. Sug sted strategies to bring about change ¢ | increase control include social
education (e.g., >aching new skills but 1the co ext ol 1awareness of social factors

and influences at necessitate such ski ), active use ol :sources (i.e., teaching how to

access services and resources), social empathy (i.e., en 1y of feelings, experience and
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perceptions of the social world), social support (e.g., in trying alternatives), developing
critical awareness (e.g., through consciousness raising), empowerment, advocacy and the
casework relationship (e.g., one based on equality and sharing).

Mullaly (1997) makes many of the same suggestions for carrying out social work
practice with individuals and emphasizes consciousness raising through such means as
critical questioning (e.g., about taken-for-granted assumptions concerning the causes of
client problems), normalization (i.e., bringing attention to the fact that many others of the
same social grouping share the same problem or concern) and redefining problem
definitions to illuminate their structural origins. He also stresses the importance of
collectivization (i.e., connecting people who share similar social challenges) not only as a
means of consciousness raising, but also as a step towards collective social action.
Overarching all of these social work practices is the goal of fostering client
empowerment and a dialogical felationship (Mullaly, 1997). The latter refers to a
relationship “wherein all participants in the dialogue are equals, each learning from the
other and teaching the other” (Mullaly, 1997, p. 180). Mullaly (1997) also explains how
alternative services and organizations (e.g., community-based AIDS organizations);
social movements and coalition building; progressive unionism; professional
associations; and electoral politics can bring about structural change—and all offer
potential involvement for social workers. Carniol (1992) argues that although the average
social worker may carry out many activities related to structural social work, full client
empowerment and structural change cannot be attained without the fulfilment of a

comprehensive set of activities.
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2.1.4 Limitations and Opportunities

A major criticism of structural social work is that it describes the social context in
which people experience problems and in which social workers operate, but fails to
provide comprehensive practice guidelines (Payne, 1997; Mullaly, 1997). Both Payne
(1997) and Mullaly (1997) have pointed out, however, that the radical/structural social
work literature of the 1990s has made progress in addressing this concern (e.g., Fook’s
1993 book on radical casework; and Wachholz and Mullaly’s 1997 article on a research
model for structural social work). .

In addition to developing its own applied literature, a related strength of structural
social work is its willingness to be informed by other sociological and practice theories.
Moreau (1979) cautioned, however, that the integration of other practice theories should
not be done in a way that depoliticises clients’ problems or mystifies the helping process.
As an example, systems theory can be used to identify key people and organizations in an
individual’s life and to clarify the relationships among them, as long as a critical lens is
then used to draw out causal explanations of problems (Mullaly, 1997). The use of
population health in a manner consistent with structural social work, as described in the
next section of this chapter, provides another example of extending structural social
work’s theory base by incorporating other theories. Fook (1993) has coined the term
radical extension to describe the use of more conventional social work practices in a
manner consistent with structural social work. This eclectic use of theory provides much

opportunity to utilize and tap into theoretical frameworks that do not fall exclusively in

the domain of structural social work. The integration of other practice theories also
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the health and well-being of PHAs, and others that were harmful. The analysis of the
research findings required an understanding of the dynamics of oppression. And
consistent with a strength of structural social work—its willingness to be informed by
other theories—I was able to locate literature that offered such an understanding. Three
perspectives on oppression (brought to my attention in Mullaly, 2002) were particularly
valuable to this study since they offered an understanding of: the various forms of
oppression participants encountered; the intersecting and interacting of sources of
oppression experienced by participants; and the locations where oppression occurs and
where interventions can be directed.

Iris Young (1990) has identified five categories or forms of oppression
(exploitation, marginalization, powerlessness, cultural imperialism and violence). By
categorizing oppression in this way (rather than by a group attribute or characteristic such
as class, race or gender), Young (1990) accommodates “the similarities and overlaps in
the oppressions of different groups™ and avoids falsely representing “the situation of all
group members as the same” (p. 64). She argues that any of these five conditions is
sufficient for identifying a group as oppressed, and that combinations of these forms may
vary by group and by individual.

Exploitation occurs when the energies of subordinate groups are systematically
transferred to the dominant group to maintain and augment the latter’s power, status and
wealth (Young, 1990). Private ownership of the means of production and the capitalist
labour market enable the systematic transfer of the powers of the working class to

capitalists. Profit is derived from the difference between the value of the labour
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division of labour (i.e., exploitation, marginalization and powerlessness) while the
remaining two categories (cultural imperialism and violence) are more broadly evident in
society. Together the five categories lend themselves well to understanding the range of
oppression participants experienced in the three social domains explored.

Although Young’s conceptual framework accounts for forms of oppression,
regardless of their source, participants’ experiences of oppression can be more fully
understood when linked to their respective bases of oppression (e.g., classism, sexism,
heterosexism). F  this purpose, Steven Wineman’s (1984) model of intersecting and
interacting sources of oppression proved helpful. Wineman uses the term ‘forms of
oppression’ to refer to the group division upon which the oppression is based (e.g., class,
sex, sexual orient on). However, like Young, he avoids representing the experiences of
all groups as the same. Wineman argues for a “holistic analysis™ of oppressions, with
recognition that:

The different forms of oppression are distinct, each with its own unique sources

and each  :cting a particular oppressed group in a unique way—but they are not

unrelatec  fferent oppressions intersect at innumerable points in everyday life
and arer  ally reinforcing, creating a total system of oppression in which one
continuu [ stratification cannot be addressed in isolation from all the others.

Different  ms of oppression are mutually reinforcing partly because they all

embody . thos of domination and subordination; partly because the experience

of either sriority or inferiority on any one continuum of oppression can induce

people tc¢  k or maintain positions of superiority on other continua of
oppressic  3ecause of the intertwining of oppressions, oppressed groups overlap.

Despite {  xistence of distinct categories of oppression, and despite the fact that
many pe: have good reason to relate more deeply to one form of oppression
than others, there is no kind of oppression that creates a distinct group which is
unaffect«  ne way or another, by other forms of oppression. Many people,

individu:  and in groups, are multiply oppressed; and almost everyone who is
oppresse 30 has access to some form of superiority or domination.
(1984, pp. 169-170).
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There are three key aspects to this holistic analysis of oppressions. First, people

can experience multiple forms of oppression. Using this study as an example, some

participants experienced discrimination and oppression related to their low socio-

economic status,

eir sexual orientation and their living with HIV/AIDS. The second key

aspect is the gradation of oppression (or advantage and privilege) that each person

experiences depending on their location on a continuum. Wineman (1984) contends that

“each person occt ies some position on every continuum of oppression” (p. 168). This in

part explains the
person’s life in m
oppression (e.g.,
inferior status in
than one form of
individual. “Diff
innumerable com
and oppressed st
The final
analysis concerns
argue that the pic
of oppression at
and the oppressi
separate but inte

12). The person:

ird key aspect, that oppressions intersect and interact, affecting a
ierous ways. For example, a person’s advantage related to one form of
igher class status) may offset the negative consequences of an
other area of oppression (e.g., racism). Low status in relation to more
ipression, however, may exacerbate the negative consequences for an
:nt forms of oppression intersect at many different points and in
lations, creating both multiple oppressions and mixtures of oppressor
3 in various individual lives” (Wineman, 1984, p. 169).
rspective on oppression that [ have drawn from to inform this study’s
1€ loca Hns of oppression. Neil Thompson (1998) and Mullaly (2002)
e of oppression is incomplete if one focuses solely on the dynamics
personal or individual level. Rather, to understand “discrimination
that arises from it, it is important to recognize that it operates at three
lated levels: personal, cultural and structural” (Thompson, 1998, p.

vel is located within the other two levels, and the cultural level is
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located within the structural context (Thompson, 1998; Mullaly, 2002). Furthermore, the
three levels of oppression “are in dynamic interaction with one another, with each level
supporting, reinforcing, and influencing oppression on the other two levels and, in turn,
being supported, reinforced, and influenced by the other two levels” (Mullaly, 2002, p.
48). Locating oppression at the individual, cultural and structural levels of society also
points to corresponding locations for anti-oppressive social work practice (Thompson,
1998; Mullaly, 2002).

Oppression at the personal level “comprises those thoughts, attitudes, and
behaviours that depict a :gative pre-judgement of a particular subordinate social group”
(Mullaly, 2002, p. 49). I scriminatory social exchanges at the individual level, as well as
people’s responses to suc  behaviour, were particularly relevant to understanding
participants’ experiences. As alluded to above, thoughts, feelings and actions are
significantly influenced  the cultural and structural levels of society. Thompson (1998)
and Mullaly (2002) po  >ut, however, that this influence does not preclude personal
‘agency’ impacting upon he cultural and structural levels.

“Oppression at cultural level consists of those values, norms, and shared
patterns of seeing, thinl 2, and acting, along with an assumed consensus about what is
right and normal, that, :n together, endorse the belief in a superior culture” (Mullaly,
2002, p. 49). The earlic  scussion of cultural imperialism (Young, 1990) illustrates how
the dominant group in es its culture as the norm and also promotes views of oppressed
groups as deviantand i rior. Oppression “at the structural level refers to the means by

which oppression is in  1itionalized in society. It consists of the ways that social
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2.2 Population Health

The presentation of population health outlines how it has been developed and

applied in Canada. It relies on the work of the Federal, Provincial and Territorial

Advisory Committee on Population Health (FPTAC) as an example of the application of

a population health approach to policy and programming. In addition, only a limited

number of review articles could be found to inform the discussion of limitations and

opportunities.

2.2.1 Definition and Development

The definition of
Population heal
indicators and &
personal health
early childhood
As an aj
and factors that
systemic variati
knowledge to d
and well-being
Population heal
and Territorial Ministers
Population Health: Inv.
older. The Lalonde Re;j
the groundwork for a p
key factors that seeme

and health services” (F.

initially lifestyle receiv

opulation Health, as developed by the FPTAC, reads:
efers to the health of a population as measured by health status
fluenced by social, economic and physical environments,
ctices, individual capacity and coping skills, human biology,
relopment, and health services.
yach, population health focuses on the interrelated conditions
.uence the health of populations over the life course, identifies
in their patterns of occurrence, and applies the resulting
lop and implement policies and actions to improve the health
hose populations. (FPTAC, 1999a, p. 7)
was first adopted as a policy approach by Federal, Provincial
f Health in 1994 with the publication of Strategies for
ing in the Health of Canadians. However, the roots are much
of 1974 (4 New Perspective on the Health of Canadians) laid
llation health approach by “establishing a framework for the
determine health status: lifestyle, environment, human biology

AC, 1994, p. 11). Of the four factors identified, however,

the most attention (Hamilton & Bhatti, 1996; Marmor, Barer,
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range of social, economic and environmental issues. For example, reducing income
disparities is now central to a population health approach. Addressing oppression and
discrimination also fits within this health policy approach since both can be viewed as
threats to social support—also an important determinant of health. These are critical
issues to structural social work.

The recognition of how social, economic and physical environments interrelate to
affect health is further reflected in a framework that calls for intersectoral action across
government, non-profit and private sectors, as well as at various levels of society. While
recognizing that consensus is not always attainable (or even desirable if it results in the
continued oppression of population groups), greater opportunity for partnership,
collaboration and collectivization does lend itself to garnering support for transformation
of harmful social relations, institutions and underlying ideologies. Recognizing that
interventions can be applied at various levels, also implies that population health theory
can be integrated into social work practice at any level. As one example, social workers
in direct practice can raise client awareness about external factors that affect health and
well-being. This awareness in itself can be liberating, but can also support
collectivization and social action aimed at changing social structures at a macro level.
2.2.5 Application to Research Focus

The above discussion on limitations and opportunities points to how population
health was applied in this study. The elements of theory that provide opportunity for

radical extension, the expansion of the narrow definition of health, being vigilant that
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Chapter 3

Literature Review

This chapter presents a literature review specific to the two substantive areas
being studied: the experiences of living with HIV/AIDS and the relationships between
income and health. The purpose for the literature review is to gain a detailed
understanding of the published literature on the experiences of living with HIV/AIDS in
relation to income level and to the three social domains explored (i.e., paid and volunteer
work; private, government and non-profit services; and informal social relations).
Secondly, the literature review provides a more general overview of what is known about
the relationships between income and health, with a particular focus on how these
relationships play out in the three social domains of interest.

3.1 The Experiences of Living with HIV/AIDS

As discussed in Chapter 1, findings from a quantitative study (Olivier, 2001)
helped identify the areas of social domains explored in the study. The identified areas
provided a focus for the review of published literature on the experiences of PHAs. This
review drew from: 1) research that made comparisons between PHAs of differing income
levels; 2) literature on the experiences of PHAs who are living in poverty; and 3) studies
that focused on the experiences of PHASs in general, including factors other than income
(e.g., social support). I first review the studies that made comparisons between income
groups and then discuss the literature under headings corresponding to the three areas of

social domains explored in the study.
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3.1.1 Comparisons of PHAs of Different Income Levels

I found eleven published studies that compared aspects of the lives of PHASs of
differing income levels. Five of the studies dealt with physical health outcomes, while six
examined psychosocial issues. The main focus of the studies on physical health was the
association between socio-economic status (SES) and disease progression. Schechter et
al. (1994), for example, found higher SES (measured by income, education and
occupation) to be associated with slower disease progression among HIV positive gay
men living in Vancouver. The researchers concluded that this relationship was
independent of access to health care since study participants received a standardized
approach to disease management by a select group of family physicians. Furthermore,
they did not attribute the finding to disease advancement causing a downward SES drift
because the SES differences were present early in the course of the disease. The
researchers suggested psychosocial factors (e.g., social support) and nutrition as possible
explanations for the finding. In a related Vancouver study, Hogg et al. (1994) found that
lower SES (measured by income) resulted in shorter survival following HIV infection as
compared to those with higher SES. Similar to the previous study, these researchers did
not attribute their finding to income loss as a result of more rapid disease progression nor
to a differential access to health care. In a more recent Italian study, Rapiti et al. (2000)
found that people living in lower SES neighbourhoods had a shorter survival time after an
AIDS diagnosis than those living in higher SES areas. The researchers speculated that the
difference may be due to inequalities in health care or poor adherence to treatment.

Although the above studies demonstrate a link between disease progression and SES, a
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example, Montoya, Trevino and Kreitz (1999) found that white low income PHAs living
in Houston, Texas had more problems accessing housing, support groups and medical
care than non-poor white PHAs. Further, African American low income PHAs had
greater difficulty obtaining food assistance than non-poor African American PHAs.
Similarly, an Australian study (Ezzy, De Visser, Grubb, & McConachy, 1998) found that
lower income PHAs were more likely than those with higher income to go without health
services, social and recreational activities, and basics such as food and transportation.
Finally, Swindells et al. (1999) found that higher income PHAs made greater use of
problem-focused coping (which was viewed as an effective coping style).

The above studies provide a beginning understanding of how people of differing
income levels experience living with HIV/AIDS. However, there are many areas
important to health and well-being that have not been explored, such as social support
and employment. Furthermore, much of what has been published has limited
transferability to the Maritime Provinces because the studies were typically conducted in
other countries and/or in large urban centres.

The quantitative study that I carried out (Olivier, 2001) explored a wide range of
issues in relation to income level. It was based on data gathered between December 1998
and March 1999 as part of a larger study of the needs of PHAs residing in New
Brunswick (Olivier & Stanciu, 1999). The larger study used a non-random, purposive
sampling strategy to distribute survey questionnaires through physician offices and
community-based AIDS organizations. This resulted in 57 PHAs completing and

returning questionnaires. The majority of participants were white (94%), male (92%) and
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disability and illness contribute to a ‘downward spiral’ into poverty. Just under half of the
low-income participants (47%), as compared to 27% of the higher-income participants,
attributed a change in their income level to their HIV infection. For the majority of both
groups (89% of low-income and 88% of higher-income), this change was a decrease in
income.

Table 3.1: Current Employment Situation and Source of Annual Income

Variable Low-Income Higher-Income | p — Value
(n=18) (n=29-30)

Employed 1 (6%) 18 (60%)

Unemployed 4 (22%) 1 (3%) Fisher 0.002

Disabled 10 (56%) 6 (20%)

Employed or Unemployed

(i.e., able to work) 5 (28%) 19 (63%) 0.008

Employment Income 1 (6%) 20 (69%) <.0005

Provincial Social Assistance | 12 (67%) 0 Fisher < .0005

Source: Olivier (2001)

The literature on PHAs living in poverty provided limited information on the
issue of employment. Ayala’s (1996) qualitative study of PHAs living in poverty in a
large U.S. city found that PHAs lacked regular, gainful employment and were frustrated
about being unemployed and the lack of economic opportunities. In a study on the needs
of poor women living with HIV/AIDS, again in a U.S. city, Bunting, Bevier and Baker
(1999) found that participants were frustrated at the lack of both job opportunities and
inflexibility at the workplace. Some participants reported losing their jobs because of
their HIV status.

The literature on the lives of PHAs in general and in relation to specific issues
other than income level covered the topic of employment in considerable detail. For

example, the New Brunswick Needs Assessment (Olivier & Stanciu, 1999) revealed HIV
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The needs assessment also asked PHASs to assess their ability to re-enter the
workforce. Thirty-six percent of participants said that they could not quickly re-enter the
workforce; their reasons are reported in Table 3.3 (Olivier & Stanciu, 1999). Although
the needs assessment did not look at differences in work experience between income
groups, employment is clearly a potential area of difficulty and stress for many New
Brunswick PHAs.

The Canadian AIDS Society (CAS) also carried out an extensive study related to
PHAS returning to or remaining in the workforce (1998). They conducted consultation
groups with PHAs in all regions of the country including Atlantic Canada (in total 102
PHAs s participated), and conducted a nation-wide survey of PHAs (over 1,400 PHAs
completed and returned questionnaires). Of the survey respondents, 38% were currently
employed, 62% were unemployed and 36% were involved in volunteer work. Of the
unemployed group, 20% were looking for paid work.

Survey participants, whether working or not, wanted to work. Their reasons
included “earning an income”, “feelings of self-worth and confidence”, “making a
contribution to society”, “interacting with others”, “being more sociable”, and “learning
new things” (CAS, 1998, p. 42). Studies from the U.S. (Brooks & Klosinski, 1999) and
Australia (Ezzy, De Visser, & Bartos, 1999) revealed similar reasons. These reasons
suggest a link between working and a sense of well-being. This link is supported in a
U.S. study that found an association between employment and better quality of life

(Swindells et al., 1999).
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Employment, however, was also associated with distress. Over half of the
respondents in the CAS study who were working (54%) had not disclosed their HIV
status to their employers. They had worries about negative attitudes from employers or
co-workers, workplace discrimination, and loss of job or job security. In addition, 77% of
employed PHAs worked in settings without support programs or policies for PHAs.
Fifty-seven percent of PHAs in an Australian study (Ezzy et al., 1998) reported high
levels of work stress. One in three participants (35%) had stopped paid employment at
least once since testing HIV positive. Their reasons related to psychological well-being
(e.g., stress and anxiety) and declining health. Of the participants in the CAS study who
were no longer working, but had been employed, 38% had left their job due to stress,
11% due to scheduling conflicts with medical needs, 11% to prevent reductions in health
or drug benefits, and 9% due to workplace discrimination.

Over half (57%) of the participants in the CAS study who were looking for work
said they would not tell their future employers of their HIV status. Their reasons included
fear of workplace discrimination and negative attitudes. The key concerns PHAs raised
regarding returning to paid employment were “the loss of disability benefits and drug
coverage”, “uncertainty over health status”, “fear of discrimination and stigma in the
workplace”, “managing treatment schedules and side effects”, and “how to explain their
absence from the paid workforce” (CAS, 1998, p. 8). In addition to these concerns,
Brooks and Klosinski (1999) found that PHAs seeking employment worried about

finding an employer who would accommodate their medical needs.
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Adam and Sears (1996) in a qualitative study that looked at the experiences of
PHAs s living in Michigan and south-western Ontario found similar findings to those
outlined above. Some participants in the Adam and Sears’ study were actively looking for
work or enrolled in job training as a step towards employment. Participants faced
obstacles in finding work, including a limited job market, finding childcare, disclosing
their HIV status, and gaps in their employment history (e.g., due to drug use).

Participants who were or had been working expressed concerns about the risks
involved in disclosing their HIV status to employers and co-workers (Adam & Sears,
1996). Some had met negative attitudes and discrimination upon disclosing their status.
These negative outcomes were sometimes associated with a participant’s sexual
orientation becoming known or being assumed. For those who were fired because of their
HIV status, many felt that they lacked the time, energy or money to pursue legal
recourses. Some participants who had disclosed, however, reported receiving support and
compassion from supervisors and co-workers.

Some participants explained that it became more difficult to not disclose as their
disease advanced and they began to experience symptoms (Adam & Sears, 1996).
Needing to explain frequent washroom breaks due to diarrhea or a high number of
doctor’s appointments illustrates this difficulty. Participants also explained how
symptoms (e.g., fatigue and memory loss) interfered with their work. Some participants
left work altogether, while others coped by modifying their pace and type of work, and
finding time during the workday for naps. Few workplaces had AIDS policies. Where

these existed, some participants said that this provided a sense of security while others
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expressed mistrust that the policies would be followed. Participants no longer working
reported struggling with boredom and a sense of wasting time. For a number of
participants, volunteering replaced some of the benefits derived from paid employment.
Adam and Sears (1996) also found that being diagnosed with HIV sometimes represented
more of a loss for PHAs of higher social class who might frame HIV as a threat to
upward mobility and expectations. Those of lower social class, on the other hand, had a
greater tendency to reframe HIV as another trouble or a chance for a new start.

Kirkham and Lobb (1998), who examined the experiences of HIV positive
women living in British Columbia, found that 40% of participants had experienced a
decrease in income since their HIV diagnosis and 23.6% feared losing their job. Two
Australian studies (Ezzy et al., 1998; Ezzy, De Visser, & Bartos, 1999) showed that
disease progression, by rendering a person unable to work, can lead to poverty. Similarly,
Massagli, Weissman, Seage and Epstein (1994), who looked at job loss and the effect on
income of PHA s living in Boston, found that two-thirds of the participants experienced a
reduction or limitation in employment income due to their illness. And participants who
left work experienced a considerable drop in income. Furthermore, work demands were
not modified significantly for participants who remained employed (i.e., hours worked or
demands), suggesting little workplace accommodation. Massagli et al. (1994) also found
a connection between type of work and employment loss in that persons diagnosed with
AIDS who had physically demanding jobs were more likely to leave their jobs than those
with mentally demanding jobs. They speculated that jobs requiring higher mental effort

might allow “more discretion over the pace of work or offer flexible work arrangements”
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(p- 1980). These findings underscore the association between HIV/AIDS and loss of
income and the economic benefit of remaining employed.
3.1.3 Private, Government and Non-Profit Services

As reported above under comparisons of PHAs of differing income levels, U.S.
and Australian studies revealed that lower-income PHAs faced greater difficulty in
accessing health services, food and housing assistance, and social and recreational
activities (Ezzy et al., 1998; Montoya, Trevino, & Kreitz, 1999). The quantitative study
of New Brunswick low- and higher-income PHAs (Olivier, 2001) showed that
participants were quite satisfied with their medical treatment independent of income level
(i.e., 94% of low-income and 96% of higher-income PHAs rated their medical care as
generally or totally adequate). Participants of both income groups also reported similar
patterns of drug treatment, physician usage and hospital stays. This is not unexpected, as
all New Brunswick PHAs have free access to a wide range of services under a universal
health care system. In addition, the majority of both groups obtained prescription drugs
through the Provincial Prescription Drug Program. Higher-income PHAs, however,
reported significantly greater access to prescription drugs through private insurance and
indicated no use of food banks or community-based AIDS organizations’ emergency
fund programs (see Table 3.4). These last findings suggest an association between
private/public service use and income level. With the exception of the three services
noted, however, the study did not extensively explore low- and higher-income PHAs’ use

of services that fall outside of medical care.
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Table 3.4: Use of Private/Public Services

Private/Public Services Low-Income | Higher-Income | p - Value
(n=16-19) (n = 28-30)
Px Drugs through Private
Insurance 2(11%) 16 (53%) 0.002
AIDS Organizations’
Emergency Funds 7 (37%) 0 Fisher 0.001
Food Banks 6 (32%) 0 Fisher 0.002

These findings are from the quantitative study, Olivier (2001); however they were not included
in the final published article.

The literature on PHAs living in poverty provided some additional understanding
of their lives in relation to services used. Not surprisingly, Ayala (1996) found that poor
PHAs relied extensively on public assistance. In addition, they often lacked both basic
information about health care and access to a full range of health-related services—in
part related to inexperience in negotiating health services and to a greater concern over
day-to-day survival (e.g., income assistance, shelters). The nature of the health services
received was strongly influenced by the quality of relationships with service providers.
Notably, Ayala’s research was with PHAs living in a large U.S. city, so some differences
between the experiences of his study’s participants and those of low-income PHAs living
in the Maritime Provinces is expected (e.g., regarding access to health care). Bunting,
Bevier and Baker’s (1999) study of poor women living with HIV/AIDS identified
participants’ concerns with the provision of income assistance, but did not elaborate.
However, another U.S. study (Crane, Quirk, & van der Straten, 2002) found that PHAs in
receipt of income assistance worried that they could lose their benefits if their health
improved and they returned to work. As a result some study participants worked ‘under

the table’ to make ends meet.
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Finally, studies that focused on the experiences of PHAs in general, including
factors other than income, provided further insight into the use of services. The New
Brunswick Needs Assessment (Olivier & Stanciu, 1999) found that 20% of PHAs were
currently using alternative/complementary therapies (e.g., vitamins, special diet,
massage) and that an additional 20% would have liked to use these services but could not
afford to. Similarly, Gillett, Pawluch and Cain (2002) in a qualitative study of PHAs
living in the greater Toronto area found that the greatest barrier to the use of
complementary therapies was cost. Many in this study reported that their “experiences
with complementary therapies were limited to those therapies that they could get for a
minimal fee or free of charge through community service organizations” (Gillett,
Pawluch, & Cain, 2002, p. 24). On a different matter, Adam and Sears (1996) found that
some mothers living with HIV/AIDS (e.g., those with histories of injection drug use)
feared losing their children to child protection agencies. Marcenko and Samost (1999)
also found that child protection services were a source of both support and stress for HIV
positive mothers.

3.1.4 Informal Social Relations

The quantitative study (Olivier, 2001) showed that New Brunswick PHAs
experience numerous problems and distressing feelings that relate to social support (see
Table 3.5). The situation is most severe, however, for low-income PHAs who reported
significantly greater rates of HIV-related discrimination, family tension, and rejection by

family members and friends. In addition and as noted earlier, Ezzy et al. (1998) found
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that low-income PHAs living in Australia had more restrictive social lives than those

with higher income.

Table 3.5: Experiences Related to Social Support

Problems/Feelings Experienced Low-Income | Higher-Income | p -
(to any extent from ‘a little’ to ‘a lot’) (n=17-19) (n =28-29) Value
*Fear of being discriminated against because I am HIV+ | 17 (89%) 26 (90%)
Wondering who to tell, what to tell my family/friends 15 (79%) 19 (66%)
Feeling isolated/alone 16 (84%) 18 (62%)
Concerns/worries about sexual relationships 13 (68%) 20 (69%)
*Being discriminated against because I am HIV+ 17 (89%) 18 (62%) 0.037
Grief due to loss of family or friends to AIDS 9 (53%) 14 (48%)
*Fear of being discriminated against because people

think or know that I am gay 12 (67%) 12 (41%)
Tension within my family because of HIV/AIDS 12 (63%) 9 (32%) 0.036
Fear of being rejected by family or friends 11 (58%) 12 (41%)
*Being discriminated against because people think

or know that [ am gay 12 (63%) 11 (38%)
Being rejected by family or friends 11 (61%) 8 (28%) 0.023

*since the nature of discrimination was not specified, these problems also have applicability to the workforce and the
use of private/public services.

The literature that explored the lives of PHAs living in poverty emphasized the
importance of social support. Ayala (1996) found that strong family support among
PHAs living in poverty improved their ability to comply with treatment, cope with illness
and accept nearing death. In addition, he observed that health care staff were often more
attentive if a patient’s family was involved. Ayala (1996) also found that PHAs living in
poverty often lacked family and community support. This was particularly true for some
groups, such as those with a history of injection drug use. Bunting, Bevier and Baker’s
(1999) study of poor women living with HIV/AIDS found that the largest category of
identified needs related to psychosocial issues. Among the psychosocial needs that the

women most often cited was the need for a support group. The women expressed a desire
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“to meet other HIV-positive women who shared similar feelings and experiences”
(Bunting, Bevier, & Baker, 1999, p. 47). The women also mentioned the need for support
from family and friends.

The literature that explored the lives of PHAs in general, but not limited to those
living in poverty, provided additional insight into social support. The Kirkham and Lobb
(1998) study of British Columbia women living with HIV/AIDS found that among the
psychosocial problems experienced quite often by participants were a “lack of intimacy
or satisfying sexual relationship™ (53.6% of participants), “fear of rejection or
discrimination” (51.8%), and “not having enough emotional support” (29.1%) (p. 322). A
U.S. study on the experiences of HIV positive mothers revealed that participants had
concerns about disclosing their HIV status to family members and friends. However, the
participants did draw upon family and friends for support, as well as upon support groups
(Marcenko & Samost, 1999). Bloom (1997), in a U.S. study on the experiences of gay
men living with HIV, identified the importance of community support and the threat to
social support posed by multiple bereavement due to HIV/AIDS.

Among numerous studies on barriers to and predictors of social support among
PHAs, few suggested relationships between social support and SES or income level.
Kadushin (1999), however, found that one of the greatest barriers to PHAs obtaining
family support was the family’s lack of knowledge regarding HIV/AIDS. Lower-income
PHASs’ social networks may have less access to accurate HIV/AIDS information. This
speculation is supported by other research that found that persons with low income and

those misinformed about the risk of HIV transmission had greater hostility and
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stigmatizing views towards PHAs (Lentine et al., 2000; Mondragon, Kirkman-Liff, &
Schneller, 1991).

Smith and Rapkin (1996) identified a number of barriers to family support
including financial costs of accessing support, lack of access (e.g., due to distance), lack
of acceptance, lack of intimacy, negative interactions, and avoidance of disclosure.
Kadushin (2000) found that disclosure to family members facilitates receiving support.
Additional studies linked social support satisfaction to being able to talk to family
members about AIDS (Turner, Hays, & Coates, 1993), family members’ acceptance of
the PHAs’ sexual orientation (Kadushin, 1996), and relationship satisfaction with family
(Serovich, Brucker, & Kimberly, 2000).

Numerous studies have demonstrated the benefits of social support in the lives of
PHAs in relation to: quality of life (Friedland, Renwick, & McColl, 1996; Swindells et
al., 1999); meeting needs (Smith & Rapkin, 1995); adjustment to HIV/AIDS (Pakenham,
Dadds, & Terry, 1994; Rodgers, 1995; Simoni & Cooperman, 2000); mental health and
emotional well-being (Crystal & Kersting, 1998; Gant & Ostrow, 1995; Hays, Turner, &
Coates, 1992; Ingram et al., 1999; Serovich, Brucker, & Kimberly, 2000; Simoni &
Cooperman, 2000); stress mediation (Crystal & Kersting, 1998); and healthy coping
strategies (Chidwick & Borrill, 1996; Leserman, Perkins, & Evans, 1992; Swindells et
al., 1999). Siegel, Raveis and Karus (1994) and Ingram et al. (1999) found both an
association between positive social support and lower levels of depression, and also an
association between higher levels of depression and negative social interactions. Finally,

Hays, Magee and Chauncey (1994) have identified helpful and unhelpful behaviours of
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family members and friends. The helpful behaviours included: expressing concern,
sharing feelings, allowing reciprocity in the relationship, interacting naturally, and
providing encouragement, information, practical assistance, material aid and
companionship. The unhelpful behaviours included: patronizing and overprotective
manner, avoiding interaction and expression of feelings, criticizing the person’s response
to HIV/AIDS or to medical treatment, acting judgemental or ashamed, breaking
confidentiality, making unreasonable demands, expressing pessimism, and making rude
and insensitive comments.

As presented below, employment, health services and social support also
interconnect with income to affect health and well-being.

3.2 Income and Health

The following section of the literature review demonstrates links between income
level and a whole range of health indicators. This section also provides a current
understanding of the causal links between income and health outcomes. In organizing the
review, I used many of the same headings that the Federal, Provincial and Territorial
Advisory Committee on Population Health (FPTAC; 1999a) used to organize data on the
health of Canadians. These headings include: self-rated health, psychological well-being,
chronic diseases, depression, disability and activity limitations, and life expectancy. In
addition, two FPTAC reports on the health of Canadians provided much of the material

for this review (Toward a Healthy Future: Second Report on the Health of Canadians,
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FPTAC, 1999a; and Statistical Report on the Health of Canadians, FPTAC, 1999b)'.
Both reports made extensive use of data from the 1994-95 and 1996-97 National
Population Health Surveys (NPHS).
3.2.1 Self-Rated Health

Self-rated health “describes how individual Canadians experience and assess their
own physical and mental health” (FPTAC, 1999a, p. 12) and “has been shown to be a
reliable predictor of health problems, health-care utilization and longevity” (FPTAC,
1999a, p. 14). Findings from the 1996-97 NPHS demonstrate a clear income-related
gradient in self-rated health, with low-income Canadians reporting higher levels of poor
health than those with higher incomes (FPTAC, 1999a) (see Table 3.6). Similarly
Humphries and van Doorslaer (2000), in an extensive analysis of 1994 NPHS data, found
that significant inequalities in self-reported ill-health exist across all income levels and
are not just the result of differences between the lowest and highest income groups.

Table 3.6: Self-Rated Health by Income Level, age 12+

Income Level Fair/Poor Rating Excellent/Very Good Rating
Lowest 21% 47%

Middle 10% 61%

Highest 5% 73%

Source: FPTAC, 1999a, p. 15

3.2.2 Psychological Well-Being
The 1994-95 NPHS assessed the psychological well-being of Canadians based on

three measures: coherence (“a perception that life is meaningful, challenges are

! In these reports, income levels for a 1-2 person household are lowest income (<$10,000), lower middle
income ($10,000-14,999), middle income ($15,000-29,999), upper middle income ($30,000-59,999), and
highest income (=$60,000) (Statistics Canada, 1998) and are based on Statistics Canada’s 1992 low-income
cut-offs (FPTAC, 1999b).
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manageable and life events are comprehensible™), self-esteem (“sense of self-worth™),
and mastery (“extent to which people believe that their life chances are under their
control”) (FPTAC, 1999a, p. 12). As presented in Table 3.7, the survey found an income-
related gradient, with low-income participants having lower levels of psychological well-
being than those with higher incomes.

Table 3.7: Psychological Well-Being by Income Level, age 12+ for self-esteem and
mastery and age 18+ for all three indicators

Income Level Low Sense of Low Self-Esteem Low Sense of
Coherence Mastery

Lowest 47% 18% 31%

Middle 33% 13% 22%

Highest 26% 10% 12%

Source: FPTAC, 1999a, p. 16

3.2.3 Chronic Diseases

Longitudinal findings for the 1994-95 and 1996-97 National Population Health
Surveys showed that “for all major chronic diseases measured, estimated incidence rates
were higher for people in the two lowest household income groups than for those in the
upper three groups™ (Statistics Canada, 1998, p. 4). The diseases and conditions
examined included arthritis, high blood pressure, heart disease, diabetes and some
cancers. U.S. studies also show that the prevalence of chronic diseases decreases as SES
increases and the relationship follows a linear gradient (Adler & Ostrove, 1999).
3.2.4 Depression

As presented in Table 3.8, the 1996-97 NPHS found that the risk of depression

was highest among Canadians with the lowest income (FPTAC, 1999b). In addition, for
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those assessed to have been depressed, poorer Canadians reported being depressed for

longer periods of time.

Table 3.8: Risk of Clinical Depression and Number of Weeks Depressed in Previous
Year by Income Level, age 12+

Income Level Possible Episode of | Probable Episode of | Average Number of
Depression Depression Weeks Depressed

Lowest 3% 9% 8.3

Middle 1% 4% 7.5

Highest 1% 3% 6.8

Source: FPTAC, 1999b, pp. 294-295

3.2.5 Disability and Activity Limitations
The 1996-97 NPHS found that Canadians who reported any activity limitation or
disability were 1 re likely to have low incomes (FPTAC, 1999b) (see Table 3.9). This

relationship held true whether the limitation was experienced at home, school or work.

Table 3.9: Long-Term Limitation or Disability by Income Level, age 12+
Income | Any Limited at Limited at Limited at
Level Lin ation Home School Work
or Disability
Lowest | 29% 19% 6% 15%
Middle 18% 11% 3% 7%
Highest | 14% 7% 3% 4%
Source: FPTAC, b, p. 237
3.2.6 Life Expe« incy

Higheri ome is also associated with longer life expectancy. Longitudinal NPHS

data (1994-95a 1996-97) showed that SES affected people’s survival time in that
“being in the t lowest household income groups in 1994/95 was predictive of death
before age 75, ¢ n after controlling for sex, chronic diseases, and smoking” (Statistics
Canada, 1998, p. 5). In addition, Wolfson, Rowe, Gentleman and Tomiak (1993) in a

large Canadian ngitudinal study found that “higher earnings for males in late middle
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age (age 45 to 64) are associated with significantly lower mortality at older age (age 65 to
74)” (p. S167). U.S. studies have demonstrated a gradient relationship between SES and
mortality, with lower death rates associated with higher SES (Adler & Ostrove, 1999).

The extensive range of health factors associated with income level has led the
FPTAC to conclude that socio-economic status (of which income is a component) is one
of the most important determinants of health (FPTAC, 1999a).

3.3 Income Level, Paid and Volunteer Work, and Health and Well-Being

Employment can have significant effects on people’s physical, mental and social
health (Canadian Public Health Association [CPHA], 1997; FPTAC, 1999a; Wilkinson,
1996). In addition to income, employment provides people with: a sense of identity and
purpose; opportunities for personal growth; enhanced self-esteem; social status; and
social support and interaction (CPHA, 1997; Wilkinson & Marmot, 1998). Health suffers
in the absence of these benefits. The relationship between employment and health,
however, is complex because some aspects of paid work can negatively affect health. In
synthesizing the findings from a number of studies, Wilkinson (1996) concludes that
“having little control over one’s work, low social support from managers and colleagues
in the workplace, and a fast pace of work” (p. 181) can have deleterious effects on health.
Other stress-inducing factors include: workload and unreasonable deadlines; monotony
and boring, repetitive tasks; physical hazards; harassment; and lack of feedback (CPHA,
1997). High demand jobs that offer low control are especially threatening to health
(Wilkinson & Marmot, 1998). Conversely, the amount of control people have at their

workplace, the fewer stress-related demands, the ability to use their skills to enhance self-
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esteem, and the social support they receive can contribute to better health (CPHA, 1997,
Wilkinson, 1996).

The amount of control a person has over their work is partly related to socio-
economic status (Wilkinson, 1996). Professional occupations, in addition to providing
greater pay, generally provide more work autonomy than lower-paying non-professional
and menial jobs (Young, 1990). Furthermore, people with higher education report the
least amount of work stress (FPTAC, 1999b). There is also an association between
income level and job satisfaction. The 1996-97 NPHS found that Canadians with the
lowest incomes were more likely to report not being satisfied with their jobs (14%)
compared to those with the highest incomes (8%) (FPTAC, 1999b).

People who are unemployed suffer significantly more physical and mental health
problems and have shorter life expectancies than people who have jobs (CPHA, 1997;
Evans, 1994; Wilkinson, 1996). The health effects of unemployment are linked to
psychological consequences of lost benefits such as those listed above, and to financial
problems and material deprivation (Wilkinson & Marmot, 1998). The link between
unemployment and poorer health can also be traced back to job insecurity (Wilkinson,
1996). Anticipating job loss “has been shown to increase effects on mental health
(particularly anxiety and depression), self-reported ill health, heart disease and risk
factors for heart disease” (Wilkinson & Marmot, 1998, p. 18).

Lower-income Canadians are less likely than those with higher incomes to be
involved in volunteer work. The rate of volunteering among those with incomes less than

$20,000 was found to be half that of wealthier Canadians (22% versus 44%; FPTAC,
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1999a). The FPTAC (1999a) speculated that the inability to pay for transportation to a
volunteer agency and clothing costs may be a barrier to volunteering. Lower income
Canadians are also less likely to be involved in a community organization (e.g., sports
and recreation, religious, school-related, cultural, educational and political groups;
FPTAC, 1999a). Studies indicate that participation in community organizations is
associated with lower mortality risk (Berkman, 1984; Kawachi & Kennedy, 1997). This
likely relates to the health benefits of social support and integration, discussed below.

3.4 Income Level, Use of Services, and Health and Well-Being

National Population Health Surveys have shown that income is not generally a
barrier to accessing universally insured medical services (e.g., general practitioner)
(FPTAC, 1999a). However, these surveys have also shown that income does present a
barrier to non-universal health-related goods and services such as dental procedures, eye
care, non-physician mental health counselling, prescription drugs, and alternative or
complementary therapies (e.g., massage therapy, homeopathy, acupuncture). For
example, the 1996-97 NPHS found that 42% of the lowest-income group versus 81% of
the highest-income group saw a dentist in the past year (FPTAC, 1999b). This survey
also found that 6% of low-income Canadians had a recent visit to a chiropractor,
compared to 12% of those with high incomes. Use of alternative or complementary
therapies was also greatest among Canadians with higher incomes and among those with
a university education. This finding suggests those with higher education may be more

aware of different approaches to managing health and are better able to afford them

(FPTAC, 1999a).
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The FPTAC (1999a) noted that most income assistance programs provide some
degree of vision care, dental and prescription drug coverage. This leaves low-waged
Canadians and those without workplace health-insurance the least likely to have access to
non-universally insured health services. It is not surprising that the 1996-97 NPHS found
that Canadians with the lowest incomes (11% of women and 7% of men) were more
likely to report an unmet health-care need than those with the highest incomes (7% of

women and 3% of men) (FPTAC, 1999a).

3.5 Income Level, Social Support, and Health and Well-Being

Research has shown that social support and positive social relationships make
important contributions to both mental and physical health (Berkman, 1984; Cohen &
Wills, 1985; Wilkinson & Marmot, 1998). On the other hand, “lack of a confiding
relationship with a close friend, relative or partner is associated with poorer health, but so
also is less involvement with wider social networks, community activities, etc.”
(Wilkinson, 1996, p. 182). Inadequate social support puts people at risk for depression,
suicide, higher levels of disability from chronic conditions, physical health conditions
and early death (Berkman, 1984; FPTAC, 1999b; Wilkinson, 1996; Wilkinson &
Marmot, 1998). Socially isolated people die earlier than those with well functioning
social networks (Kawachi & Kennedy, 1997; Wilkinson & Marmot, 1998). Furthermore,
negative aspects of close relationships can contribute to poor mental and physical health
(Wilkinson & Marmot, 1998).

Several possible mechanisms account for the potential health benefits of social

support. Berkman (1984) proposed that social networks can: offer advice on accessing
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and utilizing medical services; provide direct tangible or financial assistance; influence
engagement in health-promoting behaviours; and mediate the negative effects of stress.
All of these interactions, in turn, can influence health and well-being. Cohen and Wills
(1985) cite evidence that social support contributes to well-being through a “main or
direct effect” and also through protection from stressful events (a “buffering effect™). The
main effect posits that “social networks provide persons with regular positive experiences
and a set of stable, socially rewarded roles in the community. This kind of support could
be related to overall well-being because it provides positive affect, a sense of
predictability and stability in one’s life situation, and a recognition of self-worth” (Cohen
& Wills, 1985, p. 311). The direct effect benefits health irrespective of stress level, while
the buffering effect protects health in the presence of perceived stress. This protection
operates in two ways: a person’s social network can both reduce the stress response to a
stressful event and also provide resources to cope with stressors. Consistent with the
buffering effect, Singer and Ryff (1999), in a longitudinal study that looked at income
and social relationships, found that long-term low-income study participants with positive
relationship histories had better health\than those with negative relationship histories.
They concluded that supportive relationships can compensate for some of the ill effects
of low income. The HIV/AIDS literature also provides evidence of the benefits of
positive social relationships. Studies reported above have shown associations between
social support and both stress mediation (Crystal & Kersting, 1998) and healthy coping

strategies (Leserman, Perkins, & Evans, 1992; Swindells et al., 1999).

72



Given the relationship between social support and health, lower-income
Canadians may be disadvantaged. The 1996-97 NPHS found that income was positively
associated with social support (FPTAC, 1999a). Canadians with the “lowest level of
income had the lowest percentage of high support (74%), compared with those with the
highest level of income (89%)” (FPTAC, 1999b, p. 131). Respondents were considered to
have a high level of social support if they reported that they had someone they could
“confide in”, “count on in a crisis” and “count on for advice”, and that “makes them feel
loved and cared for” (FPTAC, 1999b, p. 132). Lower SES is also associated with higher
levels of relationship conflict (Taylor & Seeman, 1999).

3.6 Explaining the Links Between Income and Health

As reported above, people with high incomes are usually healthier and live longer.
Income (or lack of) can affect health directly through absolute material deprivation, and
indirectly through conditions associated with poverty and/or income inequality (CCSD,
2001; CPHA, 1997; Lynch, Davey Smith, Kaplan, & House, 2000; Raphael, 2002;
Marmot & Wilkinson, 2001).

The direct pathways between poverty and health are generally well understood.
They include poor diet, substandard housing, unsafe or polluted neighbourhoods, and
lack of access to services (CCSD, 2001; CPHA, 1997; Raphael, 2002). People on low
income, for example, are least able to maintain a healthy diet. The 1996-97 NPHS found
that “low-income households were the most likely to report running out of food (28%),
receiving food from a food bank or other organization (10%) and not always having

enough food to eat (21%)” (FPTAC, 19994, p. 102). Low-income Canadians also “were
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more likely to describe their eating habits as fair or poor than those in upper income
brackets” (FPTAC, 19994, p. 117). The 1996-97 NPHS also classified 57% of the lowest
income group as inactive with respect to leisure, compared to 48% of the highest income
group (FPTAC, 1999b). As with diet, barriers to leisure time activity relate to income,
including the cost of equipment and recreational activity/centre user fees (FPTAC,
1999a).

It is well established, however, that the effect of income on health is not solely the
direct result of material deprivation. The various findings from National Population
Health Surveys demonstrate “an active gradient in health status from low to middle and
upper levels of income can also be observed in virtually all measures of both mortality
and morbidity” (FPTAC, 1999a, p. 43). Furthermore, “populations living in areas with
greater income inequality have shorter life expectancies, independent of median levels of
income” (Adler & Ostrove, 1999, p. 11). In other words, the impact of income as a
determinant of health goes beyond the attainment of a minimal level of basic needs.
Other factors are at play in people’s socio-economic environments that impact upon
health and well-being. These indirect pathways between income and health are only
beginning to be understood but appear to be linked to psychosocial responses to poverty
or income inequality and/or to the material conditions associated with income inequality.
Two main schools of thought have emerged relating to 1) stress and control, and 2) social
cohesion (Raphael, 2002).

The first explains differences in health as stemming from social advantage and

disadvantage, and length and level of exposure to potentially stressful events (Raphael,
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2002). Kessler and Cleary (1980) found that increased susceptibility to poor health
among those with lower income is related to greater exposure to stressful life events and
to the coping skills people possess. Furthermore, they found that potentially stressful
events evoke greater stress among persons of lower SES. People with low income may
experience a greater number of stressors, react with greater distress to those stressors, and
have fewer coping skills and resources to deal with stressors than those with higher
income. Some of the stressors associated with low-SES environments include:
discrimination, unemployment, underemployment, higher crime rates, residential
crowding, and poorer living conditions (Baum, Garofalo, & Yali, 1999). Psychosocial
resources associated with higher SES include: optimism, a sense of mastery or personal
control, social support and effective coping styles (Taylor & Seeman, 1999). “Thus,
enhanced risk of disease at lower levels of SES is due both to greater exposure to stress
and reduced resources for buffering its impact” (Adler & Ostrove, 1999, p. 12).

Kessler and Cleary’s (1980) findings support that both early childhood
experiences and upward mobility are related to less distress and better coping in the face
of problematic life experiences. Childhood socialization is “important in shaping patterns
of interpretation an coping that can magnify or reduce the influence of stress on
emotional functioning” (Kessler & Cleary, 1980, p. 474) and “the experience of success
associated with upward mobility creates the sort of assertive coping skills needed to
avoid the psychological damage that can result from undesirable life events” (p. 472).
This does not, however, necessarily suggest that causation lies with the individual.

Rather, causation is inherently social in that “social class largely determines the life
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experiences to which one is exposed, thus in large part shaping one’s coping repertoire
and determining access to social resources” (Kessler»& Cleary, 1980, p. 466). Similarly,
Taylor and Seeman (1999) argue that higher SES permits a wider range of life options
and future planning which in turn provide more opportunities for skill development.
Conversely, those of lower SES may be more pre-occupied with day-to-day struggles
than future planning. This results in fewer opportunities for broad based learning and skill
development.

Consistent with the above explanations, Lynch, Davey Smith, Kaplan, and House
(2000) argue that it is not income inequality per se that affects health, but rather the
material conditions associated with income inequality. These conditions not only include
personal resources but also the way in which a society distributes resources and
opportunities through its various institutions (e.g., schooling, workplace, social welfare,
health care). They support their argument with a study (Ross et al., 2000) that found no
significant associations between income inequality and mortality within Canada at both
provincial and metropolitan area levels. Ross et al. (2000) did find, however, significant
associations between income inequality and mortality in the United States. They
concluded that “the lack of a significant association between income inequality and
mortality in Canada may indicate that the effects of income inequality on health are not
automatic and may be blunted by the different ways in which social and economic
resources are distr uted in Canada and in the United States” (Ross et al., 2000, p. 898).

The second explanation for the income-health gradient is that income inequality

affects health through a breakdown of social cohesion (Kawachi & Kennedy, 1997;
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Raphael, 2002; Wilkinson, 1996; Wilkinson & Marmot, 1998). In comparing health
outcomes between different countries, Wilkinson (1996) found that in developed
countries relative income is more important than absolute income. He contends that the
level of income inequality in a society is a marker of social cohesion and that countries
with greater income equity are both healthier and more cohesive. Notably, gradients
between health and SES have been found in almost every industrialized country studied
but they are shallower in more egalitarian countries (Adler & Ostrove, 1999).

Characteristics of strong social cohesion include people: having a strong sense of
mutual trust and community, participating in social and voluntary activities outside the
home, and contributing to the attainment of shared social goals (Wilkinson, 1996;
Wilkinson & Marmot, 1998). Kawachi and Kennedy (1997) found the degree to which
people trust others and participate in community organizations is correlated with both
level of income equality and overall mortality. In other words, people who reside in
regions characterized by high levels of civic trust, community participation and income
equality live longer. Linking this back to the individual, Wilkinson (1999) argues that
those with lower social status are more vulnerable to depression, disrespect, isolation,
shame, poor social relations, and feelings of inferiority stemming from negative social
comparisons. Perhaps those most marginalized are also the most vulnerable to the
pressures of division, mistrust, and individualism characteristic of a society lacking
cohesion. Furthermore, people living in poverty are not always aware of these unequal
risk conditions. So in addition to feeling distressed over their situations, they may

“Internalize self-blame for their poverty, isolate themselves and set in motion a vicious
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circle in which peer support declines, self-blame increases and isolation worsens™
(CPHA, 1997, p.9).

In addition, socio-economic context largely determines personal health practices
which in turn affect health. For example, the 1996-97 NPHS found that people with the
lowest incomes (40% of men and 36% of women) were more likely to smoke than those
with the highest incomes (16% of men and 13% of women) (FPTAC, 1999a). Wilkinson
(1996) links smoking to greater stress, and concludes that smoking is a marker of socio-
economic stress. This is supported by research indicating that social deprivation resulting
from poor housing, homelessness or unemployment is “associated with high rates of
smoking and very low rates of quitting” (Wilkinson & Marmot, 1998, p. 23). People who
feel a greater sense of hope and control in their lives may find it easier to give up
smoking (Wilkinson, 1996).

Consistent with research that links low income and stress, my own study found
that low-income PHASs experience a number of stressors more frequently than those with
higher incomes (Olivier, 2001). Koopman et al. (2000) also found that PHAs with lower
income perceived the greatest stress in their daily lives.

Whether differences in exposure to stressful events and resources and/or social
cohesion explain the health gradient, all likely affect health through physiological
responses to stress. Stress, particularly when long-term, strongly impacts upon physical
and mental health (Ader & Cohen, 1993; Brunner, 1997; McEwen & Seeman, 1999;
Wilkinson, 1996; Wilkinson & Marmot, 1998). “The CNS [central nervous system] and

endocrine responses associated with repeated exposures to stress may have long-term
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effects on the immune and cardiovascular systems, leading to an increased risk of disease
onset or more rapid progression of diseases once established” (Adler & Ostrove, 1999, p.
12). Turning on the biological response to stress too often and for too long results in:
“depression, increased susceptibility to infection, diabetes, and a harmful pattern of
cholesterol and fats in the blood, high blood pressure and the attendant risks of heart
attack and stroke” (Wilkinson & Marmot, 1998, p. 11). So while chronic stress can be
linked to biological pathways that contribute to negative health, it can also be traced back
to societal structures that provide people with lower income fewer resources, less
opportunity to develop coping skills, and ultimately less control over life circumstances.
The literature indicates that income is an important determinant of both mental
and physical health. It can affect health directly through material deprivation and
indirectly through relative deprivation. The direct pathways are well understood (e.g.,
poor diet, substandard housing). The indirect pathways are less clear, but may relate to
social cohesion and to differences in social advantage and exposure to stressful life
events. Other factors in a person’s socio-economic environment also affect health.
Employment provides material and psychosocial benefits. Services can be used to help
maintain health. Positive social relations have a direct benefit on health and well-being,
as well as an indirect benefit through mediating stress. People with low incomes,
however, may be disadvantaged in attaining benefits from all three of these social
domains. The literature review reinforced the importance of knowing more about the
impact of income on the lives of PHAs and also placed the study in a broader context of

income as a key determinant of health. The importance of further study on the links
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between income and health is shared by the FPTAC who concluded that “although there
is a clear agreement that income is related to health, why this is so requires further study”

(1999a, p. 39).
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Chapter 4

Research Design and Methodology

This chapter presents my research design and methodology under nine topic
headings: (1) ontological and epistemological underpinnings, (2) research question, (3)
methodology, (4) sampling, context and participant descriptions, (5) data collection, (6)
data analysis, (7) validation issues, (8) ethical considerations, and (9) limitations of the
study.

4.1 Ontological and Epistemological Underpinnings

A sound research study should demonstrate, either explicitly or implicitly,
congruency between its ontology, epistemology and methodology. This was a challenge
in this study, where one of the underlying theoretical frameworks, structural social work,
maintains both objective and subjective views of knowledge and social reality. Chapter 2
presented Mullaly’s (1997) argument for bringing subjective (radical humanism) and
objective (radical structuralism) views of reality together through a dialectical analysis.
Subjectivist radical humanism holds that people create their own understanding of social
reality, while objectivist radical structuralism holds that there is an external social reality
that has a deterministic impact on people’s lives (Mullaly, 1997). I needed a research
approach consistent with this theoretical perspective.

The challenge in establishing ontological, epistemological and methodological
congruency stemmed in part from a lack of models or approaches in the research

literature that hold, or at least make explicit, a view of reality with aspects that are
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simultaneously independent and dependent of an individual’s understanding of their
experience. In fact, a frequent topic in the qualitative literature is the contrast between a
positivist (and post-positivist) position with its realist ontology and an interpretive
position (e.g., constructivism) with its relativist ontology (see for example, Guba, 1990;
Rodwell, 1998). The two positions are generally presented as irreconcilable. For
example, Rodwell (1998) argues that it is impossible to hold positivist assumptions of a
single reality, while at the same time holding interpretive assumptions of multiple
realities. The concept of a subjective/objective dialectic, however, suggests otherwise.

Since the subjective/objective dialectic shares some assumptions with the above
two paradigms, it follows that research methods can be borrowed from either as long as
they are used in a manner that does not exclude the possibility of objective or subjective
views of reality. For example, some research methods (e.g., triangulation and negative
case analysis) were used to detect suggested patterns and regularities in participants’
experiences and thus informed the radical structural aspect of income as a determinant of
health. Consistent with radical humanism, other methods (e.g., open-ended questions and
member checks) served to uncover participants’ subjective understandings. Before
discussing methodology, however, I will first re-visit the research question.

4.2 Research Question

This study’s research question is “how do people of different income levels who
are living with HIV/AIDS experience 1) paid and volunteer work; 2) private, government
and non-profit services; and 3) informal social relations”. I asked participants in

interviews about their experiences and understandings of these areas, including
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challenges faced and strengths and supports used to cope with stressors. Viewed
collectively, these individual accounts help us understand how societal factors operate to
support or challenge the health and well-being of PHAs. They form a picture of reality
that is broader than any one person’s perspective. However, individual participants’
understandings are also reflected in the findings. In this way, aspects of both radical
humanism and radical structuralism were brought into data gathering and analysis.

Having a clear research question informed by explicit theoretical frameworks
helped keep the research focused. Otherwise, a researcher could easily become
overwhelmed by the amount of data (Eisenhardt, 1999) or could omit data crucial to the
phenomena being explored (Bloor, 1999). Wolfson (1994) has compared the theoretical
framework (and I would add the research question) to a filter, “determining which
observations must be attended to and which can safely, often unconsciously, be ignored”
(p. 309). Having said this, I remained open to exploring unanticipated areas that emerged
as important to the participants’ health and well-being, and to shifting my understandings
as suggested by the data.

Finally, the intent of this research was to gain a comprehensive and in-depth
understanding of how factors related to the specified areas of social domains can affect
the health and well-being of PHASs, and differences related to income level. As outlined
in the next section, a qualitative research methodology was well suited to this task.
Before proceeding to this discussion, however, I will first define the key concepts used in

this study.
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4.2.1 Concepts

Health: I adhered to the broad definition of health developed by the World Health
Organization and adopted by the Federal, Provincial and Territorial Advisory Committee
on Population Health. This sees health as “a complete state of physical, mental, social
and emotional well-being. Health is a resource for living that enables people of all ages to
realize their hopes and needs, and to change or cope with the environments around them”
(FPTAC, 19994, p. 3). This definition proved well suited to the research question since a
broad range of areas of social domains (or environments) was explored in order to better
understand factors that challenge or support health and well-being. A key aspect of the
definition of health is a person’s state of well-being.

Well-Being: I again drew from the work of the Federal, Provincial and Territorial
Advisory Committee on Population Health in conceptualizing well-being. This
committee defined psychological well-being in terms of a person’s sense of self-esteem,
“the extent to which individuals feel that their life chances are under their own control”
(i.e., mastery), and “a view of the world that life is meaningful, events are
comprehensible and challenges are manageable” (i.e., sense of coherence) (FPTAC,
1999a, p. 15). Although this definition is specific to psychological well-being, I believe it
can also be applied to a person’s general sense of well-being. The degree to which a
person feels that they have control over life events and can manage challenges is
pertinent to all areas of health—whether physical, mental, social or emotional. In
addition, how a person views the world can influence their comprehension of matters

relating to all facets of health. Relating this to self-esteem, the recognition of structural
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causes of problems and/or challenges to addressing problems poses less of a threat to
self-esteem than if these problems or challenges are attributed to deficiency on the part of
the individual.

Person living with HIV/AIDS (PHA): This term refers to a person who has tested
positive for HIV antibodies, whether symptomatic or not, and to a person who has been
diagnosed with AIDS.

Income Level: Income levels were based on participants’ annual pre-tax
household incomes. The levels were categorized as low-income or higher-income based
on Statistics Canada’s 2000 low-income cut-offs (2001), which range from $12,696 to
$15,757 for one-person family units and $15,870 to $19,696 for two-person family units
living in areas similar in size to those indicated by the participants (i.e., rural
communities to cities with populations between 100,000 and 499,999). [Note: the term
higher income is only meant to differentiate from low income and is not meant to imply
that participants of higher income necessarily have a high or adequate income.]

Paid and volunteer work: I operationalized paid and volunteer work to encompass
employment and volunteer work itself, as well as efforts in finding work, experiences of
being employed or volunteering, experiences of leaving work, and benefits received from
paid and volunteer work.

Private, government and non-profit services: This grouping of services included
private, government and non-profit services (other than medical services) that the
participants had relied on, since their diagnoses with HIV infection, to assist them in

meeting needs associated with their health and well-being.
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Informal social support: Given the variety of relationships that could make up a
person’s support network, I encouraged participants themselves to name who they
include in their support networks. I used an approach taken by Adam and Sears (1996),
who asked study participants to tell them “whom they cared for and relied on most, and
to discuss how HIV affected these relationships” (p. 92). In this way, participants could
identify for themselves who they felt close to and/or who they relied on for support. In
addition to identifying sources of support, I also distinguished the type of support
received or desired. I relied on a four-type classification system developed by Kadushin
(1999), who studied the support received from family of origin among gay men living
with HIV/AIDS. These include: “emotional (for example, reassurance), instrumental (for
example, providing goods), informational (for example, providing information/advice)
and fun/relaxation support” (Kadushin, 1999, p. 200). (Kadushin acknowledges that with

the exception of fun/relaxation, the types of support were adapted from the UCLA Social
Support Inventory.)

4.3 Methodology

A prevailing opinion in the social sciences research literature is that the research
problem should determine the methodology chosen (Bloor, 1999; Hammersley, 1999;
Neuman, 1997; Riessman, 1994). Riessman (1994) adds, however, that our ontological
and epistemologic: beliefs also shape which methods we choose. Keeping this in mind, I
contend that a qualitative methodology is best suited to the research question under

exploration, and that such a methodology can be applied in a manner consistent with my
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views of social reality and knowledge. So why is a qualitative methodology well suited to
this research area?

First of all, the study’s research question is primarily exploratory, focusing on
how PHA s of different income levels experience specified areas of social domains.
Qualitative methods lend themselves well to exploratory studies (Hammersley, 1999;
Marshall & Rossman, 1995), where the concern is with generating theoretical ideas for
further study (Eisenhardt, 1999; Hammersley, 1999), with investigating little-understood
phenomena, and with identifying important variables (Marshall & Rossman, 1995). All of
these facets of exploratory research relate to the purpose of the study.

Secondly, qualitative research methods can facilitate detailed and in-depth
understandings of complex social phenomena (Lofland & Lofland, 1984; Marshall &
Rossman, 1995; Rubin & Babbie, 2001; Rubin & Rubin, 1995). This is an aim of this
study, where the purpose is to gain a comprehensive and in-depth understanding of how
factors related to the areas under exploration can possibly affect health and well-being. In
this respect, a qualitative design can address an explanatory concern, by identifying
“plausible causal networks shaping the phenomenon” (Marshall & Rossman, 1995, p.
41). Qualitative data can help us understand the dynamics that underlie relationships,
“that is, the ‘why’ of what is happening” (Eisenhardt, 1999, p. 150). Furthermore,
participants will have developed their own subjective understandings of factors related to
their health and well-being. Qualitative research methods using in-depth interviews
provide participants with great latitude in sharing their understandings and are well suited

to capturing these subjective understandings. As Bryman (1999) states “The qualitative
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researcher is in a better position to view the linkages between events and activities and to
explore people’s interpretations of the factors which produce such connections. This
stance affords the qualitative researcher a much greater opportunity to study processes in
social life” (p. 43).

A third point in support of qualitative methodology is the potential for reciprocal
interaction between participants and the researcher. This dynamic can permit the
development of a dialogical relationship, where both participant and researcher are able
to shape the direction, content and outcome (e.g., findings) of the interview process. This
dynamic is illustrated in the following interchange between me and one of the
participants:

John: I put a shield around me, so that I don’t know, so that...life doesn’t...I don’t

know...it’s just so bad I think so...

Self: There'’s lots of protection around you...

John: Too much...yeah.

Self: Yeah, cause if you protect yourself, it can also protect yourself

Jfrom...prevent you from having close relationships... Those defense mechanisms

can be helpful but also...problematic too.

John: Oh yeah, very much so. I mean...what you do you end up being alone,

right? I can say...I was never this way before. Never. But it’s just got so that I've

gotten...I was going to say bitter, but I haven't gotten bitter. I haven’t gotten

hateful. It’s just...I'm just protecting myself I think, which is stupid, which I

shouldn’t do. I should get over it, you know.

Self: Do you think that it is related to being HIV positive?

John: Oh, a great deal. Oh yes...

‘Member checks’, discussed below under validation issues, also allow participants to
influence the study through clarifying and expansion. A dialogical approach and member

checks are consistent with structural social work’s goal of involving people in defining

their own issues and concerns, with a subsequent goal of social change.
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Although qualitative methodology is well suited to this particular study,
connections to quantitative research can also be made. Bryman (1999) claims few
impediments to the integration of qualitative and quantitative methods as long as their
differences are technical and not epistemological. Consistent with the former position,
Hammersley (1996) has identified three forms of mixed methodology: 1) triangulation,
using the findings from quantitative and qualitative methodologies to validate each other;
2) facilitation, using the findings from one methodology to inform another; and 3)
complementarity, using both methodologies to gain different sorts of information about
what is being studied. This study used elements of all three forms of mixed methodology.

An earlier quantitative study (presented in the literature review chapter; Olivier,
2001) provided a focus for the current study. Areas chosen for exploration stemmed from
relationships detected in the quantitative study, but the dynamics of the relationships
remained unknown. For example, the quantitative study revealed that lower-income
PHASs experienced more family tension due to HIV/AIDS. However, it was not known if
this tension was similar to what was reported by higher-income PHAs, only experienced
more frequently, or if the nature of the tension was different for the two income groups.
The current study revealed more about the nature of the family tension and showed that
some sources of tension appeared linked to income level. In addition to the nature of
relationships, Eisenhardt (1999) has pointed out that “qualitative data are useful for
understanding the rationale or theory underlying relationships revealed in the quantitative
data” (p. 142). For example, this study pointed to oppression as the root cause of some of

participants’ problems. While the above discussion illustrates how the quantitative study
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informed the direction of the current study and how findings from both studies proved to

be complementary, the quantitative study and the current study also serve a triangulation

function. Confidence in the validity of both studies’ findings was strengthened by the

congruency between the two sets of findings. For example, both studies showed that

family tension due to HIV/AIDS appeared greatest among PHAs with low incomes.

Viewed together, both studies form a larger body of research.

4.4 Sampling, Context and Participant Descriptions

I have centred my research around the experiences of PHAs living in the

Maritime Provinces. The choice of the Maritimes accommodated practical concerns

about research resources and time-frame, while providing an adequate number of

Table 4.1: Description of Maritime Provinces

Characteristic

New Brunswick

Prince Edward Island

Nova Scotia

Geographic Size 72,908 km? 5,660 km? 55,284 km?2
Population 756,700 139,900 944,800
(2002)

Unemployment Rate 10.3% 11.4% 9.5%
(November 2002)

Average Weekly $608.27 $533.79 $586.85
Earnings

(September 2002)

Main Employers
(2001)

Service-producing sector
(76% of jobs)

- trade

- health care and social
assistance

- accommodation and
food services

Service-producing sector
(73% of jobs)

- trade

- health care and social
assistance

- public administration
Goods-producing sector

Service-producing sector
(78% of jobs)

- trade

- health care and social
assistance

- educational services
Goods-producing sector

Goods-producing sector (27% of jobs) (22% of jobs)
(24% of jobs) - manufacturing - manufacturing
- manufacturing - construction - construction
- construction - agriculture - forestry, fishing,
- forestry, fishing, mining, mining, oil and gas
oil and gas

Average Years of 11.6 11.9 12.1

Schooling (1996)

Source: Statistics Canada (2002)
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participants and sufficient variation in experience for answering the research question.
New Brunswick, Prince Edward Island and Nova Scotia make up the Maritime Provinces.
As outlined in Table 4.1, New Brunswick is largest in area, while Nova Scotia has the
largest population. Prince Edward Island is smallest on both counts. Overall, the three
provinces have similar economic profiles. However, Prince Edward Island has a
somewhat weaker economy measured by unemployment rate and average weekly
earnings. The main employers for all three provinces are the service sector (e.g., trade
and health/social services) and the goods-producing sector (e.g., manufacturing and
construction). The average years of schooling in each province is slightly below the
national average of 12.3 years (Statistics Canada, 2002). This contextual description and
the participant descriptions that follow are intended to assist readers in assessing the
transferability of the findings to other settings.

My background and familiarity with HIV/AIDS in the Maritime region facilitated
access to the PHA community. (I worked for approximately 10 years with an AIDS
organization in New Brunswick and have established a well-respected reputation.) Prior
to finalizing the research question and with the consent of Memorial University of
Newfoundland’s Interdisciplinary Committee on Ethics in Human Research (ICEHR)', I
secured support for the research project from the region’s community-based AIDS
organizations and from a research advisory team comprised of PHAs. This support was
critical to the sampling strategy, since I relied primarily on AIDS organizations to recruit

study participants. All seven AIDS organizations in the Maritime Provinces agreed to

! The full submission for ethical review is attached (Appendix 1) and is discussed under Section 4.8.
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distribute notices to prospective participants. In addition, the two HIV clinics in New
Brunswick agreed to hand out notices to patients or to leave notices in their waiting
rooms. Using both AIDS organizations and clinics was intended to increase sample
diversity.

Marshall and Rossman (1995) describe the ideal research site as one where: entry
is possible; there is a rich mix of people and conditions of interest to the study; the
researcher is likely to build trust with participants; and data credibility is reasonably
assured. The Maritime Provinces, coupled with my experience and credibility in this
region, enabled all of these criteria to be met.

The overall sampling strategy was purposive. Purposive sampling involves
selecting participants based on decisions about whose experiences can provide
information about the topic under investigation (Lincoln & Guba, 1985). In answering the
study’s research question, it was essential to include PHAs with a wide range of income
levels. In addition, Lincoln and Guba (1985) have noted that purposive sampling is
especially useful in attaining a maximum variation of conditions, thus increasing the
“likelihood that the full array of multiple realities will be uncovered” (p. 40). Rodwell
(1998) makes a similar point, arguing that purposive sampling “is needed to achieve the
maximum variation of multiple perspectives in an emergent inquiry” (p. 56). I was able to
sample for a wide range of experiences by including people from the three Maritime
Provinces, men and women, people of various sexual orientations and diverse ages, rural

and urban residents, newly and longer-term low-income PHAs, and people at various
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stages of illness—from HIV positive without symptoms to having been diagnosed with
AIDS.

Purposive sampling is also used to reach a state of ‘completeness’, a concept
Rubin and Rubin (1995) define as the point where the researcher is satisfied that he or she
understands the phenomenon being investigated. They state that evidence of reaching this
point is when “each additional interviewee adds little to what you have already learned”
(p. 72). They use Glasser and Strauss’ (1967) term ‘saturation’ to label this point in a
research endeavour. While I did not have the resources to continue sampling until I
reached the point of saturation for all of the factors explored, the sampling strategy did
permit the attainment of a high degree of completeness relative to participant diversity as
evident by the paucity of new themes emerging in later interviews.

The sampling strategy resulted in a total of 27 PHAs being interviewed. Twenty-
six of the participants were recruited through Maritime AIDS organizations. The
remaining participant heard about the study through word of mouth. Unfortunately,
notices distributed through HIV clinics did not result in any additional participants.
Participants were 23 males and 4 females ranging in age from 30 to 53 years, with a
median age of 39 years. Twenty-one participants described their sexual orientation as
gay, 5 as heterosexual and 1 as bisexual. Fourteen participants resided in New
Brunswick, 9 in Nova Scotia and 4 in Prince Edward Island. Two participants lived in a
small town or rural community. The remainder of the participants lived in cities ranging
in population from 58,000 (Charlottetown, Prince Edward Island) to 359,000 (Halifax,

Nova Scotia). A wide range of educational levels were represented with one participant
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reporting grade 8 as his highest grade completed to several participants having completed
undergraduate or post-graduate university degrees. Participants tested positive for HIV
between the years 1985 and 2001, with the median year being 1993. Eleven participants
described their current health status as HIV positive without symptoms, 10 as HIV
positive with symptoms, and 6 as having been diagnosed with AIDS. One participant’s
health condition had reached the point where he required various home support services.
Finally, participants’ annual pre-tax household incomes ranged from $5,550 to $70,000,
with $10,258 being the median income level.

To facilitate data analysis, participants were divided into two income groups
based on their annual pre-tax household income: low-income and higher-income. Fifteen
participants were grouped as low-income and 12 participants as higher-income. Twenty-
three of the participants reported one-person household incomes, while 4 participants
combined their incomes with a partner or spouse. Demographic and descriptive
information for the two income groups is presented in Table 4.2. Overall, both income
groups contained a broad range of representation with respect to gender, age, sexual
orientation and stage of illness. The low-income group had no representation from Prince
Edward Island. However, several participants from this province had incomes at the
lower end of the higher-income range and shared experiences common to those with low-
incomes. The difference in median income level for the two groups was $19,709.
Consistent with the well-established positive association between income and education
(Statistics Canada, 1998), the higher-income participants had higher levels of formal

education. Sources of income also differed for the two groups, with low-income
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participants’ primary source of income being public income security programs (e.g.,
provincial income assistance and Canada Pension Plan disability benefits). In contrast,

Table 4.2: Participant Description: Low-Income and Higher-Income

Characteristic Low-Income Higher-Income
(n=15) (n=12)
Income:
Range $5,550 - $10,320 $17,218 - $70,000
Median $7,264 $26,970

Primary Source of Income:

Provincial Income Assistance (PIA) Only | 9 0
Canada Pension Plan (CPP) Only 1 0
Combination of PIA and CPP 5 3
Other Income Maintenance Program 0 3
Employment 0 6
Province of Residence:
Prince Edward Island 0 4
New Brunswick 9 5
Nova Scotia 3
Gender:
Female 3 1
Male 12 11
Age:
Range 32 — 53 years 30 — 52 years
Median 40 years 39 years
Sexual Orientation:
Gay 11 10
Heterosexual 4 1
Bisexual 0 1
Highest Education Level Attained:
Middle School 1 1
Some High School 6 0
Completed High School 5 5
Some Post Secondary 2 2
Post Secondary Degree/Diploma 1 4

Area of Residence:
City 15 10
Small Town/Rural 0 2

Year Tested HIV Positive:

Range 1985 — 2000 1985 — 2001
Median 1990 1993
Health Status:
HIV+ no symptoms 4 7
HIV+ with symptoms 8 2
AIDS diagnoses 3 3
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participants with higher incomes generally had full-time employment income or access to
more generous income maintenance programs such as a private disability/medical
pension. Several in this group attained their higher-income status through a combined
household income.

As data analysis proceeded, it became apparent that participants whose low
incomes were long term had different experiences from those whose low incomes were
more recent. For example, in reviewing people’s accounts of accessing provincial income
assistance, some participants appeared to have greater success in negotiating optimal
services. In comparing participants, effective negotiation of services seemed linked to
having had previous stable employment—a characteristic of the newly low-income. This
observation led to a more systematic examination of differences between newly- and
long-term low income participants. Participants with low incomes were therefore divided
into two sub-categories: long term low-income and newly low-income. Participants in the
first category had low incomes for many years. Most were receiving provincial income
assistance only and had been at the time that they first tested HIV positive. The newly
low-income group consisted of participants who were no longer able to work due to HIV
symptoms and illness. When working, their incomes had been in the higher-income
range. They now received their income from provincial income assistance and/or CPP.
Demographic and descriptive information for the two low-income groups is presented in
Table 4.3. Both groups included a range of diversities. The median income level for the

long term low-income group was approximately $3,000 less than that of the newly low-

income group.
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Table 4.3: Participant Description: Long Term Low-Income and Newly Low-Income

Characteristic Long Term Newly
Low-Income (n =9) | Low-Income (n = 6)
Income:
Range $5,550 - $10,184 $7,080 - $10,320
Median $6,908 $10,012
Primary Source of Income:
Provincial Income Assistance (PIA) Only | 8 1
Canada Pension Plan (CPP) Only 0 1
Combination of PIA and CPP 1 4
Other Income Maintenance Program 0 0
Employment 0 0
Province of Residence:
Prince Edward Island 0 0
New Brunswick 7 2
Nova Scotia 2 4
Gender:
Female 1 2
Male 8 4
Age:
Range 32 — 53 years 33 — 52 years
Median 41 years 37 years
Sexual Orientation:
Gay 8 3
Heterosexual 1 3
Bisexual 0 0
Highest Education Level Attained:
Middle School 1 0
Some High School 4 2
Completed High School 3 2
Some Post Secondary 0 2
Post Secondary Degree/Diploma 1 0
Area of Residence:
City 9 6
Small Town/Rural 0 0
Year Tested HIV Positive:
Range 1985 — 2000 1987 — 2000
Median 1990 1993.5
Health Status:
HIV+ no symptoms 3 1
HIV+ with symptoms 5 3
AIDS diagnoses 1 2
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As indicated above, the overall sampling strategy resulted in 27 PHAs taking part
in the interviews. While the literature does not provide definitive guidelines for the
optimal sample size (other than sampling until one has reached saturation), Lincoln and
Guba (1985) suggest that a dozen or so interviews is often sufficient. Luborsky and
Rubinstein (1995) noted that “from 12 to 26 people in each study cell seems just about
right to most authors” (p. 105). Interviewing 15 participants with low-incomes and 12
participants with higher-incomes fits with these general guidelines. This number of
participants proved large enough to provide the necessary diversity for comparison and
completeness, yet was still small enough to make the study feasible through the use of in-
depth interviews.

4.5 Data Collection

I collected all the data myself, through individual, face-to-face, semi-structured
interviews that ran between one and three hours, with the median duration being 90
minutes. All of the participants opted to be interviewed in English (versus French) which
made translating the description of the research and consent form unnecessary. A semi-
structured interview format permits the researcher to guide the interview process through
the use of a pre-determined series of questions or topics and associated probes, while still
providing the participants with considerable latitude in how they answer (Bryman &
Burgess, 1999; Rubin & Rubin, 1995). As an example of the latter, ] made extensive use
of open-ended questions to allow respondents to share their perspectives in their own
words (Rubin & Babbie, 2001). The interviews proceeded from more general questions to

more specific ones and probes for each of the areas explored, as I sought clarification,
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details and examples stemming from the participants’ initial responses (Lincoln & Guba,
1985; Rodwell, 1998; Rubin & Rubin, 1995). In this way, I could examine the accounts
shared by respondents in the context of the overall discussion or conversation (Paget,
1999), as well as with rich detail and illustrations.

The semi-structured interview format proved to be particularly well suited to the
study, where the research question had already been determined and areas of interest
specified, and where the participants’ perspectives were key to understanding the areas
under exploration. Strengths of qualitative research, discussed earlier under methodology,
also apply to the interview format (i.e., useful in exploration, facilitates detailed and in-
depth understandings, and promotes an interactive, dialogical relationship between the
researcher and the participants). Before choosing the semi-structured format, however, I
had considered two other methods of data collection: focus groups and narrative inquiry.

I had thought of using focus groups in order to get input from a greater number of
PHAs and to benefit from group interaction (e.g., participants building upon each other’s
ideas) (Kitzinger, 1994). In the end, I rejected this approach because I did not think it
would give me an adequate understanding of individual participants’ experiences
(Kitzinger, 1994), which is essential to making comparisons between income groups. In
addition, the highly personal nature of the areas explored (e.g., social supports, coping
mechanisms) might have inhibited participation. Since confidentiality is less ensured in a
group format, disclosure of personal and sensitive information also places participants at
greater risk of harm than in individual interviews. I considered a narrative case study

approach because of its potential to elicit in-depth and detailed descriptions of people’s
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lives. Such descriptions would facilitate a comparison between low- and higher-income
participants. However, narrative inquiry is both time and labour intensive (Marshall &
Rossman, 1995), so I would have had to reduce the number of interviews. A smaller
number of participants would probably have reduced sample variation and the chance of
detecting differences between income groups. In the end, I concluded that the semi-
structured interview format provided the optimal balance of breadth (i.e., number of
participants and variation) and depth (i.e., degree to which an individual PHA’s
experience could be explored).

‘Tools’ or aspects of the interview process that were particularly helpful in
conducting the interviews and in managing the collected data included: the interview
guide, attitude and skills of the interviewer, and recording and transcribing the
interviews. In addition, ICEHR guidelines for ethical approval provided direction on
planning and conducting the interviews. However, this latter discussion is contained in
the upcoming section on ethical considerations.

An interview guide is used to provide structure to the interview, to help keep the
interviewer focused on the main topics or themes and to prevent the interviewer from
getting lost (Rubin & Rubin, 1995). The interview guide in this study was a checklist of
main questions and topics to be covered with the participants (Rodwell, 1998). I
organized the questions under five headings that covered background information, the
three areas of social domains explored, and life in general (see Appendix 4). Although the
interview guide provided structure and focus for the interview, as : |luded to in earlier

discussion, I took advantage of the flexibility of a qualitative design to pursue additional
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questions or leads that arose during the course of a particular interview (Bryman, 1999;
Lincoln & Guba, 1985; Rubin & Rubin, 1995). I also expanded the interview guide based
on issues that emerged in earlier interviews. For example, several of the first participants
interviewed spoke of the stress they experienced on cheque day (i.e., the day that they
receive their income assistance benefits). This became a topic that I asked all subsequent
participants about. The interview guide also served as a record of what was explored in
each interview (Rodwell, 1998).

The attitude and skills of the interviewer are critical to establishing a relationship
with participants that is conducive to open and in-depth communication (Andersen, 1999;
Rodwell, 1998; Rubin & Rubin, 1995). Rubin and Rubin (1995) have found the following
skills and approach useful in establishing such a relationship: conducting oneself in an
ethical manner; being clear about study rationale and process; reassuring participants that
they have something valuable to contribute to the study; demonstrating good listening
skills; showing understanding, empathy, interest and respect; and establishing rapport
before introducing more difficult and sensitive topics. This approach to relationship
building has much in common with competent social work practice. And as a Master’s
trained social worker with 12 years of experience, | was able to demonstrate the
necessary attitude and utilize the appropriate skills to carry out effective qualitative
research interviews. This approach to interviewing, along with the use of open-ended
questions, also likely reduced the degree of social desirability bias in participants’
responses—that is “the tendency of people to say or do things that will make them or

their reference group look good” (Rubin & Babbie, 2001).
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Another consideration was my close association with PHAs and community-
based AIDS organizations in the Maritime region. A close association with the research
topic or population group presents both advantages and disadvantages. My familiarity
with the research focus facilitated the development of trusting relationships with the
participants and an ease in understanding their responses (Lofland & Lofland, 1984). On
the other hand, I needed to be conscious of maintaining some distance so that my own
ideas did not prevent me from understanding the participants’ perspectives (Lincoln &
Guba, 1985) or that due to ‘over-rapport’, [ ignored perspectives other than those of the
participants (Hammersley, 1999; Lofland & Lofland, 1984). I believe that [ was able to
establish a good balance between familiarity and detachment. I was in a fortunate
position in that my ten years of experience with HIV/AIDS provided some closeness to
the issue, but having recently left my employment in this field to pursue doctoral research
gave me some distance. In addition, several means of ensuring that study findings reflect
participant perspectives are discussed below under validation issues.

I audio taped the interviews with participants’ consent. All participants agreed to
the audio recording. Audio taping interviews provides a credible data source, assures
accuracy and completeness, provides opportunity to review the interview, and enables the
interviewer to focus on the interview with less worry about recording (Lincoln & Guba,
1985; Rubin & Rubin, 1995). These advantages outweighed the potential disadvantages
associated with audio taping. The disadvantages include respondent distrust, mechanical
failure and the amount of time to transcribe tapes (Lincoln & Guba, 1985; Rubin &

Rubin, 1995). Furthermore, audio recordings do not capture all aspects and dynamics of

102



an interview (e.g., body language). For this reason, I wrote notes of the tone and context
of each interview (Poland, 1999) and kept a reflexive journal of my ideas, insights and
conjectures (Rubin & Rubin, 1995). These notes taken during data collection proved
important since this stage of the research overlaps with data analysis (Eisenhardt, 1999).
For example, the journal allowed me to track issues to pursue in subsequent interviews.
This analysis was especially important because the interviews were conducted before the
first interview tapes were transcribed. I discuss more about the use of a reflexive journal
under validation issues.

Three people transcribed the interview tapes, which was invaluable since
transcription was time-consuming. I used several strategies suggested by Poland (1999)
to reduce transcription error and to maximize transcription quality. These included
training the transcribers (e.g., supplying an example of a portion of a transcribed tape and
providing instructions on how to note pauses, laughing, words that cannot be understood,
and emphasis) and meeting regularly with the transcribers to review their work. In
addition, I took steps to ensure that the transcribers complied with ethical principles of
privacy and confidentiality (e.g., having them sign an oath of confidentiality, carrying out
the transcribing in a private setting, and storing tapes and transcripts in a secure location).
I also ensured that the interview settings and equipment facilitated good quality
recordings (Poland, 1999).

4.6 Data Analysis

While the research question and purpose determined the general areas to be

explored, other salient issues emerged from the data—that is from the participants’
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sharing of their experiences and understandings. This hints at two related characteristics
of qualitative research: its emergent design and the overlap between data collection and
data analysis (Corbin & Strauss, 1990; Eisenhardt, 1999; Lincoln & Guba, 1985;
Marshall & Rossman, 1995; Rodwell, 1998). Emergent categories and themes identified
through data analysis can lead the researcher to adjust his or her data collection strategy
(Eisenhardt, 1999; Rodwell, 1998). As already mentioned, I modified the interview guide
based on analysis of previously collected data. Eisenhardt (1999) cautions, however, that
this “flexibility is not a license to be unsystematic” (p. 145) but rather is a planned
process of taking advantage of the emergent information.

The following activities were carried out in the data analysis process. Although
organized to reflect the overall order in which they were performed, the process was not
linear but flexible and iterative.

4.6.1 Coding

I began the analysis of each transcript by reading it for overall content. This
allowed me to think about the data in the context of the entire interview and to start
forming ideas about how the information could be categorized (Rubin & Rubin, 1995).
The actual coding process involved “grouping interviewees’ responses into categories
that bring together the similar ideas, concepts, or themes” (Rubin & Rubin, 1995, p. 238)
by assigning a segment or unit of text to a particular coding category. I did not
predetermine the size of the text segments but rather based their size on the amount of
text that was required to describe the event or idea. Some of the coding categories were

predetermined and reflected headings of the interview guide, while other coding
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categories emerged from the data (Buston, 1999). I then used this combination of
predetermined and emergent categories to code the subsequent interviews.

Rubin and Rubin (1995) suggest that the researcher work out the coding
categories by first using a small sample of interviews. Furthermore, if the interviews are
chosen to reflect maximum variation (e.g., low and higher income, rural and urban
residence, male and female) the set of categories that emerges should be fairly complete
and require minimal adjustment later. Following this advice, I developed a coding
scheme based on the analysis of an initial set of six interviews that reflected a diverse
range of participants. This resulted in a relatively stable set of categories that required
little revision as subsequent analysis proceeded.

The coding scheme included two types of categories: descriptive and conceptual
(Buston, 1999). I used descriptive categories to organize participants’ accounts of
activities and events for each social domain explored. I used conceptual categories to
code segments of text that reflected abstract concepts, perhaps arrived at through some
interpretation on my part (Buston, 1999). Some text was coded under both descriptive
and conceptual categories. To illustrate, I placed one participant’s account of having to
leave work due to illness under the descriptive category ‘leaving work’ as well as under
the conceptual category ‘self-worth’ since the participant described how leaving work
resulted in a loss in self-esteem. Descriptive and conceptual categories assisted in
analyzing specific areas of social domains as well as concepts that ran through several

areas under investigation (Buston, 1999).

105



NUD*IST Vivo (NVivo) software for qualitative analysis facilitated the coding
process. I could code text segments of any size and once coded, the data was
automatically stored under the assigned coding category. I could also easily retrieve the
material in each category. Since the coded information could be linked back to the
original interview, NVivo also enabled me to make comparisons of coded data with
respect to specified demographic characteristics such as income level. After coding
groups of five to ten interviews, I carried out within and across category analysis. I
repeated this process until each of the 27 interviews were included in the analysis.
4.6.2 Within and Across Category Analysis

The goal of within category analysis is to attain a thorough understanding of the
descriptive area or concept that a category represents. To this end, I examined and
compared the material within each of the categories in order to assess the uniformity of
examples and experiences in each category (Rubin & Rubin, 1995). For example, of
particular interest were similarities and differences for the various income groups. Being
familiar with each of the categories on a stand-alone basis then helped in making
comparisons across categories (Eisenhardt, 1999).

The goal of across category analysis is to detect patterns, and possible links or
relationships between categories (Rubin & Rubin, 1995). As anticipated, some linkages
were easily detected, since participants themselves raised several issues together, and
pointed out their relationships (Rubin & Rubin, 1995). For example, participants made
reference to low income causing stress. Analysis across coding categories also enabled

me to see “linkages that are much less obvious by putting related ideas in proximity to
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each other that were not raised at the same time or by the same interviewee” (Rubin &
Rubin, 1995, p. 254). For example, I was able to detect how having had stable
employment, which was the case for newly-low income participants, provided some
advantage in securing volunteer work and in negotiating income assistance.

The within category analysis provided a range of well defined and described
categories, and along with the linkages detected through across category analysis,
resulted in a thorough understanding of the areas under investigation. I also used member
checks, described more fully in the next section under credibility, to provide participants
with opportunity to assess how well their perspectives were reflected in the ﬁnding.s. I
was able to provide 18 participants with a preliminary report of the study findings. Of the
seven participants who got back to me, all were satisfied with the report and two
participants took the opportunity to make additional comments. Their comments did not
contradict the report findings but rather expanded on them.

4.6.3 When to Stop, Use of the Literature and Writing the Final Report

Confirmation by the participants that the findings accurately reflected their
experiences and that the overall analysis ‘made sense’ provided indication that it was
appropriate to move into the next phase of data analysis (Lincoln & Guba, 1985;
Rodwell, 1998). The next phase involved writing the final report and examining the
findings in relation to the literature (Charmaz, 1990; Eisenhardt, 1999; Rubin & Rubin,
1995). Charmaz (1990) points out: “through writing and rewriting, the researcher can
bring out implicit arguments, provide a context for them, make links to the literature,

critically examine the categories and concepts, and present the data cogently” (p. 1170).
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In this final stage, my goal was to attain an integrated set of findings that described the
phenomena under investigation, along with suggested explanations for the patterns and
relationships observed (Rubin & Rubin, 1995). To this end, in Chapter 5, I describe the
participants’ experiences and in Chapter 6, I present a discussion and synthesis of the
findings. The discussion and synthesis draws upon literature from the substantive area as
well as from the theoretical frameworks that underpin the study. Finally, data analysis
also ties in with the development of implications (Rubin & Rubin, 1995). My concluding
chapter includes implications for social work practice.

4.7 Validation Issues

How do we judge a research project to be of value? The research goal provides a
starting point for this discussion. Hammersley (1990) argues that the goal of social
research is “to produce knowledge that is of public relevance” (p. 56). Consistent with
this goal, he suggests two criteria for assessing the value of research: validity and
relevance. I agree with Hammersley’s position, and will use the concepts of validity and
relevance, supplemented by the overarching theme of transparency, to map out the
handling of validation issues in the study. Table 4.4 summarizes the criteria used to
establish validity and relevance.

4.7.1 Validity

Hammersley (1990) sees validity as “the extent to which an account accurat¢
represents the social phenomena to which it refers” (p. 57). Of course, judging the
accuracy of how social phenomena are represented raises questions of ontological a |

epistemological congruency. As Lincoln and Guba (1985) point out, “different basic
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beliefs lead to different knowledge claims and different criteria” (p. 294). Earlier in this
chapter, I discussed my position that people form subjective understandings of social
phenomena but that there is also a social reality independent of any one participant. As
such, I will use criteria for ensuring validity in a manner consistent with this
epistemology.

Table 4.4: Validity and Relevance Criteria

Criteria Means Used to Attain

Credibility « prolonged engagement
« triangulation

» negative case analysis
« member checks

Dependability « description of the research methodology
Confirmability » detail and illustration in reporting and analyzing the data
Importance « literature review
« consultation with community skakeholders
Contribution  literature review
» findings
Transferability « provision of a description of the research context

Lincoln and Guba (1985) have developed a framework for establishing the
‘trustworthiness’ of research that consists of four criteria: 1) credibility, 2) dependability,
3) confirmability, and 4) transferability. Although Lincoln and Guba come from a
constructivist research approach, with a relativist ontology and subjective epistemology,
aspects of their framework can be used in a manner consistent with this study’s
epistemology. I contend that credibility, dependability and confirmability provide a
sufficiently comprehensive set of criteria for both ensuring and assessing the validity of
this research project. These are discussed below, with transferability reserved for the

discussion of relevance.
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4.7.1.1 Credibility

Credibility refers to the degree to which the study’s participants can see their
accounts of the social phenomena being studied accurately reflected in the research
findings (Lincoln & Guba, 1985). Lincoln and Guba (1985) propose a twofold task for
implementing the credibility criterion: first, carrying out “the inquiry in such a way that
the probability that the findings will be found to be credible is enhanced” (p. 296), and
second, having the findings approved by the participants. I utilized prolonged
engagement, triangulation, and negative case analysis to increase the likelihood of
attaining credible findings (Lincoln & Guba, 1985). In addition, I conducted member
checks to assess the degree to which credibility was attained (Lincoln & Guba, 1985).

Prolonged engagement entails spending sufficient time in the research process “to
learn the context, to minimize distortions, and to build trust” (Lincoln & Guba, 1985, p.
307). Lincoln and Guba (1985) argue that it is not possible to understand any
phenomenon without understanding its cultural context. Here I had the advantage of ten
years of experience in the field of AIDS in the Maritime Provinces. This prolonged
engagement has given me a good understanding of the contexts of the lives of PHAs. My
long involvement and closeness to the issues allowed me to be readily accepted by the
participants and to integrate easily into HIV-related discussion—cutting down on
hesitancy and mistrust on the part of participants. Evidence of this was the participants’
openness to discuss all of the interview topics.

With respect to triangulation, Lincoln and Guba (1985) have suggested that

credibility can be enhanced through the use of different data sources, different data-
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collection methods, and more than one investigator. To some extent, I have used all three
of these methods. As already discussed, a quantitative study has been carried out with
New Brunswick PHAs. The confidence in the validity of this study is enhanced by
congruence between the two sets of findings (Hammersley, 1990). In a limited way, the
Research Advisory Team fulfilled the criterion of multiple investigators since they were
involved in some data analysis (e.g., reviewing the preliminary themes that emerged and
draft chapters of the findings, discussion and synthesis). [Note: Guba and Lincoln (1989)
have moved away from triangulation as a technique for establishing credibility, finding it
too positivistic. However, I believe triangulation does not conflict with an epistemology
that encompasses radical structuralism.]

I also used negative case analysis in establishing credibility (Lincoln & Guba,
1985). Lincoln and Guba (1985) describe negative case analysis as the process of revising
a hypothesis based on the detection of cases that do not fit with the original hypothesis. In
theory, revisions are done until the final hypothesis can account for all cases without
exception. Along this same line, I took into account the minority perspectives of
participants in formulating descriptions and suggested patterns and relationships. For
example, I sought explanations for emergent relationships that did not hold true for all
participants of a certain income group. This led to differentiating between the experiences
of newly low-income and long term low-income participants.

According to Lincoln and Guba (1985), member checks are the most important
criteria for assessing credibility. Through the use of member checks “analytic categories,

interpretations, and conclusions are tested with members of those stakeholding groups
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from whom the data were originally collected” (Lincoln & Guba, 1985, p. 314).
Confidence in the credibility of the findings is derived from the participants’ agreement
that their accounts are adequately represented.

I performed member checks through three means. First, I obtained permission
from participants to contact them if there was something in their respective interview
transcript that required clarification or expansion. I contacted four participants for such
reasons. A more formal phase of member checking occurred through providing
participants with a copy of the preliminary findings. This allowed participants to ensure
that their accounts were accurately reflected. As reported earlier, seven participants
responded to the preliminary report. All seven participants approved of the report and two
provided additional information that was subsequently incorporated. The final form of
member checking relied on the involvement of the Research Advisory Team members
who, as representatives of PHA communities, reviewed the preliminary analysis and the
findings and discussion chapters.
4.7.1.2 Dependability

Dependability is the second criterion that I used to establish validity.
Dependability is concerned with the soundness of the research process (Lincoln & Guba,
1985). In order to demonstrate dependability, this report contains a detailed description
and justification of the research methodology. This should enable readers to judge for
themselves the appropriateness of the data collection and analysis procedures.
Techniques used to establish credibility also contributed to the study’s soundness of

design (Lincoln & Guba, 1985; Rodwell, 1998).
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4.7.1.3 Confirmability

Confirmability is the final criterion that I used to establish validity. This is
concerned with a logical link between the data and the research findings (Lincoln &
Guba, 1985). A researcher achieves confirmability by ensuring that findings “can be
tracked to their sources” (Lincoln & Guba, 1989, p. 243) and that interpretations are
supported by the data. This does not mean, however, that only one interpretation of data
is possible. But rather, the logic between data and inference should always be evident.
My attempt to demonstrate confirmability consists of clearly separating the findings (i.e.,
Chapter 5) from the discussion and synthesis of the findings (i.e., Chapter 6) to allow the
reader to arrive at his or her own conclusions regarding the logic between data, findings
and interpretations. Furthermore, the findings in Chapter 5 are illustrated and supported
by actual interview data.
4.7.2 Relevance

Relevance is the second concept that I used to assess the value of the proposed
research. Hammersley (1990) contends that it is not sufficient for research findings to be
valid; “equally important is that they make a contribution to knowledge that is relevant to
some public concern” (p. 107). He proposes two criteria for determining relevance:

1. The importance of the topic. The research topic must relate (however

remotely) to an issue of public importance.

2. The contribution of the conclusions to existing knowledge. The research

findings must add something to our knowledge of the issue to which they relate.

Research that merely confirms what is already beyond reasonable doubt makes no
contribution. (Hammersley, 1990, p. 107)
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I suggest that these two criteria, importance and contribution, along with Lincoln and
Guba’s (1985) transferability criterion for establishing trustworthiness, provide a
framework for operationalizing the concept of relevance.
4.7.2.1 Importance

My first chapter argues for the importance of this research. The well-being of
people living with HIV/AIDS is an issue of public concern. Given the links between HIV
infection and poverty and between income level and health, a more thorough
understanding of the lives of PHAs in the context of income is critical to developing
effective responses to the needs of this population group. Consistent with a community-
based research design, consultation with community stakeholders was paramount in
establishing the relevance of the research. A consultation that I carried out with the
executive directors of Atlantic community-based AIDS organizations resulted in their full
agreement on the importance of the research focus. In addition, members of the Research
Advisory Team fully endorsed the importance of the study. The ongoing participation of
PHAs through the Research Advisory Team also helped ensure that the research
remained relevant to PHA community interests.
4.7.2.2 Contribution

Hammersley (1990) offers several means through which research can contribute
to the existing knowledge of a particular issue. These include filling gaps in the literature,
testing previous findings, reformulating something taken for fact, checking to see if
findings remain true, and testing theory. Filling gaps in knowledge fits with the purpose

of this research project. As outlined in the introductory chapter, the study’s findings
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contribute to the understanding of the experiences of PHAs of differing income levels
and to the development of population health theory by suggesting possible links between
income and other factors that affect health and well-being. The significance of these
contributions is heightened given that there are relatively few published studies that
compare the experiences of PHAs of various income levels across a broad range of
factors that influence health and well-being.
4.7.2.3 Transferability

Transferability refers to the extent to which a study’s findings have application in
another site or context (Lincoln & Guba, 1985). Since transferability is about applying
findings in other situations, it relates to the issue of relevance. The researcher, however,
cannot be responsible for assessing the application of findings to another setting since he
or she will not have knowledge of that site. Rather, the researcher needs to provide a
thorough description of the research context in order to assist others in determining the
transferability of findings (Lincoln & Guba, 1985). Ultimately, the research user must
decide whether or not there is sufficient similarity between the research context and the
new setting for transferability (Lincoln & Guba, 1985). My description of the study’s
setting, the participants, the research focus, and the findings will facilitate decisions about
transferability (Rodwell, 1998). I also note considerations related to transferability in the
limitations section of this chapter.
4.7.3 Transparency

Transparency is the final concept that I used to address validation issues. Rubin

and Rubin (1995) describe transparency as enabling the reader to follow the basic
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processes of data collection and “to assess the intellectual strengths and weaknesses, the
biases, and the conscientiousness of the interviewer” (p. 85). Rubin and Rubin’s (1995)
concern is with the transparency of the research method, achieved through keeping good
records of the process. However, I believe the concept of transparency applies to all
aspects of the research project, from justification of focus to writing the final report.

I have attempted transparency by presenting the research question with clearly
defined terms; a discussion of the theoretical frameworks where underlying assumptions
are explicitly stated; a detailed description of the methodology; and a discussion of what I
see as the study’s limitations. Specific to this section on validity and relevance,
transparency strengthens the application of many of the criteria used. For example,
demonstrating dependability requires that the reader has access to a detailed description
of the research process. Similarly, for the reader to assess confirmability he or she needs
to be provided with sufficient detail and illustration to see the logic between data and
interpretations. Here clarity was particularly important since I came to my own
understandings of participants’ experiences, in large part influenced by structural social
work theory and related theories on oppression. However, and as reported above, |
separated the findings from the discussion and synthesis of the findings in order to
present the participants’ accounts as much as possible from their perspectives. My
analysis of the findings was then reported in a separate chapter.

In addition to the final report, [ kept a reflexive log to record salient aspects of the
research process. I used Lincoln and Guba’s (1985) suggestion for organizing a reflexive

journal around three headings: 1) the schedule of events, logistics of study and contacts,
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2) the methodological log (i.e., research design decisions and accompanying rationale),
and 3) personal diary (e.g., growing insights, and issues related to values and beliefs).
This log helped me track information needed to write a transparent report.

4.8 Ethical Considerations

According to Rubin and Rubin (1995), “research ethics are about how to acquire
and disseminate trustworthy information in ways that cause no harm to those being
studied” (p. 93). I view ‘those being studied’ as the research participants as well as the
PHA communities of the Maritime Provinces. As such, conducting the research in an
ethical manner required that I paid attention to PHAs as individual participants and as a
collective.

Adhering to the principles of the 7ri-Council Policy Statement: Ethical Conduct
Jfor Research Involving Humans (TCPS; 1998), as required by Memorial University of
Newfoundland’s ethics review process safeguarded against unethical practice. Memorial
University’s Interdisciplinary Committee on Ethics in Human Research (ICEHR)
provided guidelines on what issues should be considered, including: 1) Harms and
Benefits; 2) Scholarly Review; 3) Free and Informed Consent; 4) Privacy and
Confidentiality; 5) Conflict of Interest; 6) Inclusiveness; and 7) Aboriginal Peoples. The
full submission for ethics review is attached (Appendix 1), with some of the more critical
considerations identified below.

A key principle of the TCPS document is protecting participants where any
potential for harm is above the range of minimal risk, that is “greater than those

encountered by the subject in those aspects of his or her everyday life that relate to the
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research” (1998, p. 1.5). While I believe that the potential harm to participants in this
study is within the range of minimal risk, I needed to pay particular attention to some
concerns. The subject matter of the interviews was highly personal and sensitive, and for
some participants discussing the topics being explored could evoke distressing feelings
(Rubin & Rubin, 1995). As an experienced social worker, however, I felt confident that I
possessed the necessary skills to assist a participant in acknowledging any painful
feelings, and to make a referral to an appropriate agency if this were necessary. While
discussion did evoke sad and angry feelings for some participants, at no time did this
progress to a point where I felt a participant was at risk. No participant indicated that the
interview was a negative experience and in fact, many reported that they enjoyed and
appreciated the opportunity to discuss the issues explored. Being familiar with HIV and
income-related services, | was able to answer questions that participants had about
obtaining resources. This dual role of researcher and information provider did not appear
to negatively affect the interviews.

Other safeguards against harm to participants were more typical of the ways
ethical concerns are addressed in research. For example, I took measures to assure “that
anyone who is a subject of research should participate in the research voluntarily and
with full information about what the research involves” (ICEHR, 2000, p. 4).
Furthermore, this ‘free and informed’ consent was maintained throughout the
participant’s involvement in the research (TCPS, 1998). Activities and tools that I used to
ensure this consent included providing the participants with a verbal and written

description of the research (e.g., research purpose, nature of participation, and foreseeable
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harms and benefits) and having them sign a consent form (copies of the research
description and consent form are included as Appendices 2 and 3 respectively). I also left
each participant with a copy of the consent form. This listed all the items that the
participant was agreeing to (e.g., audio recording, transcribing and analyzing of
interviews, member checks, right to withdraw consent to participate at any time and to
not answer some questions, and the use of quotes in the final report).

The measures used to protect participants’ privacy and confidentiality were also a
part of the research description and of free and informed consent. For example, I
informed participants about who would have access to the audio tapes and interview
transcripts (e.g., the transcribers and me). In addition, I explained that information would
not be presented in the final report in ways that could inadvertently disclose the identity
of a participant (e.g., personal information would be presented with minimal
demographic description in order to provide anonymity). Finally, emphasis on maximum
variation fits well with a research design that does not arbitrarily exclude any population
group from participating in the study (ICEHR, 2000).

In addition to safeguarding the interests of individual participants, I believe it is
important to give thought to the interests of PHAs as a collective. Finch (1999), in doing
research with women, found that one way of ensuring that her research findings would
not be used to harm women was to provide a structural analysis of the issues explored. As
one example, she linked women’s seeming acceptance of subordinate roles to
accommodating exploitative structures, in contrast with a superficial acceptance that

women are satisfied with being restricted to such roles (Finch, 1999). I used structural
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analysis in a similar manner. As an illustration, long term low-income participants
appeared to have less effective communication skills in dealing with income assistance
personnel in comparison to participants whose low-income levels were more recent. In
the analysis of this finding, however, I was able to point out that through exclusion from
the workforce, long term low-income participants were also denied opportunity to
develop skills that could help in negotiating income assistance benefits. Another
safeguard of the interests of PHAs as a collective was the Research Advisory Team.
Having an advisory team made up of members from Maritime PHA communities assured

that the data was analyzed in ways that would be useful to PHA communities.

4.9 Limitations of the Study

The limitations of this study can be categorized as either being inherent in the
research design or stemming from the implementation of the study. As discussed below,
the sampling and data-collection strategies have limitations. In addition, several
limitations emerged as the study proceeded.

While the sampling strategy was appropriate to the study’s goal of attaining a rich
description of the experiences of low to higher income PHAs, the relatively small number
of PHAs that would be interviewed and the diversity of the sample was expected to place
some limits on the completeness of the findings. I believed that the small sample size and
diversity of participants would not permit areas of interest to be explored until no new
information emerged (i.e., saturation). In a sense, the design reflected a trade off between
maximum range of participant characteristics (in order to capture variation in experiences

among PHASs) and the attainment of a more complete set of findings that could come
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from interviewing a more similar group of PHAs. In my assessment, however, this trade
off was warranted in order to be as inclusive as possible and to generate findings with
potentially wide application. In the end, I was pleased with the degree of completeness
that the study was able to attain relative to sample variation, as evident by few new
themes emerging in the later interviews.

A limitation in the data-collection strategy stemmed from conducting interviews
at one point in time. This reduced the likelihood of capturing changes in participants’
understandings of their experiences, and so limited the depth of the radical humanist
analysis. To a certain extent, this limitation was offset by participants’ recall and sharing
of how their perceptions changed over time (e.g., from feeling guilty about receiving
income assistance to reframing it as entitlement). Social desirability bias likely
contributed to a second inherent limitation in data collection. Even though a non-
judgemental attitude was conveyed and open-ended questions utilized, it is likely that
some participants provided answers consistent with expected social beliefs. For example,
there is much social affirmation of those who are involved in work and condemnation of
those perceived as able to work but not doing so. Such external pressure (which can also
be internalized) may have contributed to a participant’s reluctance to discuss a desired
lifestyle that did not involve either paid or volunteer work.

The limitations associated with the implementation of the study related to the
diversity of the sample and the low response rate to the formal member check. Although
participants reflected a broad range of representation (e.g., people of various income

levels, newly and longer-term low-income PHAs, men and women, people of various
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sexual orientations and diverse ages, and people at various stages of illness), the
experiences of certain demographic groups may not be completely reflected in the
findings due to low participation from these groups. For example, only four women, six
people with heterosexual sexual orientations and two residents of small towns/rural
communities participated in the study. Other sources of variation were represented by
only one PHA (i.e., Acadian and First Nations representation). Other diversities were
missed altogether (e.g., visible minorities other than First Nations). Greater representation
from these groups would have increased the completeness of the findings in relation to
these diversities. In addition, all but one of the participants were recruited through
community-based AIDS organizations and this may also have limited the diversity of
experiences. PHAs who do not use AIDS organizations may be different from those who
do (e.g., perhaps they are in less need of AIDS organization services, are more
dissatisfied with the services, face access barriers, are more fearful of jeopardizing their
anonymity, or perceive AIDS organizations as serving only gay men). The study also had
no representation of lower-income PHAs from Prince Edward Island. However, this
limitation was offset by participation of several people from this province whose incomes
were just slightly above the low-income cut off. Their accounts often resembled the
experiences of lower-income participants from other provinces. Any limitation to
maximum variation of participants affects the overall completeness of the findings in
relation to the phenomena being explored. The make-up of the participants and
limitations in representation are important when making judgements about the

transferability of findings.

122



Finally, the low response rate to the formal member check (7 responses out of 18
preliminary reports distributed to participants) raises concerns about the degree to which
all participants’ accounts were accurately reflected in the research findings (Lincoln &
Guba, 1985). Furthermore, the member check met with only moderate success in terms of
representation from all key participant groups. The seven member check participants
included individuals from all three Maritime Provinces (1 from New Brunswick, 3 from
P.E.I,, and 3 from Nova Scotia) and main income groups (2 low-income and 5 higher-
income participants). However, all seven participants were male and both low-income
participants were from the newly low-income category. Although all seven of those
responding approved the preliminary findings and analysis, the findings would be more

credible if more participants and a greater diversity of participants had provided

feedback.
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Chapter 5

Findings: Work, Service Use and Informal Relations

By providing a focus and parameters for the study, the research question guides
the analysis process. As previously presented, the central research question in this study
is: How do people of different income levels who are living with HIV/AIDS experience
1) paid and volunteer work; 2) private, government and non-profit services; and 3)
informal social relations. The intent of the research is to gain a comprehensive and in-
depth understanding of 1) how factors related to the specified areas of social domains,
such as challenges faced and strengths and supports used to cope with stressors, affect the
health and well-being of PHAs; and 2) differences for PHAs of varying income levels. To
attain this understanding, the analysis should include rich and detailed description, and
discuss suggested patterns and possible relationships among the various factors explored.
To this end, this chapter describes the experiences of the participants in the social
domains explored with attention to the two perspectives inherent in structural social
work—radical humanism and radical structuralism. In Chapter 6, I will present a
discussion and synthesis of these findings through a more theoretical examination of
factors that affect the attainment of social domain aspirations and by drawing upon
emergent themes that overarch the three social domains explored. Thus Chapter 5
provides the basis for the more theoretical discussion in Chapter 6.

In keeping with the research question, the findings in this chapter are organized

under the following categories: 1) paid and volunteer work, 2) private, government and
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non-profit services, and 3) informal social relations. In each section, I discuss the
experiences of the participants as a whole and point out differences for the various
income groups. In this way, the broader description provides a context for reporting
differences in relation to income. [Note: In order to protect the anonymity of participants,
they chose fictitious names and occasionally I changed personal identifying information.]
5.1 Paid and Volunteer Work

5.1.1 Change in Employment Status due to HIV

Some participants reported that HIV has had little or no effect on their
employment status, while others indicated that HIV has significantly affected their
employment. Those who reported little or no effect, have either been able to remain fully
employed since the time they tested HIV positive or had unsteady employment histories
for reasons other than HIV. As an example of the former, Jack first learned that he was
HIV positive two years ago. He continues to be employed with the same government
department where he has worked for over ten years. Jack, like other participants who
have continued to work full-time since their HIV diagnosis, has an income that falls
within the higher-income range.

This stands in sharp contrast to participants who have struggled unsuccessfully
for many years to attain stable employment and whose low incomes have generally been
long term. For this group, barriers that impede obtaining employment often preceded
their HIV infection and included: high unemployment rates, lack of employment
opportunities, low education levels, physical health conditions unrelated to HIV, chronic

mental health issues, learning disabilities, age discrimination and addictions. David, for
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example, had physical and mental health conditions prior to HIV which prevented him
from securing stable employment. He has concluded, however, that with the addition of
symptoms from HIV, he will never be able to attain paid employment. So while
symptoms related to HIV may add to a list of existing employment barriers, for some in
this group HIV has reduced the likelihood of even periodic employment.

Other participants reported that HI'V has played a primary and significant role in
their change in employment status. For most in this group, the physical effects of HIV
have rendered them unable to maintain paid employment. As Stephen, who left work two
years after testing positive for HIV, explained:

1 started to get sick, and my doctor said I think you should quit work. Cause the

work I was...was very physically as well as mentally demanding. And I just

couldn’t cut it anymore. (Stephen, higher-income)

While most participants who left work due to illness cited physical health reasons,
one participant said that he left work for emotional reasons. Vern explained that although
he was physically able to work, he left work about ten years ago because he saw HIV
inevitably leading to death:

So...because I wasn’t very informed of all about what HIV and AIDS was all

about and all that kind of stuff and I just figured...I didn’t want to work until the

day I died type thing. (Vern, higher-income)
Vern went on to say that after waiting several years and not becoming ill, he decided to

r¢< 1rn to work.
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Other participants lost their jobs due to HIV discrimination or to a lack of
accommodation of illness (e.g., employer’s inflexibility around sick days) rather than
from the direct effects of ill health. Clorise, who was working in a coffee shop, believes
that her boss made up reasons for firing her once he found out her HIV status. Larry
attributed being let go from his job as a maintenance worker to his employer thinking he
would no longer be able to do strenuous work because of being HIV positive. Another
participant who disclosed his HIV status to his employer in order to explain an absence
from work was told by his employer that they needed dependable people. He was
subsequently fired from his job with a restaurant. As a final example, Tyler shared the
following about his experience working in a warehouse:

1 got sick while I was working, and then after I collapsed at work I didn’t work for

a couple of weeks until I was feeling better...and I got laid off after that... Well

basically that job didn’t want to hire me after that because you collapse in the

middle of the warehouse that worries them. So I knew there was no job after that.

(Tyler, higher-income)

Participants who lost their jobs due to HIV discrimination often felt they had little
protection or recourse, or that the cost of fighting the discrimination was too costly. This
included the energy it might take to pursue a complaint. Alarmingly, these incidents did
not all occur in the early years of AIDS where a lack of awareness was more common.
All but one of the incidents of job loss took place within the last few years. Furthermore,

the participants who experienced employment discrimination or lack of accommodation
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worked in food industry and/or non-unionized labour jobs. This suggests that the type of
work or employer may influence a person’s vulnerability to workplace discrimination.
This is in marked contrast to the experiences of participants whose employers
provide a greater sense of job security. Jack, a long-time government employee,
expressed no fears of workplace discrimination:
There are enough protections within government. It’s really quite a supportive
environment. In fact they 're suppose to accommodate, like if I got to the point
where I was, say unable to work as hard or needed to take a reduced workload,
they ’re obliged to accommodate. (Jack, higher-income)
Such a sense of security was not limited to government employment, several participants
who worked for private businesses also reported similar levels of security.
5.1.2 The Experience of Leaving Work
Many of the participants who left work because HIV had affected their health
described the decision to leave work as stressful, filled with fears and anticipated losses.
Stephen expressed his concerns as follows:
I was very apprehensive because at the time I thought how am I going to fill my
days without work, and without my interaction with people...that I was going to
be bored and I would have nothing to keep my mind sharp, and it was working
with the public...and I was really going to miss that. I knew I was. I knew I was
going to miss seeing all these people... (Stephen, higher-income)

Terry emphasized the financial loss from being no longer able to work:
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Back then I was making $36,000 a year...so to go from that...living by myself...to
having to have a roommate...and still barely surviving. Yeah, it was quite the
transition. (Terry, newly low-income)
For Terry, like others in the newly-low income category, leaving work and having to rely
on government disability programs meant a significant decrease in annual income. Some
participants also linked leaving work to a decrease in their sense of self-worth:

Feeling of being a bum, living off of everybody that’s paying into the

unemployment system...into Canada Pension...yes there’s a bit of a sense of loss

there to one’s esteem for sure. (Al, higher-income)

For some participants, the stress of leaving work was compounded by learning at
the same time that they were HIV positive (i.e., the reason for their illness) or having to
disclose their HIV status to family members in order to provide an explanation for
leaving work.

Several participants reported that their doctors played an important role in helping
them decide when to leave work. Physician s1 port and monitoring of health were
especially valuable in the years leading to this ecision. Participants also cited employers
as a source of support. One participant, for example, took comfort in her employer telling
her that she could return to the same job if her health improved. Another participant
stated that his supervisor investigated bene: programs when it became apparent that he
might have to leave work due to illness.

Several participants also spoke of seeking information on how to access income

assistance programs. George decided to cor ict someone at a community-based AIDS



organization, who then referred him to the Canada Pension Plan (CPP) program.
Participants, who like George lacked private disability/pension benefits, described a fairly
straight forward process in accessing income assistance programs. Typically, these
participants went from employment to Employment Insurance to provincial income
assistance to CPP disability benefits alone or in combination with provincial income
assistance.

Jason, the lone participant accessing private disability benefits, however,
described a more complicated process of moving from employment income to
Employment Insurance benefits to long-term disability benefits and then finally to a
medical pension:

A lot of these things I wasn’t really sure how they fit together and how they

worked. So there’'d be periods when I had absolutely nothing because I didn't

have the knowledge to know when to apply for different things. So that made a lot
of it very complicated and so I ended up leaving my job and really paring

down my lifestyle because I didn’t have the same financial basis anymore to live

on and I was afraid. 1 didn’t have a job. I didn’t know if I was going to get a

pension and for how long or any of these things. (Jason, higher-income)

Jason stressed the usefulness of a service or counselling to assist in making decisions
around leaving work and applying for various benefit programs (e.g., what programs are
available, how they work and how they can be coordinated, when to apply, implications
of various decisions). Such a service would have alleviated much of his stress and

supported him when he was feeling tired and weak due to illness.
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Participants who left work due to HIV-related discrimination reported feelings
rooted in how they had lost their jobs. Clorise, who believes she was fired because of her
HIV status, continues to carry hurt feelings:

There was a lot of hurt feelings. Just stuff that I'm gonna, I'm probably going to

carry around thinking, it angers me, but you can’t prove anything...

(Clorise, newly low-income)

These hurt and angry feelings, however, indicate that Clorise recognizes the unfairness of
her firing rather than accepting as ‘right’ a social order that permits discrimination. This
perspective is consistent with radical humanism, in that her thoughts about her dismissal
freed her from self-blame and the further victimization of internalized oppression. Tyler
who lost his job after becoming ill, went on to find another job. However, he still worries
that he will become sick again and re-experience discrimination. He too was able to label
his being fired as discrimination.

Although an upcoming section explores the benefits of volunteer work in detail,
several participants spoke of the value of volunteer work in the context of leaving paid
employment. Pierre cited volunteering with an AIDS organization immediately following
leaving work as making the transition from paid employment much easier. The
satisfaction he derived from volunteering offset any threat to self-worth from no longer
being employed. Stephen, whose apprehensions about leaving work are reported at the
beginning of this section, said that his fears did not materialize since volunteer work has

kept him busy and engaged.
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5.1.3 Paid Work Experiences
5.1.3.1 Positive Aspects of Paid Work
Participants reported that employment income provided financial security and
peace of mind. Adequate income reduced stress and worry about meeting basic needs of
food, clothing and shelter. Glen, now employed full-time after not working for several
years due to illness, can contrast his life now with when he was receiving provincial
income assistance and CPP disability benefits:
Paid employment...some of the benefits? Well I guess a better sense of
security...financial security. When I was on you know social assistance or
Canada Pension or disability...whatever you want to call it...I knew that I had a
budget that would cover my rent...that kind of thing. Everything was paid you
know or paid well enough so. You know phone and cable are a really big luxury.
Food or quality food was certainly a luxury. So I think that from that perspective
having that financial security (of being employed) allowed for things...allowed
some flexibility...So if I think about it, I don’t have to worry about you know
accessing the food bank or can I access the food bank or have I accessed it too
many times. (Glen, higher-income)
Glen also found paid work less stressful and better for his health than relying on income
assistance:
It (employment income) makes a huge impact on your life...on your health and

well-being...certainly alleviates stress...far more stressed-out or far more
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stressful living on social assistance...than it is working you know and having a

decent income. (Glen, higher-income)

Some participants also argued that adequate income gave them control in
managing their health. Jack described it as having more options:

It (high income) gives me so many more options, whereas someone without that

kind of income...I mean...I don’t know how they deal with it you know... How

they can cope... Having the financial stability that I do...I can buy some options

Jor myself. (Jack, higher-income)

Jack also noted that higher income enables purchases beyond basic needs, such as
vacations, entertainment and gifts, and that these items contribute to his emotional sense
of well-being.

The financial benefits of paid work were not limited to participants with full-time
employment. Being able to earn money through work was important to low-income
participants who supplemented their income by doing odd jobs. For example, Elvira said
that she utilizes her provincial income assistance cheque to pay for rent and utilities, and
that the money that she makes from a part-time job goes to buying groceries and <ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>