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ABSTRACT
This dissertation explores the stigma experiences of older adults who have
HIV/AIDS, the personal strengths and other responses they have to theseneeger
and whether they experienced personal growth as a result of their respotigesao s
A qualitative, phenomenological approach has been used in this dissertation. Older
adults experienced stigma from family and friends and in the workplace. Some older
adults responded to stigma by being resilient and empowering themsdlvéisewi
support of family and friends. Older adults also had other responses to stigma such as
non- disclosure of HIV/AIDS status and isolation. Some older adults experienced
personal growth, for instance where they wished to give back some of treeartin
skills to the community. The results support the use of older adults and thidegfam
as key resources in the planning and implementation of stigma prevention programs.
Key words: Older adults, stigma, strengths responses, other responses, personal

growth, HIV/AIDS.
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CHAPTER 1: INTRODUCTION
Overview of the Study

HIV/AIDS is a life threatening disease that affects people acrogshates of
life. Stigma associated with HIV/AIDS has been acknowledged ever sindestzse
was first identified. Stigma has been a major impediment to identificateatitent,
and prevention efforts (Swendeman, Rotheram-Borus, Comulada, Weiss, & Ramos,
2006). Stigma occurs across a cross section of people who are affected AlDIHV
(Emlet, 2005). The experience of stigma has been associated with clipcdsien,
shame, guilt, fear, anger, lesser chances of disclosure , and lower adheran
medication regime (Fesko, 2001; Heckman, Kochman, Sikkema, & Kalichman, 2002;
Vanable, Carey, Blair, & Littlewood, 2006). Stigma has often been viewed as a
phenomenon that exists in the background of the AIDS epidemic rather than
something that warrants study in its own right (Emlet, 2005). The individual facing
stigma is largely viewed as being disempowered and weakened by the rogefie
stigma (Ayres et al., 2006; Fesko, 2001; Vanable et al., 2006).

Popular perception views HIV/AIDS as a disease that affects younger
populations. However, a significant number of older adults have HIV/AIDS.
According to the Centers for Disease Control (CDC), the number of older adults
living with HIV/AIDS in the United States has risen from 65,655 in 2001 to 104,260
in 2004, a fifty-nine percent increase (Centers for Disease Control [CDC].,.2005)
New antiretroviral treatments are extending the lifespan of many migeteaaults

diagnosed with HIV who are now living into old age. Concerns about the aging



population within the HIV epidemic and the stigma older adults with the disease may
face, have made it increasingly important to study the various experigrtes a
pressures that older adults with HIV/AIDS experience. It is also impddaxamine
the strengths they may be utilizing to deal with experiences of stigmaasdedoagith
having HIV/AIDS. This information can then be analyzed to gain further ingight i
how these experiences may be understood to plan effective prevention options,
treatment interventions, and policy measures.
Purpose of the Study

The purpose of the study was to examine how stigma experiences affected the
lives of older adults with HIV/AIDS. The study examined their experiencesgofat
their strengths and other responses to stigma, and personal growth that they
experienced as a result of their responses to stigma experiencesstadid made
use of a phenomenological inquiry to understand stigma. Previous research in the
field has concentrated on the negative implications of stigma on HIV/AIDS
prevention and treatment (Emlet, 2003; Heckman et al., 2002). This study was aimed
at gaining a detailed understanding of both the negative consequences of stigma as
well as the positive use of personal strengths in dealing with stigma anachgerivi
meaning from the stigma experience.

Studies have found that older populations have made use of personal strengths
to deal with health problems (Chapin, Nelson-Becker, & Macmillan, 2006; Green &
Cohen, 2005; Langer, 2004; Lewis, 1996; Perkins & Tice, 1999; Perkins & Tice,

1994). Other vulnerable populations such as injection drug users (Dickson-Gomez,



Knowlton, & Larkin, 2004) and African American women with HIV/AIDS (Miller,
2005; Shambley-Ebron, & Boyle, 2006) have also made use of personal strengths in
dealing with the stigma associated with a HIV/AIDS diagnosis.

In the past, social work practice had viewed old age and disease through the
lens of the medical model and sought solutions accordingly (Weick, Rapp, Sullivan,
& Kisthardtt, 1989). In the field of HIV/AIDS research, stigma has been viewed a
by-product of the disease. Social work practitioners have tried to contain the@egat
impact of stigma on the lives of their clients. Social work research has begun to focus
on the stigma experiences of older adults with HIV/AIDS. However, mostrcbsisa
this area has examined the negative implications of stigma. Studies have not
examined the use of personal strengths by older adults with HIV/AIDS to manage
stigma and the growth that they may experience as a result of dealingigvith eh
a day to day basis.

In this study, | examined the experiences of stigma faced by older adhlts w
HIV/AIDS. | explored older adults’ use of personal strengths to deal wigtma, if
they demonstrated any positive response to their stigma experiencdsegrdid not
demonstrate these responses; and their experiences of personal growthayhich m
have resulted from their responses to stigma experiences. In this tmserta
provide practitioners with in-depth knowledge of stigma and how it affects tlse live
of older people with HIV/AIDS while reflecting the voices of older adults who

experience stigma.



Motivations for Conducting the Study

The study of stigma faced by older adults with HIV/AIDS and their use of
personal strengths appealed to me because of my personal experiencesuvitbaling
stigma as a woman of color, my personal fear of an HIV/AIDS diagnosis, and
because of questions that emerged as a result of my professional expeneking
with older adults. As a social work professional, | had the experience of wavking
older adults and their health issues. The difficulty of navigating social saemath
advancing age was made clear to me through my work. As a researchaer, | w
interested in understanding the different dimensions of the stigma experretius. |
study, | examined both the negative and positive faces of stigma as it wasrecgue
by older adults with HIV/AIDS. | also explored the weaknesses and timgttsait
may induce.

Previous research studies have identified stigma as a debilitating experienc

which robs those who experience it of the freedom of choice (Ayres et al. 2006;
Fesko, 2001; Vanable et al., 2006). It also places those who experience stigma in poor
mental health scenarios and risk situations. HIV/AIDS is perceived asialigex
disease and popular perception largely considers young adults to be at therisighest
of contracting the disease. Even among these populations, stigma as a phenomenon
has largely been studied as a problem faced by young people with HIV/AIDS. Lit
has been done to examine the personal strengths that may arise as a result of

experiencing stigma. There is clearly a need for greater reseafuh area. | was



motivated to carry out this study because of personal and professional reasons and
because there is a gap in the research in this area.
Relevance to Social Work

Social work has been actively involved with people who have HIV/AIDS, but
the profession has only turned its focus to older populations with the disease very
recently (Emlet, 2006a; Emlet, 2006b; Emlet, 2005). This lack of attention to older
populations living with the disease may be due to perceptions of younger age groups
as being at greater risk and in need of greater intervention. While it canshexid
that young adults have the greatest incidence of the disease, changingiggopula
demographics show that the percentage of older adults with this disease in most
industrialized societies is growing (Emlet, 2006a; Emlet, 2006b; Emlet, 200S8). Thi
has made it extremely important for social work to focus on the aging face of the
epidemic. The unique combination of old age and HIV/AIDS may place this group at
a greater risk of experiencing stigma. Consequently, it is extremplyriant for
social workers to understand the very nature of stigma as it is experignokelib
adults and to plan treatment and prevention efforts that are tailored for them.

Needs Statement

Historical Context

HIV/AIDS was first discovered in the United Sates in the 1980s. At the time,
it was associated with the deaths of young gay men from a disease called
Pneumocystis carinpneumonia. It was also found that there was an unusually high

incidence of the disease, Kaposis’ Sarcoma, among gay men from thedf 20dse



50. The medical community took note of these deaths and of the other symptoms of
the disease that they named Gay Related Immune Deficiency (GRID). Seas, i

clear that the disease was affecting all sections of society. In 1982, @& bed

the disease AIDS or Acquired Immune Deficiency Syndrome. In 1987, AZT leecam
the first FDA approved drug used to treat HIV/AIDS. The government approved
medication to contain AIDS through the AIDS Drug Assistance Program. In 1988,
eleven states were granted HIV planning grants (AIDS Education Globahktion
System [AEGIS], 1998).

In 1990, the Ryan White Care Act was passed. The Act provided treatment to
the poor and uninsured survivors of HIV/AIDS in the country (Abramowitz &
Greene, 2005). The year 1990 also saw the inclusion of provisions against
discrimination in the workplace for people with HIV/AIDS in the American$ wit
Disabilities Act (AEGIS, 1999). Further, legislation and policies passeledfetieral
and state governments as well as advances in medicine have prolonged the lives of
many people with HIV/AIDS, giving rise to a concern that the epidemic isayg.

The Aging HIV/AIDS Epidemic

HIV/AIDS is one of the most dangerous diseases of our times. Research
indicates that no age group is safe from the threat of AIDS (Emlet, 2005). Though it
has often been considered a younger persons’ disease, growing numbers of adults 50
years and older are being diagnosed with HIV/AIDS. From 1990 to December 2001,
the number of cases reported to the CDC in adults 50 years and older went up five

fold (Mack & Ory, 2003). Current estimates indicate that in 2003, over 60,000 older



Americans were living with AIDS and more than 50,000 in this age group had died
since the inception of the HIV/AIDS epidemic (Mack & Ory, 2003). Around twelve
percent of patients with AIDS and eleven percent of those with HIV are &@ults
years and older (Zingmond et al., 2003). Although most studies would classify older
adults as those who are 60 years and older (Fried et al., 2001), studies that have
examined aging in people with HIV/AIDS have done so with adults 50 years and
older (Mack & Ory, 2003; Zingmond et al., 2003). The reason behind altering the
definition of older adults in these studies is primarily because most people with
HIV/AIDS do not live into advanced ages, and adults who are 50 years and older
form the aged population in this group. Orsulic-Jeras, Shepherd, and Briton (2003)
suggest that older adults with HIV/AIDS fall into two categories: “largt
survivors” (p. 234), that is those who have aged with HIV/AIDS, and adults who
contract HIV/AIDS at an older age.
What It Means To Be Older and Living with HIV/AIDS

Being older and living with HIV/AIDS brings up a number of challenges. Not
only is this population affected by the spread of HIV, the more vulnerable such as
racial or ethnic minorities, among them are disproportionately affectdteldisease
(CDC, 2002). According to the 2000 Public AIDS Data set, ethnic minorities aged 50
years and older constituted 69% of cases among older adults reported in 1999, while
these groups collectively form only 25% of the US population (CDC, 2002).

Older adults are more likely to report having absolutely no knowledge about

HIV than are younger populations (Mack & Ory, 2003). This lack of knowledge may



lead to a lack of awareness that they may be HIV positive. Many adults &/B0 ar
years and older are diagnosed with HIV/AIDS later in the disease trgjectd could
thus be less receptive to treatment (Funnye, Akhtar, & Biamby, 2002). The
progression from HIV to AIDS is much faster in this age group. Chronic health
problems are often accelerated, and ageist assumptions among medioadateing
sexual and drug use behaviors by older adults may lead to a late diagnosis in this
group (Mack & Bland, 1999). There is a greater vulnerability to HIV-eelat
infections (Funnye et al., 2002) and a lack of programs that target their prevention
needs specifically.

Older adults who may be HIV positive also face a unique social situation
because of the views that society has on age appropriate behavior and health
practices. Current research has shown a number of areas where older adfiitd may
it more difficult to adjust to their HIV/AIDS diagnosis in comparison to ogreups
(Nichols et al., 2002). Older adults are less likely to seek out community supports and
to have family members or siblings who could care for them (Heckman et al., 2002).
They may find it harder to disclose their diagnosis than younger adults livingheith t
disease (Emlet, 2008) and may face depression if they are stigmatizechesen t
disclose their diagnosis (Kalichman et al., 2000). It has been found that older adults
who received inadequate social supports had greater problems with issugmaf sti
and isolation (Nichols et al., 2002). They also face a number of dilemmas in telling
their children about their HIV positive status. They may also find it difficuseek

support from the staff of service organizations who are not trained to manage issue



associated with aging, sexuality, and HIV/AIDS (Linsk, Fowler, & Susan, 2003;
Thorogood, 2002). HIV positive elders were less likely to access formal sugports
they did not receive support from family and friends (Heckman et al., 2002). Older
adults who did manage to access support networks were able to utilize these networks
to replace those they lost as a result of stigma associated with their diagnos
(Poindexter & Shippy, 2008).

Older adults who belong to minority groups such as older gay men and
African American men may be at greater risk of contracting thes ¥ivan other
groups of older adults (Siegel, Schrimshaw, & Karus, 2004). They may also hide their
sexual identities because of the fear of stigma associated with lagiriiylgrrow,

2001). Older gay men living with HIV/AIDS face stigma for having HIV/ARs

well as for being gay (Emlet, 2006c). In addition, older gay men also face agé rela
stigma from younger gay men (Gorman & Nelson, 2004; Schrimshaw & Siegel,
2003).

Another group of older adults who need special attention are older women
living with HIV/AIDS. Studies have shown that older women were not adequately
represented in prevention efforts (Binson, Pollack, & Catiana, 1997). They are
unaware of the sexual risks that expose them to HIV/AIDS (Henderson, Berisitei
George, Doyle, Paranjape, Codie-Smith, 2004, Lindau, Leitsch, Lundberg, &]erom
2006; LeBlanc, 1993; Neundorfer, Harris, Brinton, & Lynch, 2005; Schable, Chu, &

Diaz, 1996). They may also find it difficult to negotiate the use of protective



measures such as condoms with their partners (Zablotsky, 1998; Zablotsky &
Kennedy, 2003)

A growing number of older adults are getting HIV/AIDS and are facing a
number of socio-economic and health problems that are unique to their situation.
There are clearly a number of questions social workers need to explore iroorder t
effectively meet the needs of this population, for instance: How do older adults who
have HIV/AIDS deal with their diagnosis? Is there a great deal of shadneaation
that may be associated with this diagnosis? May this shame, this stigmagstop t
from accessing the services that are essential to maintain thelr &iedlstop the
further spread of the disease? Are factors such as time of diagnosis (ocumntreec
virus at an age younger than 50 and living with it vis-a-vis getting it when they wer
50 years and older), race, class, or gender additionally stigmatiitegAatively,
are earlier experiences of stigma related to race, class, and gesmgat®d with
more positive growth and empowerment when they face stigma the next toders
adults with HIV/AIDS? What are the personal strengths that older adults with
HIV/AIDS use to deal with their diagnosis? Is there any personal grosticiased
with the experience of HIV/AIDS related stigma and how older adults respord to it
These are important questions and they set the stage for this study.

Summary

In this chapter, | explored the aging of the HIV/AIDS epidemic. Facte we

presented that support the need to conduct research with this population and the need

for social workers to become more active in the field of aging and HIV/AIDS. |

10



examined my own motivations: personal, professional, and academic for conducting
this research. Finally, | identified issues faced by older adults withAIDS such as
ethnic disparities, socio-economic problems, and medical vulnerability. Oldés adul
experience stigma in different contexts. Their responses to stigma emaided by
social and economic factors that influence their lives. It is extremmglgrtant to
understand these factors in order to gain an in-depth understanding of stigma

experiences of older adults living with HIV/AIDS.
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CHAPTER 2: REVIEW OF THE LITERATURE

In the previous chapter, | discussed the needs of older adults with HIV/AIDS
and the importance of conducting research with this population. Considering their
medical and social vulnerability, it is extremely important to explore fathat may
prevent older adults from accessing the services and medical help that they ma
require. In this chapter, | present two theoretical frameworks that carorsipport
the exploration of stigma experiences, responses to stigma, and experiences of
personal growth by older adults who have been diagnosed with HIV/AIDS. These
include Goffmans’ theory of stigma and the strengths perspective. xglsree
existing literature on stigma associated with HIV/AIDS and examine sttith¢ have
specifically looked at how older adults with HIV/AIDS may experience stignd
the use of personal strengths by older adults with HIV/AIDS.

Theoretical Frameworks

This dissertation has its theoretical underpinnings in the theory of stigma
described by Ervin Goffman in his bodgtigma:Notes on the Management of
Spoiled Identity(1963) and in the strengths perspective described by Dennis
Saleebey in his booK he Strengths Perspective in Social Work Prac{izé06).
Both of these frameworks have been used to inform the study. It must, however, be
clarified that |1 have not tested the effectiveness of either the thedigrobsor the
strengths perspective within this dissertation. Rather, both of these foaksdvave

be used to provide the reader with a better understanding of participants’ exjgerience

12



of stigma, their responses to stigma, and the personal growth they may have
experienced as a part of the stigma experience.

Goffman’s theory of stigma has been cited extensively in qualitative and
guantitative studies (Castro & Farmer, 2005; Herek & Capatino, 1997; Ingram &
Hutchinson, 1999). These studies have examined the stigma experiences of various
groups. It has also been cited in literature specific to the stigma enqesief
individuals with HIV/AIDS including a few studies which explored issues
surrounding aging with HIV/AIDS (Castro & Farmer, 2005; Herek & Capatino, 1997,
Ingram & Hutchinson, 1999). The strengths perspective, on the other hand, has been
used extensively in a number of qualitative studies and in a few quantitative studies of
vulnerable populations with various health related issues. Among these, it has been
used as a framework in studies which have examined issues of aging and health
(Chapin et al., 2006; Green & Cohen, 2005; Langer, 2004; Lewis, 1996; Nelson-
Becker, Chapin, & Fast, 2006; Perkins & Tice, 1999; Perkins & Tice, 1994).
Goffman’s Theory of Stigma

Stigma and the stigmatizeldhave used Goffman’s theory of stigma as one of
the theoretical frameworks that could provide the reader with an initial unttirsa
of the stigma experiences of older adults with HIV/AIDS. Even though Goffman’s
theory has not been tested in this study, his conceptualization of stigma can still
provide the reader with insights on how older adults experience stigma. Acctarding
Goffman (1963), stigma is an “attribute that is deeply discrediting” and which

reduces someone from a “whole and usual person to a tainted and discounted one”

13



(p-3). Stigma has also been described as a relationship between an attitude and a
stereotype (Goffman, 1963). It is a phenomenon which is caused by an individual
possessing an undesirable trait (in this case the HIV/AIDS diagnosis and old age
which is so overwhelming that it overshadows every positive trait that the individual
may possess. Under normal circumstances, these positive traits would promote
greater social interaction.

According to Goffman (1963), society consists of two kinds of people: the
normal and the stigmatized (p.130). Normal people are those who do not have the
underlying cause or factor of the stigma. Among the normal people, thereople pe
who are associated with a stigmatized person, for example their faemhpers.

These associated people may experience a different kind of stigma bateso

Discredited and the discreditabl@offman (1963) categorizes those who
have stigma into two groups, ‘the discredited and the discreditable’ (p. 41).
Individuals whose stigma conditions are apparent are called discredited individual
In the case of older adults with HIV/AIDS, these may be individuals whoseslise
physically apparent. On the other hand, the stigmatizing conditions of discreditable
individuals are not apparent. These individuals often have to make the choice about
whether they wish to disclose their stigmatizing condition and if they choose ¢p do s
to whom and where they may make this disclosure.

Passing behavioiGoffman (1963) describes a lack of disclosure as “passing”
(p- 73). If an individual chooses not to disclose his or her stigmatizing condition, he

or she may have to carry out passing behavior. This is behavior where an individual
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pretends to be a member of the normal group but secretly belongs to a stigmatized
group. In the case of older adults with HIV/AIDS, older adults may not disclose their
HIV status to loved ones and friends.

Covering.An individual whose stigmatizing condition is very apparent may
indulge in “covering behavior” (Goffman, 1963, p.102) to draw attention away from
them and their condition. In the case of older adults, this would include behavior that
may assign HIV symptoms to other diseases which are associated with.old age

The own and the wis#.is often the case that those with HIV/AIDS are
stigmatized, yet there are individuals who are accepting of the condition and
supportive despite.iThese are referred to by Goffman (1963) as the “own and the
wise” (p.19). Individuals in the “own” category actually share the stigmatibat t
person has and are empathetic and sympathetic to their condition. The individuals in
the “wise” category do not have the condition but still treat people living with
HIV/AIDS with respect. Examples of wise individuals are supportivaljam
members and friends.

Application of Goffman’s conceptualization of stigiaazin Goffman’s
explanation of stigma and the different aspects of his conceptual framework have
been used to understand how stigma affects the lives of people with different
conditions. According to Byrne (2000), Goffman’s (1963) conceptualization of
stigma can be applied to the mentally ill. Byrne (2000) refers to Goffnitaoight
that the difference between a normal and a stigmatized person is a question of

perspective. According to Byrne (2000), stigma associated with mentasilifnes
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promoted by existing stereotypes of people with mental iliness as bedtkganwd
unable to take care of their own health. People with mental illness feel a sense of
shame, isolation, and discrimination. Byrne (2000) suggests that improving
interpersonal skills, transforming the patient into an advocate, and chahge wit
service systems will help a stigmatized person deal with the stigma.

Goffman’s (1963) conception of stigma has also been applied to understand
how people with chronic conditions such as physical disabilities or diabetes deal wit
their stigma. Goffman himself has discussed how people with physical conditions
such as epilepsy are stigmatized as they cannot be accepted into “norm&y’ dueie
to their unexpected seizures (Goffman, 1963, p.19). Joachim and Acorn (2000)
describe how Goffman’s stigma classification may be applied to people \ing
chronic conditions. They state that the way people with chronic conditions disclose
their stigma is directly related to whether their illness or disaliditysible or not.

According to Joachim and Acorn (2000), people with visible disabilities are
considered to be more “discredited” as per Goffman’s (1963) classifithorthose
individuals whose stigmatizing conditions may not be apparent to the naked eye
(p.41). People with illnesses such as diabetes on the other hand may not be as
stigmatized as people with a physical disability as they may appearlraordntoeir
condition may not be apparent (Joachim & Acorn, 2000). They may also try to hide
their condition and pass for “normal” (Goffman, 1963, p. 19). Younger people with
diabetes may eat food or drink beverages that may be harmful to them in order to hide

their condition from their peers. Joachim and Acorn (2000) also state that individuals
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with chronic conditions may choose to disclose their condition, however, if their
disclosure is not well received then they are likely to spiral into depression or lose
control of their lives. Stigma has also been related to physical conditions such as
leprosy. Conditions such as leprosy fit Goffman’s conception of a stigmatizing
condition that leads to social isolation (Wong & Subramanian, 2002).

Goffman’s conceptualization of stigma has also been applied to older adults.
According to Martin, Leary, & Rejeski (2000), older adults have many similar
characteristics to other stigmatized individuals. The use of hearing or athdayai
older adults can be seen as attributes that make them different from “hormal
individuals as per Goffman’s (1963) classification (Martin et al., 2000). Older people
with dementia are also stigmatized (Corner & Bond, 2004). Older adults with
dementia are often assigned stigmatizing labels and are treated the/aam@s very
young children. They also fit Goffman’s (1963) assertion of a stigmatzidddual
not being viewed as “normal” by society (p. 19).

Critique of Goffman’s stigmasoffman’s theory provides a clear definition of
stigma (Link and Phelan, 2001). He also examines both individual and social
characteristics of stigma (Camevale, 2007). However; this theory hasiiegued
in the stigma literature. According to some authors, Goffman, in his theongrogst
assigns a helpless role to the person facing stigma and does not acknowledge tha
stigmatized individuals may make valuable contributions to society (Finsc,A
1988; Gill, 2001). According to Anspach (1979), Goffman’s conceptualization of

stigma dooms people experiencing stigma to a lifetime of unhappiness in which they
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are unable to relieve themselves of their internalized perceptions thateheyt a
normal. Parker and Aggleton (2003) have critiqued Goffman’s conception of stigma
as being too “static” (p. 14). According to them, stigma, particularly stigma
associated with HIV/AIDS, is a phenomenon which changes according to the stage of
HIV/AIDS disease. Despite these critiques of his theory, Goffman’s
conceptualization of the difficulties that stigmatized people face has besnlered
to be very relevant and his theory is still a dominant one in explaining stigma
experiences. One of the main gaps in Goffman’s theory of stigma is that natoes
address the possible positive responses or growth that may result from the stigma
experience. In this dissertation, | examine some of the key concepts of tigghstre
perspective so that there is a theoretical space in which older adults withIBS//A
can express the positive learning and growth that resulted from their stigma
experience. | also discuss the literature on stigma and HIV/AIDS, oldes ahal
HIV/AIDS, and the use of the personal strengths by older adults with HIV/AIDS
The Strengths Perspective

The strengths perspective rose as a contrast to the pathology focus within the
helping professions which labeled human nature as negative and consequently
tailored interventions to suit that perception (Weick et al., 1989). The proponents of
the strengths perspective have looked at the positive side of human nature and the
strengths within human beings to solve problems. This approach is more in
consonance with the value framework of social work and is likely to provide a more

positive direction for the growth of the profession in general.
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Key concepts of the strengths perspecteeording to Saleebey (2006),
there are seven key concepts to the strengths perspective: empowerment,
membership, resilience, regeneration and healing from within, synergy, dialadjue a
collaboration, and suspension of disbelief. When these key concepts operate in
unison, they place clients in a position of power throughout the planning and
decision-making process and formulate unique relationships between the casgwork
family, and community resources to help the clients realize their.goals

Empowerment “indicates the intent to, and the processes of, assisting
individuals, groups, families, and communities to discover and expend the resources
and tools within and around them” (Saleebey, 2006, p. 11). Membership means that
“people must band together to make their voices heard, get their needs met, $o redres
inequities, to reach their dreams” (p. 12). Resilience refers to peopbediilittes to
positively adapt to their circumstances despite significant adversityrtag have
faced (Saleebey, 2006). The literature on resilience has also defiiedcesas
people’s capacity to transform negative experiences into positive learning
opportunities (Adger, 2000; Benard, 2004; Farber, Schwartz, Schaper, Moonen, &
McDaniel, 2000; Holling & Golling, 2002; Langer, 2004).

According to Saleebey, individuals are born with the capacity to “regenerate
and resist when faced with disorder, disease, and disruption” (Saleebey, 2006, p.14).
The process of healing and regeneration requires that there be collaboratieenbetw

professionals and individuals facing a problem. It also requires professionals
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believe in their clients and to help clients solve their problems on “their own’terms
(p.16).

Unlike the problem-solving approach, which focuses on identifying a problem
and finding a solution, the strengths perspective concentrates on the resobuatls of
the person as well as the environment in which the individual resides. Problems are
not denied, but they do not get center stage. The strengths perspective recognizes t
illness may be a traumatic experience, but it may give rise to innegtsisefrurther,
it proposes that individuals, communities, and families have infinite capacity for
growth and change. Collaboration with clients is viewed as leading to greetess
in bringing about required changes. Finally, Saleebey (2006) contests that; the
environment is full of resources that can aid recovery and treatment.

Literature Review
Stigma and HIV/AIDS

Various groups of people with HIV/AIDS have undergone different
experiences of stigma. Some responses to stigma that have been identified in the
literature are discussed below. Vanable et al. (2006) conducted a study with 221 men
and women to evaluate the relationship between stigma and health behaviors needed
to keep HIV/AIDS in check. It was found that greater stigma could lead to lower
adherence in medication regimens and poor disclosure of HIV/AIDS status to
partners. People living with HIV/AIDS are often socially isolated whem theease
is made public (Ayres et al., 2006; Fesko, 2001). In a qualitative study conducted by

Fesko (2001), it was found that people with HIV/AIDS faced increased stigti@tiza
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at the workplace. While the effects of stigma can be detrimental in the pogvand
treatment of HIV/AIDS, adults who face stigma often find ways and meanglto de
with it and carry on with their lives. A meta-synthesis of 56 reports carrieloyout
Sandelowski and Barraso (2003) found that mothers with HIV/AIDS developed
unique mechanisms which allowed them to maintain their maternal bond with their
children, protect themselves, and shield their children from the negative impact of
social stigma.

The impact of stigma on individuals living with HIV/AIDS is profound (Lee,
Kochman, & Sikkema, 2004). Though the overt stigmatization of people with
HIV/AIDS has reduced in the United States, many people would still prefer to avoid
those with the disease. According to Devine, Plant, and Harrison (1999), most people
without HIV/AIDS have a strong “us” and “them” (p. 1208) ideology when they think
or react to people who have HIV/AIDS. This is the root of all stigmatizing behavi
towards the group of individuals with HIV/AIDS (Devine et al., 1999). Some people
who do not have the disease find it hard to associate with people living with
HIV/AIDS. They believe that the disease was caused by the individual's deviant
behavior or lifestyle trait. Studies on stigma faced by people living withAD&
have also concentrated on the people who stigmatize others and why they do so (Lee
et al., 2004).

There are also several other reasons why HIV/AIDS is associated Varge
amount of stigma. An HIV/AIDS diagnosis is associated with unprotected sex,

homosexuality, and IV drug use. In some ways, the stigma associated withiBibv/
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is considered to be a layered stigma as it is stigma added to the stagrmiatasl with
the above mentioned deviant behaviors (Lee et al., 2004). For example, gay men who
are also HIV positive face the stigma both with being gay and having an HIS/AID
diagnosis (Grossman, 1991). According to Parker and Aggleton (2003), stigma “feeds
upon, strengthens, and reproduces existing inequalities of race, class, gender, and
sexuality” (p. 13). There are, however, some individuals who may not be as
stigmatized by an HIV/AIDS diagnosis as others. These are people who e e
to be innocents such as hemophiliacs, babies, and young children (Taylor, 2001). It is
also considered to be a disease that an individual is responsible for contracting in
comparison to other diseases like cancer which are perceived to have moredliologic
causes. It is also a contagious disease and is considered to be dangerouy ta societ
general. Different groups may also be stigmatized differently. xample, Herek
and Capatino (1999) state that African Americans are less judgmental IBS&/
survivors who are injection drug users than a white population may be.

Studies on stigma and HIV/AIDS have found that an individuals’ perception
of stigma may actually account for the impact of the disease on the individeat(Fi
Wright, 2002). An individual’s perception of how loved ones or members of the
general public may react to their diagnosis may also influence to whom tbsdis
or whether they choose to disclose their HIV/AIDS status at all (DeNeégetead,
Greene, Serovich, & Elwood, 2002).

Older adults with HIV/AIDS, patrticularly those who may have been

diagnosed at a younger age have therefore had a longer time to intehsatize t
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notions of the stigma associated with the disease and may find it more difficult to
break out of those boundaries. One of the internalized reactions to stigmatadsocia
with HIV/AIDS is a feeling of shame (Fortenberry et al., 2002). However, is@s a
possible that if older adults with HIV/AIDS had earlier stigmatizing coogj then
they may have had more time and experience in learning how to deal with stigma.

Internalized stigma is likely to affect the mental health of individuals amd the
effective management of the disease (Lee et al., 2004). Individuals with BIS/A
may also find it difficult to receive support from organizations that norrpatlyide
support to individuals who are ill. In fact, many individuals feel that they must
exercise extreme caution in revealing their HIV/AIDS status witherréligious
context (Fife & Wright, 2002). HIV/AIDS related stigma has also beeocesged
with delays in timely testing which is required for appropriate care aathtent
(Chesney & Smith, 1999; Fortenberry et al., 2002). People at risk of HIV/AIDS are
often fearful of social consequences of having the disease. They may bedearf
many things such as family disapproval or a loss of health insurance. Thelelagy
testing for these reasons. HIV/AIDS stigma is not felt just by the persomagthe
disease. Very often, the seronegative partner or the person who does not have
HIV/AIDS is also likely to face stigmatization because of their pastremropositive
status (Straten, Vernon, Knight, Gomez, & Padian, 1998).

According to Siegel, Lune, and Meyer (1998), people facing stigma agsbciat
with HIV/AIDS can respond in a number of ways. Some people may try to hide their

stigmatizing condition or pass it off as something less stigmatizing lik@ecaOthers
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may actively fight the stigma and reconfigure their environment to incluajdepe
who are supportive and remove those who actively stigmatize them.

Research studies have also made an attempt to measure stigma assihiated w
HIV/AIDS. One of the more popular scales that are used to measure stigmamas be
developed by Barbara Berger and measures aspects such as social afiect, soc
support, and social conflict (Berger, Ferrans, & Lashley, 2001). When the scale was
used among populations with HIV/AIDS, it was found that fears of disclosure and
concern about public reactions were some of the primary stigmatizingsfaStah
scales have also been adapted to measure the stigma felt by specificsgabuas
older adults (Emlet, 2005). According to Alonzo and Reynolds (1995), people with
HIV/AIDS also experience different forms of stigma at differentetagf the disease.
Even though most people living with HIV/AIDS are fearful of contact with social
groups, it has been found that the more contact a non- HIV positive population has
with people living with HIV/AIDS, the more likely they are to be supportive and less
stigmatizing of this group in general (Herek & Capatino, 1997).

Older Adults with HIV/AIDS and Stigma

In this dissertation, | explore the phenomenon of stigma experienced by older
adults with HIV/AIDS. Existing literature on stigma and older adults with/HIBS
is not very comprehensive (Genke, 2000). A few studies have found that older adults
are likely to experience stigma as a result of their HIV/AIDS st@&undet & Farkas,
2002; Emlet, 2003). In a study conducted to evaluate how older adults (N=88)

responded to a HIV Stigma Scale as opposed to younger adults who had been
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measured by the same scale, it was found that stigma exists across various
dimensions. Even within the population of older adults, being an older woman and of
any sexual orientation other than heterosexual was more likely to incrigasa st
associated with the disease (Emlet, 2005).

A study conducted with 113 middle-aged and older adults found that older
adults with HIV/AIDS often felt suicidal. Often stigma that was assediatith the
disease further exacerbated the situation (Kalichman, Heckman, Kochman, &ikkem
& Bergholte, 2000). Older adults with HIV/AIDS are at increased risk of social
isolation. Stigma experiences prevent older adults from seeking the infupyairt
and help they need to deal with HIV/AIDS (Emlet, 2003; Heckman et al., 2002;
Shippy et al., 2005). They lean more on formal support systems to deal with the
disease (Heckman et al., 2002). Older adults are less likely to discloddltheir
status to family members and social networks due to a fear of stigma andnsolat
(Emlet, 2006b). However, having a close friend or other forms of social support may
lead to reduced stigma (Emlet, 2006a). Spirituality may also have a role ta play
how older adults deal with stigma. Siegel and Schrimshaw (2002) conducted
interviews with 63 participants in which they examined the role of spiritualitya
lives of older adults with HIV/AIDS. Spirituality was found to increase thergef
empowerment, resilience, and strength among older adults living with HNFAID

(Siegel & Schrimshaw, 2002).
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Older Adults, Strengths and HIV/AIDS

In the studies above, older adults used social support and spirituality in
dealing with their stigma. These concepts are also discussed as a lpatoéngths
perspective within social work literature. This section examines studias wocial
work literature which have explored the use of personal strengths by older attults w
HIV/AIDS. Siegel and Schrimshaw (2002) examined the role of spiritualtty w
older adults who had HIV/AIDS and noted an increase in strengths and resilience in
more spiritual older adults. A study conducted by Vance and Woodley (2005)
identified fear of death, financial worries, fear of disclosure, and long-t@pmg as
potential sources of stress for adults who were aging with HIV/AIDS. Retits in
their study made use of strengths such as spirituality and community suppa@it to de
with their diagnosis.

Though not much of the strengths literature deals exclusively with oldes adult
with HIV/AIDS, personal strengths have been used extensively by older popslati
in other health and social settings (Chapin, et al., 2006; Green & Cohen, 2005;
Langer, 2004; Lewis, 1996; Nelson-Becker et al., 2006; Perkins & Tice, 1999;
Perkins & Tice, 1994). In all the above studies, the use of strengths has enabled older
adults and their families to deal with difficult health situations from a position of
empowerment and control. The strengths perspective encourages a shift ievihis vi
According to this perspective, a life changing medical diagnosis is no longer

considered a threat but rather an opportunity to tap hidden strengths and resources.
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The strengths literature has also been used to understand how other vulnerable
populations deal with stigma. A case in point is the use of cultural strengths by
African American community to deal with the stigma associated with HIYEAIIN a
study conducted with African American women with HIV/AIDS, it was found that
the strength that they derived from their cultural heritage of being strorig blac
women helped them to deal with the stigma associated with being HIV positive
(Shambley-Ebron, & Boyle, 2006). African American men have also accessed their
spiritual resources to deal with the stigma associated with being HI\Wpdq3ttiller,

2005). In general, it has been found that the use of cultural strengths in the African
American community helps them to deal with the stigma associated with having
HIV/AIDS (Dickson-Gomez et al., 2004).

The above mentioned studies demonstrate that the use of personal strengths
were an integral part of an older adults’ experience of dealing with & loeigis.

Strengths have also clearly been used by vulnerable populations with HIV/AIDS to
deal with stigma and discrimination. The experience of generating andhgtiliz
strengths is an important part of both health and stigma experiences fomatfults
HIV/AIDS. It is therefore important to explore not just the negative consegs@fc
stigma for older adults with HIV/AIDS, but also the use of personal strengths in
dealing with stigma. The use of personal strengths has been emphasized in the
research questions so that older adults who have experienced stigma would have the

opportunity to voice whether there have been any positive changes, experiences, or
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growth due to dealing with the difficult diagnosis of HIV/AIDS and the stitjimaa
may follow.
Summary

In this chapter, | have explored two theoretical models as well as tiagure
that examines various stigma and strengths experiences of older adudfsvitvi
HIV/AIDS. The literature has mainly explored the negative effectsgrmst
associated with HIV/AIDS and has not examined how older adults’ experiences of
stigma may give rise to positive growth and experiences. This studycaaddress
this gap in the literature by examining not just the stigma experiencedeofanlults
but also their experiences of strengths and personal growth. In the followingr¢chapt
| will lay out the methodology that was used in this study in order to provide the

participants in the study with the opportunity to voice their experiences.
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CHAPTER 3: METHODOLOGY

Previous chapters in this dissertation have examined the need to understand
the experiences of older adults living with HIV/AIDS. It is extremealportant that
researchers examine not just the negative connotations of a stigma experiatse but
explore the positive growth that may result from stigma experiencesatsslowith
HIV/AIDS. Because this study sought to examine a wider range of regptonse
stigma than most previous researchers had explored, it was extremelyaimhpmrt
make use of a methodology which allowed older participants in the study maximum
freedom to voice their experiences without binding their responses in a rigid
conceptual or methodological framework. After exploring possible methods, |
decided to use Clark Moustakas’s phenomenological method (Moustakas, 1994) as
one that would allow me to explore stigma, strengths and other responses to stigma,
and personal growth in an in-depth manner and would give the participants space to
share the full range of their experiences.

Rationale for the Research Design

The rationale section of this chapter includes: the rationale for the paradigm of
inquiry, the justification for the use of certain methods within the design, the method
of sampling used, the use of concepts within the research design, phases of inquiry,
and the role of the dissertation committee in enhancing study findings and in the
preparation of the final report. Current research on stigma experiences oftoilier a
living with HIV/AIDS is quantitative (Emlet, 2006a, 2006b; Shippy et al., 2005) and

gualitative (Poindexter & Linsk, 1999) in nature. Qualitative inquiry has been used in
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this dissertation. According to Patton (2002), a quantitative analysis would assign a
limited set of questions to a large number of people. The results of such a study are
largely generalizable. Qualitative studies on the other hand, provide a “wealth of
detailed information about a much smaller number of people and cases” (Patton,
2002, p.14).

| carried out a detailed examination of stigma as it was experienceddyy ol
adults with HIV/AIDS in this dissertation. In-depth qualitative intervievese
conducted with 21 participants. The use of qualitative methodology permitted me to
extract the richest and most meaningful understanding of stigma from older adult
experiences. A quantitative design would not have provided an intimacy with the
participants and the data which was essential in gaining an understandiag of t
richness and meaning within the stigma experience for older adults with HIS/A

A phenomenological perspective has been used in this dissertation. According
to Patton (2002), phenomenology explores the “meaning, structure, and essence of the
lived experience” of a certain phenomenon, for a “person or a group of people” (p.
104). A phenomenological paradigm is appropriate for those issues, which have their
roots in the researcher’s “autobiographical” experience and which also hayezea dee
social significance (Moustakas, 1994, p.103). This dissertation was based on my
personal experience with HIV/AIDS, my professional work with older adults and
their health issues, and my conviction that the issue of aging and HIV/AIDS is

socially relevant and significant to the social work profession. The use of a
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phenomenological inquiry allowed me to carry out an in-depth and intimate
examination of stigma as a phenomenon.

Within the broader paradigm of phenomenology, | made use of a
transcendental phenomenological method of analysis as presented by Clark E.
Moustakas (1994). According to Moustakas, the word phenomenological is used to
describe a process where the researcher uses the richness of tipapestic
experience to gain a deeper understanding of a phenomenon. Though Moustakas had
laid out his method very clearly, he had not specified techniques to fulfill certain
procedures in his method. Patton’s (2002) generic qualitative method was used
throughout the research design to compensate for gaps in Moustakas’
phenomenological method. Instances where Patton’s work was used to addeess thes
gaps are found in the sampling, formation of the interview guide, coding and deriving
themes, and trustworthiness (credibility and transferability) sectiotiie sésearch
design. Patton’s method is generic and not affiliated with any particulbiatjve
paradigm. Thus, it was easier to merge the work of these two authors, andmmaintai
the phenomenological focus of this design.

Sampling in qualitative studies is largely purposive. Purposive sampling
allows the researcher to gather information-rich, in-depth data that areecetui
make a qualitative study effective. While Moustakas (1994) states thaaaniest
be developed for the selection of participants, he does not lay down any particular
steps to establish these criteria. In this dissertation, | utilized Paf{R002) criterion

sampling to gather information from study participants. A certain set ofi@ntere
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identified. These criteria, for the selection of participants in this stuehg the age
of the participant (50 years and older), their diagnosis (HIV/AIDS), and their
identifying an experience of stigma.

A broad overview of concepts is given in the next section of the chapter to
further enhance the understanding of stigma for any reader of this disseftathis
study, | focused on how these concepts emerged from the data and findings of the
study. The definitions of the phenomenon of stigma are flexible. These definitions
have undergone changes based on the data derived from this study. Befong actuall
carrying out the research, | formed a dissertation committee. The cinayr of
dissertation committee and the methodologist reviewed my work through thehesear
process. They also provided their expertise in the areas of carrying out the
methodology and writing up the report.

Research Questions

Previous research studies have identified stigma as a debilitating experienc
that robs those who experience it of the freedom of choice (Ayres et al. 28R6; Fe
2001; Vanable et al., 2006). These studies also imply that people who experience
stigma are more likely to experience poor mental health and be prone to risk
situations. HIV/AIDS is perceived as a sexualized disease and populgrtmsrce
largely considers young adults to be at greater risk. Even among these populati
stigma as a phenomenon producing largely negative consequences has éangely b
studied as a problem faced by people with HIV/AIDS. Little has been done to

examine the personal strengths that may arise as a result of expergigriregand
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may be used to deal with it. The following research questions have been formulated
as a result of my personal interest in stigma and HIV/AIDS and the social
significance that this issue has to the field of health and social work.

The research questions are:

What are the experiences of stigma that older adults with HIV/AIDS
encounter?
e How do older adults employ personal strengths when responding to the stigma
associated with the disease?
¢ What other responses do they have to stigma?
e How do these responses, both strengths related and other, contribute to
personal growth?
Key Concepts
According to Moustakas (1994), once the researcher has formed the research
guestion, he/she should define the key terms of the question. According to Kelle
(1997), inductive qualitative reasoning describes a phenomenon by “subsuming it
under an already existing category or rule” (p. 10). These categoridsenteged on
the researcher’s existing knowledge of theory and practice. Howevere-adkisting
knowledge and prejudice undergoes a change through the process of conducting the
research. The researcher may be forced to revise his or her pre-conceiwgdsconc
even abandon them on the basis of themes that may emerge from the data. The key
terms in the research questions are: stigma, older adults, personahstrangt

personal growth. These terms are further explained below.
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Stigma

According to Green and Platt (1997), stigma experiences or how adults with
HIV/AIDS undergo stigma can be placed in two categories. These argedhac
stigma (discriminatory practices applied to people with HIV/AIDS) ‘delt’ or
perceived stigma (the fear that people with HIV/AIDS have of enadtgdast
(Green & Platt, 1997, p.72). Within this dissertation, | have examined both perceived
and enacted stigma experiences of older adults. Responses to stigmahefer to
older adults with HIV/AIDS are likely to react to stigma. This refers th lpositive
and negative responses. Older adults may develop positive responses to stigma and
may emerge stronger as a result of exposure to stigma. The literature, hdwasve
popularly noted negative responses to stigma. Some of these responseseare: less
adherence to medication (Bennett, Kelaher, & Ross, 1994), social withdrawal, and
increased risk behavior (Vannable et al., 2006). One of the limitations within this
concept is that the development of positive strengths by older adults as a résponse
stigma has never been studied. Therefore, there is not much literature to support the
use of personal strengths as a response to stigma within this population.
Older Adult

Older adults have been defined by many gerontologists as adults who are 60
years and older. However, according to the American Psychological Associ
[APA], the definition of age varies according to the population that is being studied
(2007). The older population among people with HIV/AIDS can be defined as those

who are in the older subgroup in terms of having the disease. For the purpose of this
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dissertation, older adults are defined as those who have HIV/AIDS when ¢h&§ ar
years or older. This definition is based on other studies that have stated that the older
population in this group is 50 years and older (Emlet, 2005, 2006a, 2006b). One of
the weaknesses of this concept is that the information derived from this age group is
hard to synchronize with other studies of health and older populations, as other
studies largely define an older adult as someone over the age of 60. Another area to
consider is that there are two categories of older adults who have HIV/Al2Se
are people who have been diagnosed with HIV/AIDS when they were 50 years or
older and adults who may have contracted the HIV/AIDS virus when they were
younger than 50 and have grown older with the disease. Considering that forms of
stigma and discrimination may have changed and lessened in intensitthsince
inception of the HIV/AIDS epidemic, it was important to note the changes in the
experiences of stigma that older adults who had aged with the epidemic describe and
compare them with those older adults who had received their diagnosis at a more
recent date.
Personal Strengths

An important concept in the research design is the concept of personal
strengths used by older adults to deal with stigma. | made use of a phenomehologica
perspective in order to understand how older adults with HIV/AIDS derive meaning
from their stigma experiences. As discussed in the previous chapter, personal
strengths refers to responses to stigma by individuals where they denedth&tnase

of empowerment approaches, seek membership in support groups, use spiritual
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resources, and/or engage in collaborative dialogue with medical and service
professionals to access effective care despite their stigmatizingioon&in
understanding of how older adults may use personal strengths is an integrallpart of t
dissertation.
Personal Growth

As discussed in Chapter Two, not many studies have demonstrated that people
respond to stigma in positive ways. However, some studies have stated that
experiences of stigma may actually lead to new experiences such aga ahjas
or stronger relationships within the family (Hermann & Miall, 1990). People who
experience positive growth from stigma are generally more agsartd make
greater efforts at social interaction. Personal growth within this saielssrto
positive changes in habit, temperament, or lifestyle that may have occurressatt a
of older adults’ use of personal strengths and other empowering changedehat ol
adults may have made in their lives as a response to the stigma of being older and
having an HIV/AIDS diagnosis.

Protection of Human Subjects

The Human Subjects Review process was completed to ensure that the
method and motives for the research were ethical, and that participant rights wer
protected. Respondents in the study were allowed to withdraw at any point of time in
the study. Participants were fully informed about the nature of the studyt, woatld
be tape-recorded, and about the procedures that were used use to keep this these data

private and confidential. Interviews with the participants were stored ialdites
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in my computer. | assigned numbers to the transcripts so they could not be traced
back to participants by their names. Participant addresses and other personal
information were printed and stored in a locked file cabinet in my home. All
identifying information such as names, addresses etc. have been removed from this
dissertation. Transcripts will be stored in a secure location at my horheuoe
research and publication. Tapes will be erased at the end of this studyp®&atsici
were sent an initial report and | have incorporated their feedback and suggestions i
this dissertation.
Methodology for Data Collection

The study methodology is a combination of the methods suggested by
Moustakas (1994) and Patton (2002). | primarily made use of Moustakas’
phenomenological method. | utilized Patton’s methodology to fill perceived gaps in
Moustakas’ method. According to Moustakas (1994), the researcher has to carry out a
“series of methods and procedures that satisfy the requirements of an @rganize
disciplined, and systematic study” in order to derive “scientific evidence in
phenomenological investigations” (p. 103). These include: “discovering a topic
rooted in autobiographical meanings” as well as in “social meanings and
significance,” “conducting a comprehensive review of the literaturefistructing a
set of criteria to locate appropriate co-researchers” (participaetggloping an
agreement of “informed consent,” and “developing a set of questions or topics to
guide the interview process” (p. 103). In this dissertation, | constructed a set of

criteria to locate the participants for this study. | planned provisions for iatbrm

37



consent and protection of human subjects. | also constructed a set of questions with
probes to guide the interview process (See Appendix B).
Data Sources

The participants were contacted through local organizations that work with
clients who have HIV/AIDS within Kansas and Missouri. After initial contact wa
established, | sent letters and emails with a summary of my proposedacstudy
executive directors or program heads and asked them to allow me access to older
clients with HIV/AIDS. | also made phone calls to program coordinators to further
explain the nature of the study.
Participants/Sampling (Locating Co-Researchers)

Moustakas (1994) has identified this process of selection as finding
“appropriate co-researchers” (p. 103). Moustakas lays out no specificactiteri
actually locate participants. He states that the participant in the gtodid have
experienced the phenomenon, should be interested in exploring it with the researcher,
and should be willing to allow the researcher to publish findings in a thesis or
dissertation. This method of sampling is in keeping with Moustakas’ (1994)
instructions for “constructing a set of criteria to locate co-resea’t{erl03). As
the range of experiences of those dealing with HIV/AIDS is so wide, tmsdbr
sampling allowed me to access adults with HIV/AIDS who met the followiheyier.
1) participants should be 50 years or older; 2) participants should have HIV/AIDS.

Recruitment
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Program directors in the organizations suggested that | frame a letter to
potential participants explaining the nature of the study and requesting them to
participate in the study. This letter, which was sent by the organizationsrtoltiesi
clients, contained my contact information. Twenty-one older adults calledake ba
and agreed to participate in the study. This procedure was followed to maintain the
confidentiality of clients. Only the persons within the organization who helped me
gain initial access and | know the identities of clients who participated stubsg.

The confidentiality clause in the document of informed consent will ensure that no
other person is informed of the participant’s HIV/AIDS status, or that thieiparit

is taking part in the study.

Data Collection Strategy

| used the “long interview” which is the most frequently used tool of data
collection in a phenomenological analysis (Moustakas, 1994, p. 114) in this study. A
phenomenological interview is informal and makes use of open-ended questions.
While the researcher may make use of an interview guide to elicit “arebensive
account” (Moustakas, p. 114) of the phenomenon, these questions are flexible, and
may be changed or not used at all when the participant is sharing their ex@efianc
particular aspect of the phenomenon.

In keeping with the phenomenological method of interviewing, | made use of
Patton’s (2002) interview guide method. This method ensured “that the basic lines of
guestioning” was “pursued” with every participant (Patton, p. 343). It also provided

me with a framework within which questions were “developed and sequenced”
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(Patton, p. 344). However, interview questions were open- ended. The interview
guide was flexible and went through changes depending on the experience of the
older adult being interviewed. A preliminary interview guide was prepared and
discussed with members of the doctoral committee. | pilot-tested thenioaaty
interview guide with one older adult living with HIV/AIDS. The interview guidasw
finalized after | incorporated the feedback given by all of the above sources.
Informed Consent

According to Moustakas (1994), it is the responsibility of the researcher to
“develop procedures for insuring full disclosure of the nature, purpose, and
requirements of the research project” (p. 109). Before collecting dataried
participants about the nature of the study. Appropriate informed consent and
confidentiality measures were used and the responsibilities of both trogpaattand
the researcher were clearly outlined.
Procedure for Collecting Data

In-depth, semi-structured, face-to-face interviews were conductbdheit
participants. | introduced myself and informed the participant about the nature of the
study. | also informed participants about procedures that were in place td tiretec
privacy and safety. Once the participant being interviewed was relaseadiicted
the interview. The interviews lasted for 60-80 minutes and were recorded on tape.
Flexibility of time was allowed for those participants who wished to elébora

their experiences.
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According to Moustakas (1994), the interviewer is “responsible for creating a
climate in which the research participant will feel comfortable andresibond
honestly and comprehensively” (p. 114). The venues in which interviews were
conducted were the participant’'s home, an HIV/AIDS organization, or any other
venue that was convenient for both the participant and the researcher. The venues met
the requirements for privacy, confidentiality, and a quiet atmosphere where
interviews could be taped without interference.

Data Analysis

Inductive and Deductive Qualitative Analysis

According to Patton (2002), deductive analysis refers to data that can be
“analyzed according to an existing framework,” while inductive analysisotves
discovering patterns, themes, and categories in one’s data” (p. 453). In thid study,
made use of Clark Moustakas’ (1994) and Patton’s methods of analysis. Both
Moustakas (1994) and Patton (2002) make use of themes in analyzing information
from the transcribed interviews of participants. The final goal of Moustakas’
phenomenological method is to derive a core understanding of the phenomenon from
the experiences of individual participants in a study. In this study, | adalyemes
that emerged from the data that were gathered from the participants inche\éy
understanding of the phenomenon of stigma experienced by older adults with
HIV/AIDS was based on their stories and discussions.

Transcribing the Interviews
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Organization of the data can only begin once the “primary researcher places
the transcribed interviews before him or her, and studies the material through the
methods of phenomenological analysis” (Moustakas, 1994, p.118). After conducting
the interviews, | transcribed each interview. Once the data were ttaetsdri
continued with the procedures of the phenomenological analysis, also known as a
phenomenological reduction.

Phenomenological Reduction

Phenomenological reduction uses “textural language” to describe both the
actual experience of the participant, as well as the researcher’s thdeglgs, and
intuition about the phenomenon that is being explored (Moustakas, 1994, p.118). |
examined the data in great detail. This process allowed me to establish areintimat
relationship with the phenomenon, and to examine the participants’ experiences of the
phenomenon in the context of my own beliefs and attitudes.

According to Moustakas (1994):
The procedures include horizonalizing the data and regarding every
guestion and regarding every horizon or statement relevant to the topic as
having equaled value. From the horizonalized statements, the meaning or
meaning units are listed. They are clustered into common categories or
themes, removing overlapping and repetitive statements. The clustered
themes and meanings are used to develop the textural descriptions of the

experience. From the textural descriptions, structural descriptions and an
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integration of textures and structures into the meanings and essences of the

phenomenon are constructed (p.118-119).

Horizonalizing the data (data unitshhe first procedure in phenomenological
analysis is “horizonalizing the data” (Moustakas, 1994, p.123). This is done so that
“every horizon or statement having relevance to the topic” is regarded ag havi
“equal value” (Moustakas, 1994, p. 123). According to Moustakas, the researcher
must carefully consider “each statement in the transcript,” record ellargl units,”
and “list each non-repetitive, non overlapping statement” (Moustakas, p.122). These
can be described as “invariant horizons or meaning units of the experience”
(Moustakas, p.122).

| examined each transcript gathered from the participants in the study for
remarks and sentences that were relevant to the study and describezherpert
stigma, responses to stigma, personal strengths, or any experience bfayjrdwt
noted them separately onto index cards. The transcripts were imported into a file
Atlas Ti software. Coding tools within Atlas Ti were used to separate and zegani
these data. | listed every expression relevant to the experience & figgd by
older adults in the computer. Atlas Ti software was used to organize the data in the
computer. This aided in the process of horizonalization.

Relating and clustering meaning units into then@sce the data were
horizonalized, | related and clustered meaning units into themes. Though Moustakas
(1994) has stated that deriving themes from the meaning units are a step in the

phenomenological methodology, he also stated that the researcher haslhigyflex
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in choosing how to organize data to recognize emerging themes. | followed $atton’
(2002) method of organizing data into themes. According to Patton, there are two
steps involved in deriving themes from the data. These are coding the meaning units
and conducting a pattern and theme recognition.

After transcribing the interviews and preparing the meaning units, | catuct
the first step in analysis which is coding the data. According to Patton (2002),
“developing some manageable classification or coding scheme is the firef ste
analysis” (p. 463). Patton (2002) thoroughly reviews all the transcripts and notes. He
prepares notes on various passages, and makes note of various topics the data may be
organized into. This is called indexing the data. He then prepares a list of “shorthand
codes” which he pastes in various “data passages” (p. 463). Finally, afted sever
readings of the transcripts, a final coding guide is prepared and the da& can
indexed and coded.

Following this method, | thoroughly reviewed the interview transcripts. Once
the transcripts were reviewed and organized into meaning units, | developed
preliminary coding categories (shorthand codes) and index categoriesvehésa
emerge from the transcripts and data units. This initial analysis wass#idouih
the chair and the methodologist. Their feedback was incorporated to form a final
coding guide.

Pattern and theme analysisfter the final coding guide was ready, |
reviewed the data derived from transcripts and data units and coded all the data. Onc

this process was completed, | conducted a pattern and theme analysis. Acoording t
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Patton (2002), the ability to recognize themes requires the researcherifg ident
patterns (p. 452). Patton refers to this analysis as content analysis. Beforenigeg

this content analysis, | identified the sensitizing concepts of stigmarding to

Patton (2002), these refer to knowledge and biases that | may bring to the research.
For the purpose of this study, | made a list of the facts about stigma derivedyrom m
review of the literature. | also made note of my own biases regardingaging
HIV/AIDS. These notes helped me make clear distinctions between what current
research may say about stigma, and the information that was derived fronu#ite act
data that | gathered. Once the sensitizing concepts were identified, | tmmhthes
content analysis.

Content analysidn the first step of content analysis, | reviewed the
sensitizing concepts of stigma, interviews, the coding guide, and the meanirtg units
form a broad framework. This allowed me to formulate an overview of what the data
portrayed. This framework was reviewed and underwent changes manygimes a
further analysis of data was conducted.

In the second step of analysis, | identified indigenous concepts that describe
stigma experiences of older adults. An emic analysis was utilized for tipiegeur
Within an emic analysis, the researcher attempts to gain an understainding
“indigenous categories that people interviewed have created to make senge of the
world” (Patton, 2002, p. 454). This is opposed to etic analysis, where “labels used by
the researcher” are the primary basis of analysis (Patton, 2002, p. 454). Tiergata

examined for any language, symbols, words, or gestures that older adults used to
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describe their experiences of stigma. | also constantly reviewedripasnsd the
interviews to make sure that the context of any coded data was not missed.

After the indigenous concepts were identified, | brought these concepts
together in my analysis in the form of indigenous typologies. Indigenous typologies
refer to the special language given by a group to identify their experigtettsn,
2002). | constructed indigenous typologies by grouping commonalities and
differences in the language used by older adults to describe their stger@ences.
The themes derived from indigenous concepts and typologies were utilized in
constructing individual and composite textural descriptions, which is the next step in
phenomenological reduction.

Individual textural description€Once the themes for individual participants
and the group were identified, | conducted the next step in the phenomenological
analysis, constructing an individual textural description and a compositeailextur
description. According to Moustakas (1994), an individual textural description
contains a written account of the individual participants in a phenomenological study.
An individual textural experience would contain a description of the experience of
stigma of each individual participant. | explored themes for a descriptiorciof ea
individual older adult’s experiences of stigma and prepared a text that contained a
description of these individual experiences.

Composite textural descriptionsof@posite textural descriptions are written
accounts of how a group of participants experience a phenomenon (Moustakas,

1994). | examined the themes and data for any information of the group experience
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of stigma and constructed a textural description of the personal experiertoes of t
entire group of older adults who experienced stigma.

Imaginative variationl engaged in the process of imaginative variation.
Imaginative variation refers to viewing the phenomenon (freely, using dt¢h#ies
of one’s imagination), from different perspectives and roles (Moustakas, 1994). This
was done after | read the textural descriptions. For example, | tried tostardehow
the phenomenon of stigma could vary for different classes or for different genders, or
how older adults who have HIV/AIDS would have responded to other HIV positive
individuals if situations had been reversed and they were HIV free. | alsoexkglor
the experiences of individuals who had HIV/AIDS earlier in their life wake a
different from the experiences of those individuals who were diagnosed latete | ma
notes of my views that emerged from the process of imaginative variation.

Listing structural qualitiesl then constructed a list of structural qualities of
the stigma experiences. Structural qualities were derived from the indigitia
composite textural descriptions of the stigma experiences of older adhilts wit
HIV/AIDS, as well as through the process of imaginative variation. Structural
qualities refer to structures that influence the experience of the phenomenon
(Moustakas, 1994). | examined the textural descriptions of the gathered data to
identify societal, familial, and other structures that influenced the expere
stigma faced by older adults with HIV/AIDS. Last, | made a note of tstesetures.

Individual and composite structural descriptioAdter | constructed a list of

structures that may influence the stigma experiences of older adults WthIBIS, |
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constructed an individual structural description. An individual structural description is
a description of structural themes in the data (Moustakas, 1994). These themes point
to what structures can trigger a stigma experience for individual partisipaiso
examined how participants responded to stigma and if they have experiagiced a
growth and empowerment as a result of this experience.

Following the construction of an individual structural description, |
constructed a composite structural description of the participants’ axpesioef
stigma. A composite structural description illustrates “how co-researab@ group
experience what they experience” (Moustakas, 1994, p. 144). | examined the themes
for any factors or structures that influenced the stigma experience griotine of
older adults with HIV/AIDS.

Textural-structural synthesiginally, a synthesis of the textural and structural
descriptions of the experience of stigma and strengths by older adults wiapeedve
This provided a “synthesis of the meanings and essences” of the stigma experienc
(Moustakas, 1994, p.144) for older adults with HIV/AIDS.

Specialized Plot Analysis

Besides conducting a thematic analysis which aimed to answer the research
guestions in the study which explored the stigma experiences of older adults, their
responses to stigma, and experiences of personal growth; | also conducted a
specialized plot analysis (See Table 2, Appendix D) for additional infaymati the
effect that the processes of disclosure and non-disclosure had on the stigmgéhstr

and other responses, and personal growth experiences of older adults living with
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HIV/AIDS. This work builds on the model of analysis conducted by Kapp (2000).
Each participant in this dissertation had a story to tell and each of thesg lstatie
plot which described how they experienced stigma, their responses to stigma, and
personal growth. Each plot was further analyzed to gain a deeper understanding of
how the events of disclosure and non-disclosure impacted older adults’ experiences of
stigma, their responses to stigma, and their experiences of personal ¢tbesh.
compared and contrasted the plot summaries of individual participants in the study to
understand how these events work among a group of older adults who are living with
HIV/AIDS. Refer to Appendix D for Table 2 which illustrates the plot summsdae
individual participants in the study
Testing for Completeness

Once the specialized plot analysis was conducted, | tested for the
completeness of the study. | applied Moustakas’ (1994) method of “application
validation” (p.121) where | checked whether themes identified were expressly
mentioned in the transcripts. If they were not mentioned in the transcripes;dexl
if the themes were consistent with the study question, and if they were not, |
determined if any of the themes should be deleted from the initial report. Once |
tested for completeness, | prepared the initial report. Participants, seetati®on
committee chair, and the methodologist reviewed the initial report. Thekethéhe
report to see if the whole picture was presented and if the data had beerebccurat
represented.

Member Check
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The initial report was prepared and mailed to fifteen participants. Six
participants could not be located as they had changed addresses and phone numbers
since the time of the interview. | prepared and sent copies of the initial tepate
management supervisors of organizations so that they could forward the report to
participants who | was unable to locate. Two participants emailed their mehdmk
responses to me while two others sent in their responses by regular post. Four
participants conveyed their feedback through telephone conversations. Further
discussion of participant feedback will be further examined in Chapter Four.

Final Report

After the process of reviewing the initial report was completed, | pedghe
final report. According to Moustakas (1994), this report contains a summary of the
study, the connection of the findings to the literature review, and the “persadal” a
“professional” outcomes of the study. It contains the study’s “social mgamnd
relevance” (p.182). The final report contains a “composite description of the
meanings and essences” (Moustakas, p. 121) of the stigma experienbeggfoup
of older adults with HIV/AIDS.

Trustworthiness

Qualitative researchers build in a number of measures throughout the study to
ensure that the study is trustworthy. The measures for trustworthinedibi(ityeand
transferability) in the research design in this study were estathlgsto®rding to
Patton’s (2002) criteria for trustworthiness. Measures for dependability and

confirmability were established according to the procedures establigheacbin
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and Guba (1985), as these measures had not been elaborated in Moustakas’s (1994)
phenomenological methodology or in Patton’s (2002) work.

Credibility. Credibility refers to the confidence that various stakeholders have
in the researcher’s findings and whether they find the process credibledigctar
Patton (2002), the credibility of a study depends on three elements. These are, the use
of “rigorous methods” which would “yield high quality data” (Patton, p. 552),
credibility of the researcher, and the philosophical belief in the value of gwalitat
inquiry. To ensure the above, | made use of certain techniques such as triangulation to
enhance the credibility of the study. Triangulation refers to the reseassifging
the information in the study from sources other than the researcher. | maifehese
“analyst triangulation” method (Patton, p. 556). According to this method, the
researcher should use multiple analysts to review findings. The chair and
methodologist of the dissertation committee reviewed this report and otheramateri
throughout the research process thereby ensuring that the study is criechbte
use of a “review by inquiry participants” (Patton, p. 561). According to Patton, fa grea
deal can be learned about the “completeness, fairness, and perceived vatlidity’ of
(p- 560) from the participants of the study. All participants were mailegyaafdhe
initial report. The feedback from participants who responded to my request to review
the report is included in the following chapter.

Transferability. Transferability refers to whether the findings in a study can be
generalized in another. According to Patton (2002), findings from a qualitatiwe stud

are difficult to generalize. Qualitative studies are not causal in natstead, they
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are supposed to provide rich and detailed information on the subject of study. Also,
the individual nature of participants in a study would make it difficult to geticiént
results in another similar study. However, | maintained a “thick descriptiBatton,

p. 438) of sample size, selection, analysis, and findings so that another researcher
who reads this research should be able to judge whether these findings may be
transferable to similar populations even though the findings of another study may not
prove identical to this study. The term thick description is used by anthropologists t
refer to an in-depth, literal description of a phenomenon (Merriam, 1988). The thick
description that | maintained included notes on the observation of the participants in
their natural settings, interviews with the participants, and review ofaaéirmal from

the process such as personal notes that | prepared during the course of 8% proce

Dependability Dependability refers to whether another researcher using the
same instruments and techniques would reach similar results in a similar jpopulat
(Lincoln & Guba, 1985). The dependability of a study can be enhanced by constantly
reviewing the research design and process. As the design is emergenteitiexed
through the research process by the chair and the methodologist.

Confirmability. Confirmability is established if the data and findings can be
traced back to the participants. During the course of my study, the methodologist
reviewed my first pilot interview, my transcripts from other interviews,tard
coding guide at various stages. | also carried out an ongoing discussion with the
methodologist about the interview process and the process of analysis. These

processes ensured that | was truly reflecting the voice of my partisiand that the
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findings represented what was shared by participants. This process also helped to
ensure that my biases would not color the findings and are accurate in their
representation.

Timeline (Phases of the Research Study)

The current study took approximately eight months to complete. There were
three phases in this research study. Phase 1 consisted of obtaining the HSCL
approval, refining the research design and conducting any preliminary tasks
suggested by the dissertation committee, and making changes in the resegrch de
interview guide, or sampling procedures that were recommended by the caemimitt
also contacted potential participants in this phase of the research; pddtaast
interview instrument and carried out an initial analysis on Atlas Ti to famnzi
myself with the software which lasted for a period of one month. Through this
process, | recorded any decisions and changes made in the design process and the
reasons thereof in the methodological log.

In the second phase of the research, | recruited participants for the study an
conducted semi structured in-depth interviews with the participants of the study. |
transcribed the interviews. | thoroughly reviewed the interviews and began the
preliminary coding and analysis process. This phase lasted for three months.

| carried out the final analysis and the write-up in the third phase of the
research study. This phase lasted for four to five months. In this phase, | cdmplete
the preliminary analysis. Final coding categories were formed;etherare

identified; and the final analysis was written. | synthesized my findiigsa
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preliminary report. Participants in the study, the chair, and the methodologist
reviewed the report. After incorporating the feedback from all thesgogr with
special emphasis on older adults who participated in the study, | prepared the final
report.
Summary

In this chapter, | have laid out the methodology that has been used in the study.
The methodology was chosen to allow older adults to express the full range of their
experiences and to explore areas which other researchers had overlooked.at&any p
of the methodology such as the research questions, key concepts, sampling and
recruitment methods, procedures for data collection and analysis were dgnstant
reviewed through the entire dissertation process to ensure that the voices of the
participants were heard and accurately represented. In the next chaptelistuss

analysis techniques and the findings that emerged as a result of the datsocoll
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CHAPTER 4: DESCRIPTIVE FINDINGS

The findings presented in this chapter are based on interviews conducted with
adults 50 years and older living with HIV/AIDS. The sample included participants
who were living in Kansas City, Topeka, and Lawrence, Kansas. Participaets wer
identified for the study through case managers at three HIV/AIDS organizatwo
of which were in Kansas City and a third that was in Lawrence. The panteiware
selected because they were 50 years and older and had been diagnosed with
HIV/AIDS.

In this chapter, | will discuss 1) demographic characteristics of jpeamits in
the study; 2) individual participants’ experiences of stigma as wdleaisresponses
and possible personal growth; 3) descriptive findings that answer the hresearc
guestions of the study; 4) findings that emerged from the specialized plot attaysis
was conducted to examine the impact of disclosure and non-disclosure decisions on
participants’ stigma experiences, responses to stigma, and personal growth; 5)
findings that emerged from member checks with participants; 6) and additional
findings that describe the experiences of women 50 years and older living with
HIV/AIDS.

This chapter begins by detailing the demographic characteristics of the
participants in the study (See Table 1). These demographics provide an uaggsta
of the social and economic background of the participants in this study. The findings
are organized in a manner that will allow the reader to understand the depth of the

stigma experiences of adults 50 years and older living with HIV/AIDS. Tératiure
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has defined adults 50 years and older as the aging subpopulation who have
HIV/AIDS.

Second, in this chaptdrexamine individual participants’ experiences of
stigma, their strengths and other responses to stigma, and their personal growth.
Through the analysis of interviews, | provide a description of the group experiences
of respondents. However, it is also important to convey the individual experiences of
each participant in the study as each experience is valuable and adds depth to the
findings that are presented in this dissertation.

Third, in the section on descriptive findings, | discuss the themes that emerged
from my analysis of the interviews. These themes explain the respondsiatstive
experiences of stigma, their strengths and other responses to stigmajrand the
personal growth. In this chapter, | directly address the research questibtiset
study seeks to answer. The first set of themes relates to research questiwhioh
examines the experiences of stigma faced by adults 50 years and oldewiiking
HIV/AIDS.

| also examine how adults 50 years and older respond to stigma. My findings
reflect various strengths that respondents employed to manage stigma. Sorse of the
were personal strengths, such as membership in support groups and greater personal
resilience. Participants also gained support and strength from familyengrfiom
employers, and from their churches. | also present responses to stigmearthabtv
strengths-related such as non-disclosure of HIV/AIDS diagnosis, and sodailon

and withdrawal. These findings relate to research question three, which seeks to
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understand participants’ other responses to the stigma associated with having a
living with HIV/AIDS. In the discussion of findings, | examine the personal drowt
that adults 50 years and older may have experienced as result of their régponse
stigma. These findings relate to research question four, which explores whethe
strengths and other responses to stigma contribute to personal growth. Fourth, |
explore findings that emerged from the specialized plot analysis, which was
conducted to further examine the impact that the processes of disclosure and non-
disclosure had on the stigma experiences, responses to stigma, and persohal growt
experiences of participants in the study.

Fifth, I discuss the impact of the member check process on findings. |
examined participant feedback to see if they confirmed the findings. | asuresd
feedback to explore whether any participants disagreed with the findings onhad an
further information they wished to add to the report. Finally, | present additional
findings that describe the experiences of female participants.

Demographic Characteristics of Study Participants

This study included 21 adults 50 years and older who living with HIV/AIDS.
Of these, 15 patrticipants were men and 6 participants were women. The demographic
characteristics of the participants who were interviewed in the studyrarearized
in Table 1. Given that a large proportion of the participants were men, Table 1 has
been organized according to the participants’ gender. The order in which gaattic
was interviewed is noted above that participant’'s name. For example, Shaha was t

fourteenth participant to be interviewed in the study.
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All of the women who participated in the study described their sexual
orientation as heterosexual. Nine men said that they were gay, five desaeiibed t
sexual orientation as bisexual, and one participant in the study described his sexua
orientation as heterosexual. Six participants were in a relationship or paginers
while the remainder had no partners at the time of the interview.

The participants in this study were either African American or Caaca&if
the 21 respondents in the study, 7 were African American while the rest described
their ethnicity as Caucasian. One participant had some high school experiene&. Thre
participants had completed high school. Twelve participants said they had some
college experience. Five participants in this study were collegeigies.

With regards to income level, 10 participants had an income level of $10,000
or below, whilel10 others had an income level between $10,000 and $20,000 dollars.
Only one participant described his income level as being between $30,000 and $
40,000. Most participants in the study were from low income households.

Eight respondents had been diagnosed with HIV/AIDS in their thirties, seven
between the ages of 41 and 50, five had been diagnosed when they were between the
ages of 51 and 60 and one participant had been diagnosed when they were over 60
years old. Of the six women who participated in the study, only one had been
diagnosed with HIV/AIDS in her thirties. Three women had been diagnosed when
they were between the ages of 40 and 50 and two women had been diagnosed when

they were 50 and older. Findings reveal that many men who participated in tkis stud
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had received their diagnosis between the ages of 30 and 40, while most women who
participated in the study had been diagnosed at a later age.

Demographics also revealed that nine participants had been diagnosed before
the passing of protective legislation such as Ryan White Care Act and #recAns
with Disabilities Act which include provisions to protect people living with
HIV/AIDS from social stigma.

Table 1: Study Participants: Demographic Profile

Number Age Gender Sexual | Relationship| Ethnicity [Educatior]  Income Age at Diagnosed
Orientation Diagnosis| Before the
Passage of
Protective
Legislation
(Pre-
Legislation
003 53 F Hetero- | Partnership| African Some [10,001-20,00f 41-50 | = ----------
Martha sexual American| College
004 72 F Hetero- Single Caucasial College {10,001-20,00, Over 50 Pre-Leg
Jacque sexual Graduatg
007 57 F Hetero- Widowed |Caucasial Some 0-10,000 4150 | -
Sarah sexual College
014 66 F Hetero- Separated |Caucasial High |10,001-20,00[ Over 60 | -----------
Shana sexual School
Grad
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Number Age Gender Sexual | Relationship| Ethnicity [Educatior]  Income Age at Diagnosed
Orientation Diagnosis| Before the
Passage of
Protective
Legislation
(Pre-
Legislation
017 50 F Hetero Single African Some 0-10,000 41-50 | -
Caitlin sexual American| High
School
021 52 F Hetero- Divorced |Caucasiaj Some |10,000-20,00 31-40 Pre-Leg
Sabrina sexual College
001 52 M Gay Single African Some 0-10,000 31-40 Pre-Leg
Arnold Amer. | College
002 53 M Bisexual Single African Some 0-10,000 31-40 Pre-Leg
Hank American| College
005 53 M Bisexual | Same Sex |Caucasial College |10,001-20,00f Over50 |  ----------
Patrick Graduatg
006 59 M Gay Same Sex |Caucasial Some 0-10,000 41-50 | e
Jonathan College
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Number Age Gender Sexual | Relationship| Ethnicity [Educatior]  Income Age at Diagnosed
Orientation Diagnosis| Before the
Passage of
Protective
Legislation
(Pre-
Legislation
008 56 M Gay Single African High 0-10,000 41-50 | e
Richard American| School
009 56 M Gay Partnership | Caucasiaf College {10,001-20,00f 31-40 | ----------
Matthew Grad
010 65 M Gay Single African Some (10,001-20,00, 31-40 Pre-Leg
Chris American| College
011 51 M Bisexual Single Caucasial High 0-10,000 3140 | -
Cory School
012 72 M Bisexual Divorced African Some 0-10,000 Over 50 Pre-Leg
Andrew American| College
013 54 M Gay Single Caucasial Some |10,001-20,00, 41-50 | ----------
Keegan College
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Number Age Gender Sexual | Relationship| Ethnicity [Educatior]  Income Age at Diagnosed
Orientation Diagnosis| Before the
Passage of
Protective
Legislation
(Pre-
Legislation
015 52 M Gay Same Sex |Caucasial Some [30,001-40,00, 31-40 Pre-Leg
Bailey College
016 67 M Bisexual Single Caucasial Some [10,001-20,00, Over50 |  ---------
Wallis College
018 62 M Gay Same sex |Caucasial College | 0-10,000 Over50 |  ----------
Lincoln Graduate
019 58 M Gay Single Caucasial College [10,000-20,00, 41-50 |  ---------
Toby Graduatg
020 54 M Hetero- Divorced |Caucasiay Some |10,000-20,00 31-40 Pre-Leg
Phillip sexual College

Individual Experiences of Stigma, Responses to Stigma, and Personal Growth
In this section, | discuss the individual experiences of participants in the study.
| aim to emphasize the stigma experiences, responses to stigma, andl jgeesadha

experiences that are unique to each respondent. My intent was to provide the reader
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with a sense of greater intimacy and connection with the stories of individual
participants. Participants in this study shared deeply personal and traumatic
experiences, and it is important that all of their voices be heard and acknowledged in
this report.

These snapshots have been derived from the notes on indigenous concepts and
individual textural and structural descriptions of participants’ experiefitese
notes were prepared after analysis of transcripts of taped interviegvaaiites of the
participants in the study have been changed to protect their confidentialitydiradivi
experiences have been organized according to the gender of the particifpasnts. |
describe the experiences of women in the study and then the experiences dfanen w
participated in the study.
Martha

Martha was an African American female participant. Martha described
various experiences of stigma. She felt stigmatized by the consermatghborhood
where she lived. She also reported that she was stigmatized by familjeandd fo
whom she revealed her diagnosis. While Martha had these direct experiences of
stigma from people to whom she revealed her diagnosis, she also anticipated stigma
from certain sources such as churches. This was because she had had a bad
experience with a previous church pastor with whom she had shared her diagnosis. As
a result of the stigma she faced from him and his family, she chose not to reveal her

diagnosis to the members of the church she was currently attending.
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She actively resisted being stigmatized. She overcame her own misgiving
about her diagnosis by attending meetings and support groups so that she could get
the information that she required for combating the stigma associatedh&vith t
disease. She refused to let friends and family members label her because of her
diagnosis. She became a peer counselor and used her experience to help others with
the disease combat the stigma associated with it. The stigma thapshereed led
her to become a more spiritual person. The help that she received made her decide to
give back to the community and help others who have HIV/AIDS.

Jacque

Jacque, a white female, was one of the few participants who had been
diagnosed with HIV/AIDS after she turned 50 years old. It is very interestingte
that unlike many participants, she felt little guilt or shame about her diag6te
also reported fewer experiences of stigma compared to other participdrestody.

Unlike a lot of other participants, she also actively sought support from family and
friends from the very moment she found out she was HIV positive. She shared her
diagnosis with family and friends, all of whom supported her and helped her. Jacque
sought to learn as much as possible about her diagnosis. After an initial period of
feeling low, she publicly came out with her diagnosis and chose to be an active
advocate for the cause of older women living with HIV/AIDS. She spoke about what
makes this group more vulnerable to contracting the virus, such as lack of information

available to post menopausal women on how HIV/AIDS is spread.
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Sarah

Sarah was a Caucasian female respondent in the study. She faced stigma from
family and friends, however, she found support from her children. Sarah found it
difficult to negotiate friendships and sexual relationships because of her asagnos
She expected to be stigmatized by people to whom she revealed her diagnosis. She
chose to isolate herself rather than share the details of her diagnosis with other
people. Another place that Sarah experienced stigma was from colleabaes at
workplace. She received support in the workplace from her boss, who helped her
combat the stigma. Sarah also made use of humor when she was stigmatized by older
members of her family who sometimes stopped her from sharing plates or touching
objects in their house. While Sarah chose to isolate herself rather than speak about her
diagnosis in intimate relationships, she sought help and guidance in support groups
and was an active member of these groups until her health prevented her from
attending these groups.
Shana

Shana, a Caucasian female respondent in the study had been diagnosed with
HIV/AIDS when she was over 50 years old. She described her shock when she
discovered her diagnosis. Shana felt that she was all alone and that it was probably
rare for a woman her age to be diagnosed with the disease. She was stigbyatize
her partner, from whom she contracted the disease. She also feared sharing the new
of her diagnosis in her church, in which she was actively involved, because she

expected to be stigmatized in the church. She had experiences of stigma in which
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strangers with whom she shared her diagnosis moved away from her because they
were scared that they would contract the disease from her.

She was able to share her diagnosis with her children, and with their support
she got over her dismay at having HIV/AIDS. She also spoke about how post
menopausal women were unaware that they were at risk of contracting HS/AID
Shana felt that medical professionals were often unaware that older womeen we
contracting the disease or that they were embarrassed about talking toatusr w
about their potential risk of contracting the HIV/AIDS virus. Shana had been a peer
counselor and was an advocate who educated medical professionals about the need to
educate older women regarding their risk of contracting HIV/AIDS.

Caitlin

Caitlin was a 50 year old African American who had been diagnosed with
HIV/AIDS in her forties. She described a feeling of ‘numbness’ when shid bea
her diagnosis but also said that she knew she had to live with it and do whatever was
necessary to deal with it. She disclosed her HIV/AIDS status to family i@nddr
She found support from most family members and friends. She noted however, that a
few friends were uncomfortable with her diagnosis because they felt thatgdite mi
spread the disease to their children. They cleaned toilets after she useshthem
handed out special plates for her. She took these friends to meet her doctor, who
educated them on how HIV could be spread. The doctor helped them understand the
disease, and they stopped stigmatizing her. She also has had friends who read about

the disease so that they were better informed and could help her. Caitlin disclosed her
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HIV/AIDS status in her church and was supported by her pastor, who came to her
HIV meetings to gain more knowledge about the disease and to provide her with
support. While many people to whom she disclosed her HIV/AIDS status supported
Caitlin, she met many other people living with HIV/AIDS who had not disclosed their
HIV status to family members because they expected to be stigmatizedrby the
Caitlin stopped all drug use after her diagnosis. She attended support groups to get
information and meet other people who had HIV/AIDS.

Sabrina

Sabrina was a 52 year old straight Caucasian respondent who had been
diagnosed with HIV/AIDS between the ages of 30 and 40. She disclosed her
diagnosis to her husband, family, and close friends. Her best friend stopped speaking
to her and never contacted her again. This prevented her from speaking about her
diagnosis to other friends for a long time. She also publicly revealed her dsatmosi
members of her church and had to leave the church as a result of the stigma that she
had to endure. She was however, proud that she had spoken publicly about her
diagnosis.

Sabrina received guidance from members of an HIV/AIDS support group
regarding how to disclose to close family and friends. Her spouse revealed her
diagnosis, without her consent to her sister. Her sister acted as an inteyrardia
helped her reveal her diagnosis to their parents. Her sister also helped #rés par
process the news so that they did not say anything hurtful to Sabrina when they were

with Sabrina. Sabrina also received support from her friends, who educated other
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people on how the disease was spread. At the time of the interview, she was acting as
an advocate for women living with HIV/AIDS. She spoke publicly about her
experiences and hoped to encourage other women to seek help. She also reported
becoming more religious as a result of her experience.

Arnold

Arnold was an African American gay male who had been diagnosed with
HIV/AIDS when he was between the ages of 30 and 40. At the time of the interview,
he had lived with the disease for a long time. Arnold spoke about his experiences of
stigma associated with the disease. He observed the negative manner in svhich hi
family members treated his younger brother, who was also gay and Htiweaand
consequently decided not to disclose his diagnosis to them.

He also faced stigma within organizations that should have provided him with
help and encouragement, such as the support groups that he attended. He felt he was
largely discriminated against because he was black, older, and not sexuallyl@vaila
Arnold responded to the stigma that he felt within support groups by withdrawing
from the groups and not seeking help. Arnold also indicated that he was stigmatized
at his workplace. He spoke about how he had to eat at odd hours at his place of work
because of his HIV medication regimen and how office staff complained about his
food habits. When he discussed his diagnosis with his superiors, he was fired. Arnold
felt that he had done the right thing by standing up for himself and against the
discrimination he had faced from office staff before he was fired. Having hatbHI

so long, Arnold also recalled how adults living with HIV/AIDS were stigmdtine
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the past. He described the historical context of stigma experiencemtessadth
HIV/AIDS. He recalled a time when doctors would not treat AIDS patients and
mortuaries would not prepare the dead bodies of those who had died of AIDS.

Arnold also experienced personal discomfort about his diagnosis and shame
that he had allowed it to occur. Stigma associated with HIV/AIDS had anéetal
effect on Arnold’s life. He had often responded to stigma by isolating himkHat
disclosing his HIV/AIDS status to family and friends. One of the questions in this
study examined the personal growth that participants may have experienced whe
they had a strengths response to stigma. Arnold was able to stand up for himself at hi
workplace. Although he was fired and was bitter about the experience, thafdle
had faced the situation with courage. In that situation, he stood up for himself,
something he had been unable to do in the past. While Arnold had a strengths
response to the stigma he experienced at work, he was unable to consistently
demonstrate strengths responses to all stigma experiences and did not make
significant life changes. Overall, his stigma experiences madeusipiceous and
bitter. The interview with Arnold was the first interview that | conducted @ teof
this study. It was also the longest interview, which is why the descriptidmofd’s
experiences is perhaps the longest one in this section.
Hank

Hank was an African American participant in the study. Hank identified
himself as bisexual. He had been diagnosed with HIV/AIDS when he was between

the ages of 31 and 40 and, like Arnold, was a long-term survivor. He had no

69



immediate family with whom he could share his diagnosis and chose not to share the
news with extended members of the family because he felt that he would be judged
for his bisexuality and that some might even feel that he had used drugs.

He sought companionship within support groups but did not speak about his
diagnosis within these groups. He was fearful that members within the support group
would disclose his diagnosis to others. He was also fearful of disclosing his ds&agnosi
to potential sexual partners for the same reason. Hank had seen other people with
HIV/AIDS being stigmatized in the workplace.

Hank responded to the stigma that he experienced in two ways. His own
expectation of stigma prevented him from disclosing his HIV/AIDS statusrtityfa
members and friends and in support groups. On the other hand, he actively attended
support groups in order to increase his knowledge. He wished to be able to help
others living with HIV/AIDS and hoped that one day he would be able to overcome
his fear and help others. He also felt secure within these groups and looked at them as
potential avenues to meet other people with HIV/AIDS.

Patrick

Patrick is a Caucasian adult who had been diagnosed with HIV/AIDS when he
over 50. Patrick experienced a sense of shame about his diagnosis and dealt with his
feelings that he should have been able to avoid contracting HIV. He responded to this
feeling by actively seeking help and support from organizations and friends.aPrior t
his diagnosis, his family members had stigmatized him for being gay. Thisyse

experience of stigma stopped him from disclosing his HIV/AIDS status torhil/fa
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as he expected to be stigmatized by them. He received support from members of the
medical community and from staff at the organization where he was testatsd
received support from his partner. Patrick sought support from a group of partners of
people dying of HIV/AIDS. At the time of the interview, he was a peer ctamsée
spoke about how he had received compassion and guidance from professionals when
he was diagnosed. Many people had helped him combat stigma and manage his
diagnosis. He wished to express his gratitude for the support he had received by
helping others living with HIV/AIDS in the same way that he had been helped. His
experiences made him more religious which helped him to forgive those who
stigmatized him.
Jonathan

Jonathan was a gay participant who had been diagnosed with HIV/AIDS when
he was in his forties. He disclosed his HIV/AIDS status to family mendrets
friends. He spoke about how he faced stigma at the hands of medical professionals in
the early 1990s. He recalled how HIV/AIDS had been considered a gay man’s disease
in the 1980s and early 1990s and how many gay men with HIV had had to face
stigma from society. He also felt that he should have been able to avoid getting the
disease. He reported that he was taking better care of himself afteg baen
diagnosed. He also reported that people were rapidly realizing that HIS/AH3

not a gay man'’s disease but that it affected all populations.
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Richard

Richard was a 56 year old African American participant who had been
diagnosed with HIV/AIDS between the ages of 40 and 50. Richard shared that he had
chosen not to reveal his diagnosis in his workplace because he had expected a
negative reaction from his employers. He also spoke about historical expenrences
the 1980s and early 1990s, when HIV/AIDS was viewed as a gay man’s disease and
gay men with the disease faced societal disapproval and discriminatiorn.dratd@a
faced direct experiences of stigma from family members who were uadabié
about his using common silverware once they knew about his diagnosis. He
responded to this stigma by refusing to let it affect his life and by avoidasg twho
stigmatized him. He received support from his church, where he revealed his
diagnosis and from medical professionals to whom he went for treatment. Richard
also spoke of a greater spiritual connection with God after his diagnosis, which
helped him manage his diagnosis.
Matthew

Matthew was a 56 year old Caucasian male participant. Before his diagnosis,
Matthew had experienced stigma after his uncle revealed to Matthewly thati
Matthew was gay. This experience made him initially wary of discldsisg
HIV/AIDS status to family members. Matthew did not disclose his HIV/AIE®us
at his workplace because he feared that he would have lost his business a®f resul
the disclosure. When his partner died of AIDS, Matthew faced stigma as hgealra

his partner’s funeral. The funeral home representative resisted malkingenrents
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for someone who had died of HIV/AIDS. Matthew had a direct experience of stigma
at the hands of a medical professional where he was discriminated agaansEbaic
his HIV/AIDS diagnosis.

Matthew also spoke about how people with HIV/AIDS are stigmatized in the

gay community. According to him, the gay community shuns people who have

HIV/AIDS and are sexually activéviatthew observed that, in response to this kind of

stigma, many people with HIV/AIDS do not disclose their HIV status in comgunit
gatherings or to potential sexual partners.

After his diagnosis, Matthew and his current partner made themselves
financially secure. They had also helped other adults with HIV/AIDS lsechey
considered themselves fortunate to be in a positive personal and financiadrsituati
At the time of the interview, Matthew was an active member in support groups. He
was also an advocate for the rights of patients living with HIV/AIDS aasl active
in community organizations.

Chris

Chris, an African American respondent had been diagnosed with HIV/AIDS
between the ages of 30 and 40. Chris recounted the historical context of stigma. He
spoke about how scared he was about having HIV/AIDS when he was diagnosed in
the late 1980s. Chris recalled that this was the era when HIV/AIDS wad GRIED
(Gay related immune-deficiency) and many of his gay friends were dyithg
disease all over the country. He, however, faced no discrimination from famoily

friends to whom he revealed his diagnosis. He also disclosed his HIV/AIDS status t
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people within his church, where he received support. Chris also received support at
his workplace, where he disclosed his diagnosis. When asked if he had ever
experienced any overt stigma, he said that he did not allow anyone to steghnatiz
and did not put himself in a position where it was likely to occur.
Cory

Cory was a bisexual, Caucasian, male participant who had been diagnosed
with HIV/AIDS between the ages of 30 and 40. He was very reticent to talk about his
experiences. He said that he had disclosed his diagnosis to family and friends and had
not faced any discrimination from them. When he was first diagnosed, he faced some
initial depression and suicidal thoughts, as well a sense of shame. Cory adsb shar
that he had not disclosed his diagnosis within his church because he expected to be
stigmatized by members of his church. He received support from medical
professionals to whom he went for treatment.
Andrew

Andrew was a 72 year old African American and was one of the oldest
respondents in the study. He had been diagnosed with HIV/AIDS when was over 50
years old and learned of his diagnosis from a volunteer. The news was not delivered
in a sympathetic manner and he felt stigmatized at the time. Andrewly iaas
shocked when they learned of his diagnosis and they withdrew from him for some
time. One example he gave was that his brother was not comfortable handling tools
that Andrew was using. Andrew responded to the stigma with patience and forgave

those who stigmatized him. He received support from medical professionals to whom
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he went for treatment. He wanted to tell patients the news of their diagnosis in a
compassionate and supportive manner. This led him to volunteer at the clinic where
he was diagnosed.
Keegan

Keegan was a 54 year old Caucasian male respondent in the study. He had
been diagnosed with HIV/AIDS between the ages of 40 and 50. Keegan was
stigmatized by certain people in his workplace. He was stigmatized for dpyrend
for having HIV/AIDS. He responded to the stigma by seeking the support of his
boss, who helped him combat the stigma that he was facing by confronting the
employee who had stigmatized Keegan. He also joined support groups in order to be
with other adults living with HIV/AIDS. In those support groups, he heard the stories
of many people who had been disowned by their families and ignored by their
friends.

Keegan received the support of his family when he disclosed his diagnosis to
them. He said that he felt incredibly fortunate that he had received their suxiport
the time of the interview, Keegan volunteered at an HIV clinic to help others who had
been diagnosed with HIV/AIDS. He had also stopped taking drugs and said that he
had started taking better care of himself after being diagnosed.
Bailey

Bailey, a gay Caucasian participant had been diagnosed with HIV/AIDS
between the ages of 30 and 40. He was devastated when he found out that he had

HIV/AIDS. He described his guilt because he had infected the man who was his
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partner at the time and who was still his partner at the time of the intervieasdle
spoke about how gay people with HIV/AIDS had faced stigma in the 1980s and early
1990s and how that could be attributed to people’s lack of knowledge about how the
disease was spread. While he had not had many experiences of stigma frgm famil
members, he attributed this to the fact that he walked away from situatiorestveher
was likely to be stigmatized. He received support from medical professianals, t
whom he had disclosed his diagnosis. He also received support from his employers,
to whom he disclosed his HIV/AIDS status. They allowed him to take sick leave and
to modify work hours to suit his medication regimen. Bailey felt that in theefiner
wanted to pursue a career in the medical profession as he could help others who had
HIV/AIDS in that field.
Wallis

Wallis was a 67 year old bisexual, male respondent who had been diagnosed
with HIV/AIDS when he was over 50 years old. He did not have any family. His one
experience of stigma resulted when he disclosed his diagnosis to his sexual partne
who disappeared from his life after hearing that Wallis was HIV poskiee.
disclosed his HIV/AIDS status to medical professionals, whom he found supportive.
Wallis relied on his case manager for support and information on managing his
diagnosis. He also received support at his workplace. He spoke about how he did not
allow stigma to affect his life and went through life as if he were nattefidoy
HIV/AIDS. Finally, he said that he had become more careful about takingfdaise o

health after learning about his diagnosis.
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Lincoln

Lincoln was a 62 year old gay man who had been diagnosed with HIV/AIDS
when he was over 50 years old. He said he was not shocked when he found out about
his diagnosis because he had been sexually active with a partner who had FRV/AID
and who had died of the disease. His one experience of stigma had been in the 1980s,
when a medical professional to whom he had disclosed his diagnosis responded with
anti gay sentiments. He had also known other people with HIV/AIDS who had been
stigmatized by their family and friends.

He disclosed his diagnosis to his sexual partner and his family members and
received support from both his partner and his family. He disclosed his status because
he wanted his family’s support if he were to ever to fall ill. He felt that suppaupg
were some of the most significant avenues of support that he had accessédchde fe
was able to get information from these groups, overcome his shyness, and even form
a social circle with members of the groups.

Toby

Toby was a 58 year old, Caucasian respondent in the study who had disclosed
his diagnosis at his workplace as well as to close friends and family. He did not
experience stigma from these family and friends. Toby spoke about how society
stigmatized people who were living with HIV/AIDS and remained sexuatlyea He
said that this stigma did not prevent people from being sexually active, but itdstoppe

adults living with HIV/AIDS from disclosing their status to potential sexughgas.
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He was supported by members of his professional group as well as by his family.
However, he was careful about disclosing his diagnosis in wider circles because he
expected to be stigmatized by society.
Phillip

Phillip was a heterosexual, Caucasian respondent who had been diagnosed
with HIV/AIDS between the ages of 30 and 40. He was the only respondent in the
study who had contracted the virus through drug use and not through sexual contact.
Phillip spoke about how difficult it was to negotiate sexual encounters once he was
diagnosed with HIV/AIDS. Potential sexual partners responded to the news that he
was HIV positive with sympathy or shock and often withdrew from the relationship.
Despite the expectation that potential sexual partners may stigmatizBtillip
continued to disclose his diagnosis to them. Phillip’s diagnosis was disclosed at work
by someone other than himself. He was asked to leave his job, which required the use
of tools because his employers feared that he might cut himself and spread the
disease. He was not upset with his employers and said that he could understand why
they had asked him to leave even if he did not agree with it. He said that he had
stopped using drugs and had become more religious after his diagnosis.

In the previous section, | presented a summary of participant experiences.
These experiences were organized according to the gender of the pastidiptre
next section, | review my definitions of stigma and discuss the themes thgeedme
from the thematic analysis of the data. These themes, and the narrativalibedteb

on them, seek to answer the research questions. The themes that are discussed in the
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next section emerged after a careful analysis of the interviews of respontest
first set of themes discussed in the next section are related to the exgsedenc
stigma of adults 50 years and older who patrticipated in the study. Some of these
themes relate to stigma from family and friends, stigma in the workpliaiteipation
of stigma, and internalized stigma.

Experiences of Stigma of Adults 50 Years and Older Living with HIV/AIDS

This section relates to the first research question in the study: Whagare th
experiences of stigma that older adults living with HIV/AIDS encounter? The
literature that | presented in previous chapters revealed that adultsrS@yedalder
living with HIV/AIDS do frequently experience stigma, however, the litesadid
not extensively describe the exact experiences of stigma of adults whéQwszars
and older and living with HIV/AIDS (Emlet, 2006a; Genke, 2000). Theoretical
models that examined the stigma experiences of adults living withatizing
conditions such as HIV/AIDS have provided possible explanations of how these
adults actually experienced stigma.

Based on my sample, it appears that adults 50 years and older have had a
broad range of stigma experiences. While some participants had been diagnosed
relatively recently, many had been diagnosed in the 80s and 90s when stigma
associated with the disease was strongest. Some participants who hadthvie wi
disease for a long time, most of whom were diagnosed before they weredifsy ye
old, described stigma experiences that occurred across the course dhtssr il

Themes that emerged from the analysis of data include stigma expenétitese
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who had been diagnosed early and who had aged with the disease as well as the
experiences of those who had been diagnosed when they were age 50 and older.

Some examples of stigma experiences are direct experiences of, stigima
as family members avoiding them due to their condition as well as experggnces
internalized stigma where older adults stigmatized themselves (Forteebal.,

2002; Lee et al., 2004) and felt distressed or ashamed of their own diagnosis. Terms
such as enacted stigma and felt stigma (Green & Platt; 1997) were alsgetisicus

the review of literature. In order to clearly delineate the major cae=gosed when
discussing findings on stigma experiences, | provide a review of the concégits of

and enacted stigma.

Thematic analysis of stigma experiences shows that some findings are
consistent with existing definitions of stigma in the stigma literaifestigma
experiences that are described in this section fall under the broad categories of
“enacted stigma” and “felt stigma”. However, the definitions have bedmefurt
extended to fit with the experiences of participants in this study.

Enacted stigma refers to actual experiences of discrimination that people
living with HIV/AIDS may experience at the hands of family, friends,ror social
organization (Green & Platt, 1997). Felt or perceived stigma refers toa real
imaginary fear that a person may feel of being stigmatized by soi@etity, and
friends about a particular undesirable trait (Green & Platt, 1997). In thisesatimgl

undesirable traits include being 50 years and older and living with HIV/AIDS.
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Very often, felt stigma is used as a survival strategy to prevent the excarr
of enacted stigma (Green & Platt, 1997). For example, adults 50 years andhadder w
are fearful of enacted stigma from family or friends undergo felt stigmdirfgs that
describe the felt and enacted stigma experiences of respondents havedessedlis
in this chapter and in Chapter Five of this dissertation.
Enacted Experiences of Stigma

In this section, | present findings on enacted stigma experienced by
participants. Two major themes emerged that describe the enacted stignenegper
of respondents living with HIV/AIDS. These are 1) stigma from family aietds
and 2) stigma at the workplace.

Stigma from family and friendg=amily and friends often responded with
shock and confusion when participants revealed their diagnosis. This was an
extremely important theme. A number of respondents in the study had been
stigmatized by family and friends. According to participants theirlfaamd friends
felt that their loved one might die soon and often disassociated themselves from the
loved one due to their own inability to cope with the news. Respondents in this study
described how they had lost friends they had had for a number of years when their
friends found out they had HIV/AIDS. Sabrina described how her best friend

abandoned her when she found out that Sabrina had HIV/AIDS.

Researcher: Did he say anything or did she just disappear?
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Sabrina: She just changed her calling number and didn’t call me
anymore. | just figured out, she didn’t want anything more to do with
me.

Researcher: Did you ever talk to her?

Sabrina: No, | can’t remember exactly what she said but she made it

very clear, she wanted nothing to do with me. That hurt the most.

Participants in this study described how family and friends often felt
that the participants were responsible for contracting HIV/AIDS and that the
deserved their diagnosis. Other forms of judgment passed by family members
were negative reactions to perceived lifestyle choices that werebyade
respondents, such as being gay. Bailey, a Caucasian male respondent spoke
about how his family thought that his diagnosis was a punishment from God

for living an abnormal lifestyle.

| have a nephew in (place) and he thinks because | am gay, it's my
choice which is not true....... (Nephew said), ‘Yes, because you are

HIV positive, God is after you’'.

Family and friends were also afraid that they would contract the HIV/AIDS
virus from the respondents. Participants in the study described the meadunesdha

taken by family and friends to protect themselves from the disease suchgs usi
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silverware that could not be reused or cleaning a bathroom immediately afte
participants had used it. Findings also show that there appears to be a lack of
knowledge about how HIV/AIDS is transmitted (through sexual contact,

contaminated blood, and sharing syringes). Richard, an African American respondent,
spoke about how his friends used plastic plates instead of regular silverware when he

had dinner with them.

You know, you go to someone’s house and they put out plastic plates.

Everyone is trying to pretend that's the way they have always eaten.

Family and friends to whom respondents revealed their diagnosis were afraid
of contamination through bodily fluids that may be shared by using a common
bathroom or actual contact with any tools or equipment that participants may have
used. Many family members and friends were fearful of contracting the HD&A
virus. There was a perception that the virus could be contracted through the use of
common silverware or restrooms and that the disease was spread through touch. Both
of these perceptions are inaccurate as HIV/AIDS is not spread through touch or
through using a common restroom. It is spread through sexual contact, contaminated
blood, and the sharing of needles.

Stigma in the workplac&nother area where participants experienced enacted
stigma and were ostracized was in their workplace. Some respondents described how

they lost their jobs when bosses in their workplace found out that they had
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HIV/AIDS. One respondent gave a poignant description of how he disclosed his

HIV/AIDS status in the workplace and how he lost his job as a result.

| said, ‘I have never told this to anyone before because | have never
felt it necessary’, but | was quite emotional about it. | said, ‘I am HIV
positive, have been for years'. | said, ‘fortunately, | am healthy. | have
good medical care but in order to keep up, | have to eat a lot. | have to
keep my calories up. | have to eat six or seven times a day, munch on
an apple or have to have my oatmeal. | take medication. It's difficult
with the medication which is why | eat at such and such time, which is
why if | get to work at 9:00 [a.m.] and have to take my medications at
9:30 [a.m.]. Then | need to have a bowl of oatmeal or something. It's
not stopping me from doing my work... | am not just being a pig on
this..... ". I mean there was no problem with my work performance.
These little things were getting on the nerves of somebody apparently,
that | am eating at my desk, or | am taking a nap at lunch which is my
free time and | don’t see what difference it made to anybody so | felt |
can explain this. So | did, and | was fired the next day, the very next

day and so | don’t know. You tell me, it seemed coincidental to me.
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Keegan, another male participant also described a similar stigngatizi
experience in the workplace, where a colleague disclosed his HIV status to his

corporate office and refused to work with him because he was gay and HIV positive.

Researcher: And remember, when we started this
conversation.............. This one person who was sweet as candy but
was really vicious. So could you just tell me what happened?

Keegan: Bitch (laughs). It was my last job and | had moved from
working outside dealing with the patients to customer service. She was
the (position). There were three of us, four of us, in the big office. She
was in sales. Two or three of them were in sales. We were all there.
The fax machine went off. You never knew who it was for so you

went and picked it up. So | went and picked it up one day. It was a
letter from corporate and there was a copy of the letter she sent to them

about being forced to work with an AIDS infected faggot.

Participants had different enacted stigma experiences. Family meanigers
friends stigmatized respondents by stopping contact with them. They exjilesise
they felt participants were leading a risky lifestyle and consequentlyddserved
their diagnosis. They were also fearful of contracting the AIDS virus and smmught

minimize physical contact and touching of bodily fluids.
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In the workplace, some participants were either fired by their bossesedr fa
overt discrimination from fellow employees. These were experiences where
participants were stigmatized by other people. Next, | discuss the expsranc
stigma where respondents were fearful that they would be stigmatized but did not
actually face stigma from external sources. Such experiences are elilsandsr the
heading of felt experiences of stigma.

Felt Experiences of Stigma

Many respondents in the study experienced enacted stigma when family
members and people in the workplace became aware of their diagnosis. However, not
all respondents who participated in the study had direct experiences of stigma.
Several participants anticipated stigma from family and friends hasvether
sources. Sometimes, felt stigma, or a fear of possible stigma wastafesprevious
experience of enacted stigma where respondents had actually exgksggios
from someone. More respondents who were diagnosed with HIV/AIDS before they
were 50 had experienced enacted stigma over the course of their illness. dRepeate
experiences of enacted stigma over many years led to felt stigmatifimla was
more common among participants who were diagnosed before the age of 50 as
opposed to those who were diagnosed when they were 50 or older. Two key themes
emerged from the findings that fall under the category of felt expesaricigma.
These are 1) anticipation of stigma and 2) internalized stigma.

Anticipation of stigmaSome participants who had HIV/AIDS and who

participated in the study expected that they would be stigmatized hy fanfiiends
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or at venues such as the workplace and their churches if people in these venues ever
found out about their diagnosis. A few respondents in the study even anticipated
stigma in support groups, which are supposed to be safe spaces for infected adults to
share their experiences and receive help and guidance.

A number of respondents anticipated that they would face stigmatizing
reactions from potential sexual partners. By its very nature, living wittiiskease
raises questions related to sex and sexuality for respondents. Adults 50 years and
older felt that the stigma surrounding being sexual after receiving atAHIS
diagnosis made it difficult for them to negotiate sexual encounters even if they
wanted to remain sexually active. They also faced their own doubts about their
diagnosis and their discomfort about having sex with other HIV positive adults.
Arnold described his experience of negotiating sexual encounters while faeing t
fear of his diagnosis, as well as the fact that his potential sexual partmeiatso be

HIV positive.

In the beginning, it was like, ‘who would want to have sex with me’,
then it changed to like, ‘I don’t want to have sex unless it's consensual
and someone who knows everything about me’, and then it was like,
‘no, I don’t have to have sex unless someone is HIV positive’, and
then it was like, ‘no | don’t want to have sex with someone who is

HIV positive because that’s yuck’.
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Adults 50 years and older may also experience a lack of desire and
may find it difficult to talk about their diagnosis with a potential sexual
partner. Besides the doubts and fears that respondents had about being
sexually active after being diagnosed, they were also aware of social
disapproval associated with being HIV positive and having sex. Toby a gay

man stated:

| didn’t want to be seen out there having sex.

Another participant, Matthew, also emphasized that sexual expression and
desire were natural things and that adults 50 years and older living with HIV/AIDS

should not be forced by stigma to hide their identities as sexual beings.

There are forty percent that are so stigmatized and so afraid of giving
someone AIDS that they would rather have no contact and | know a
few like that. [They are] my friends. And to tell you the truth, I try to

talk to them about that because that’s no life. Everyone needs someone
and everyone has needs. | don’t care what the situation is. So the

stigma is there and they are just not being truthful.

While the literature has shown that older adults are perceived to be asexual by

medical professionals and society at large (Maes & Louis, 2003; Skiesisér,
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1997), the analysis of interviews shows that not only were some respondents in the
study sexually active at the time of diagnosis, but also continued to be sexuedly act
post diagnosis and were continually negotiating how to express their sezftality
learning they had HIV/AIDS.

Adults 50 years and older also anticipated stigma because they observed
stigma experiences of other people who were living with HIV/AIDS. These people
included friends, people in social organizations, or members of support groups that
they attended. They vicariously experienced the stigma that was felt bypete
living with the disease and felt a deep sense of empathy because of their own
experiences of living with the disease. Arnold spoke about how he saw his brother
(also gay and HIV positive) face stigma because of his homosexuality andIB&//A

status.

My father said to me, ‘your brother has VD and | want you to talk to
him about it'. And | kept thinking, ‘what am | supposed to say to

him?’ [I was] getting the whole situation that had gone on with them,
which | knew very well about. [His father told his brother], ‘get out of

the house, you fag, you no son of mine.’

Lincoln spoke about how he had heard members of his support group share

experiences of stigma from their families.
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And people have had all kinds of experiences. Some really virtually
excluded from the family to the point where you can tell some of the
younger generation absolutely will not tell grandma and you will not

tell mother.

Many of the participants in this study had been diagnosed in the early years of
the epidemic and some participants were long-term survivors. Over the peags, S
respondents had seen a number of other adults being stigmatized by different people.
In their interviews, participants shared how terrible the stigma assdewth HIV
had been in the early years of the epidemic. In the 80s and the early 90s, HIV/AIDS
had been perceived to be a gay man’s epidemic. Several participants in the study
recalled how HIV/AIDS was perceived as an exclusively gay diseakshav gay
men were held responsible for spreading it. Hank described how people wete afrai

of being infected with HIV/AIDS.

In 88, when | was first diagnosed, they were burning down people’s

houses. That kind of stigma, there is a history of it.

Participants in the study reported that having HIV/AIDS in the 80s and 90s

was ‘a scary place to be in’. Arnold described how getting medical care had bgen ver

hard as doctors were terrified of being infected by their patients. Fuiméyad
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solace was denied even after the death of an individual who had died of infections

related to HIVV/AIDS.

Arnold: Well, I can only go back to early days where doctors and

health care professionals would refuse to treat you period.

Researcher: Exactly, did you ever go through that?

Arnold: No, | didn’t but I did know a couple of people who did. You know
back in the day when they said that they were going to quarantine you and this
and that, this and that. So it's not foreign to me, in much the same way the
minister at your church wouldn’t perform your ceremony, or the mortuary
wouldn’t handle your remains. That was not remote for me in the sense of,
‘oh, I have never heard of that’, but it was close enough for me, for people
two times removed, something like that happening. So, when | would get that
kind of vibe from somebody at the hospital, | would kind of like say, ‘I can
kind of tell what you are’.... Or the doctor would be very patronizing and
condescending towards you sort of like, ‘now you are a fag’. Not in those

words but that kind of attitude.

Anticipation of stigma prevented participants in this study from
revealing their diagnosis to family, friends, and potential sexual partners. It
also prevented them from fully utilizing support groups and seeking help.

There is a history of people living with HIV/AIDS being stigmatized and
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adults who were diagnosed when the stigma was really strong such as the late
80s and early 90s remember the times when social stigma was very apparent
and painful.

Internalized stigmaThe second recurrent theme that emerged was that
participants felt internalized stigma. Internalized stigma considtelings of
discomfort and shame that respondents felt about being HIV positive. | have included
this theme under the broad category of “felt” stigma. The broad definition of felt
stigma indicates that felt stigma is the fear that participants havactkernstigma or
direct experiences of stigma. | have expanded the definition of “felt Stigma
include the sense of personal shame and responsibility that some respondents had
about their diagnosis.

It is often assumed that people living with HIV/AIDS contract the disease as
result of unsafe sex and irresponsible behavior. Drugs and unprotected sex are the
primary modes of HIV transmission. People may engage in risk behaviors irofimes
crisis and the result maybe contracting HIV. This does not necessardgeapa
lifelong habit of risk behavior. Jonathan, a male Caucasian participant deshabe

circumstances in his life when he contracted HIV/AIDS.

Oh yes, | was really mad at myself for thinking that | wouldn't get it,
you know. And | should have practiced safe sex. But at the time, | had
just broken up with someone. We had been together for ten years. And

he just upped and told me one day that he didn’'t love me anymore and

92



he wanted me to move back. | didn’t even know this was coming and |
was devastated. | hated my job and that's when | had the nerve damage
to my feet so | couldn’t work any longer. | was working as a meter
reader for (hame of county) so | had to sue them because they wanted
money for the operation [and] because | didn’t want to pay them for

the operation. | had just lost my partner, my sister took me in. But, |

was just real despondent, real disappointed so | started behaving badly
because | had low self esteem at the time. And | was going out and not
having safe sex because | didn’t care about myself anymore. And by
the time | did, it was too late. How could you be so stupid? How could

you be so dumb?

Some participants found it difficult to overcome their feelings of self
shame. Even respondents who were socially active and aware of the stigma
that existed in society towards individuals who have HIV/AIDS found it
difficult not to feel an internalized stigma because of their diagnosis. Some
participants felt that they had contracted the virus despite having the
knowledge of how it was transmitted and how they could protect themselves.
This knowledge added to their sense of disappointment in themselves. Patrick,
an older peer counselor described how he could not resist stigmatizing himself

despite having knowledge about the disease.
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| know a lot of HIV positive people that are living in this community.
You would never know, like Magic Johnson you know. You would
never know because there is no visible sign. And | know if you stand
here one hundred percent of the time that’s the best thing that you can
do. To eat right, exercise, all of that stuff, and | knew all that stuff and
it still floored me for a month. | was left going, ‘what am | going to
do?’ This has changed everything now. And the stigma of it sat there
and crept up. And | couldn’t believe it. After all that | knew, after

living through 1981, 1982, 1983 with my friends at the college, all the
gay and bisexual guys | knew, that we were going to die and stuff and
having had to live through the stigma of ‘you’re queer’ and all that
crap that people throw at you, | felt it creep up inside of me. The
stigma towards myself, | still wrestle with it, | think | alwayslw

don’t know why, well | don't. | have a real high 1Q, a real high
intelligence and I sit here and | wrestle with the fact that | allowed

myself to be stupid enough to let this happen to me.

In summary, participants in this study faced a number of stigma experiences.
Some adults had been diagnosed at younger ages and described stigma experiences
over the course of their life since diagnosis, while others had been diagnosed when
they were aged 50 and over and had had different experiences of stigma. Long term

survivors were more likely to have experienced felt stigma as a result afjhavi
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experienced enacted stigma for a number of years, when compared to those
participants who had been recently diagnosed.

Participants had also been stigmatized by family and friends and at the
workplace. While these were direct or enacted experiences of stigmalsihégcad
felt stigma. Felt stigma has been defined as a fear of enacted.sAduits 50 years
and older anticipated stigma from family, friends, and in support groups. They also
anticipated stigma from potential sexual partners.

Some participants also anticipated stigma because they had seen other adults
living with HIV/AIDS being stigmatized by their family and friends. Some
participants who had been diagnosed in the late 80s and early 90s had seen how badly
people diagnosed with HIV/AIDS were treated in those decades. These eepegrie
made them anticipate stigma from various sources.

Both forms of felt stigma: anticipated stigma and internalized stigma,
prevented respondents from disclosing their diagnosis to family and friends and from
seeking help. This response to stigma, non-disclosure, will be discussed inithre sect
on other responses to stigma. In the next section, | discuss the strengthseretpins
participants had to stigma experiences.

Strengths Responses to Stigma

This section relates to the second research question in the study: How do older
adults employ personal strengths when responding to the stigma associated with the
disease? Findings show that participants had a range of strengths resptimses t

stigma that they faced. According to literature on the strengths pevspsttengths
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are often developed or cultivated in the face of trauma and stress (Saleebey, 2006)
Some of the personal strengths that participants living with HIV/AIDS denadedtr
were, 1) empowering themselves with the help of supportive people in their lives; 2)
seeking membership in support groups; 3) developing resilience in the facenaf stig
experiences; and 4) educating themselves and others about stigma abkgaitiate
HIV/AIDS.

Empowering themselves with the help of supportive pebpéeparticipants
in this study responded to stigma in many ways. Some participants felt olraeghe
by the stigma they experienced and isolated themselves or did not disclosd\their H
status as a result of their stigma experiences. These responsesumsedigt the
next section on other responses to stigma. However, findings show that these are not
the only interactions that occurred in the stigma process.

While participants’ anticipation of stigma and internalized stigma may have
prevented them from disclosing their HIV status and seeking help, respondents who
did manage to judiciously disclose their status to trusted friends, family, amd othe
members of their social circle, received support from them. These sourckasacte
intermediaries who helped stop “enacted” stigma (actual discriminatiostignuk)
helped participants overcome “felt” stigma or their fear of “enactedthstig hey
encouraged respondents to develop personal strengths responses to stigma. While the
literature on the strengths perspective has focused on how professionalspnay hel
clients empower themselves and free themselves from self doubts and tensions

associated with their respective conditions; analysis of interviews codduitte
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participants in this study showed that respondents often disclosed their H&/AID
status to family and friends and that these were the people who helped them empower
themselves to manage and combat stigma.

Respondents received different kind of support from sources to whom they
revealed their diagnosis. This support ranged from a simple acceptance of their
diagnosis, an acceptance that was free of any stigmatizing reactioorgd@ative
support in helping them access resources and combat stigma that they may liave face
from other sources. Several participants in the study said that the sources to whom
they revealed their diagnosis either simply accepted the diagnosis or sesnetim
actively extended support to them. Caitlin, an African American woman, described
how she felt that she could handle her diagnosis as long as she had her daughter’s

support and love.

Researcher: Was there anyone who came out and supported you at the
time?
Caitlin: My daughter, my main support was my daughter. As long as

she supports me it’s all right. That's my life right there, my daughter.

Participants in the study also described how important it was for them that

family and friends continued to treat them normally and that there was nacsighif

change in behavior after they had revealed their diagnosis to them. Chris spoke about

97



the fact that although family and friends were concerned about his illnegsywidmer

no overt stigma.

| guess there was the same amount of dismay just as if | had cancer or
any other chronic condition but | have never seen any ostracism from

my close friends or associates because of it.

Findings show that, while some participants in the study experienced stigma
in the workplace, some did not. Jonathan stated that he had never experienced any

overt form of stigma at the workplace.

There was never any stigma that | noticed. [Nobody] ever made a
comment to me or was strange around me or wouldn’t eat after me, or

go to the drinking fountain after me so | never felt stigmatized at work.

It was also important for respondents that their intimate partners did not react

negatively to their diagnosis. Patrick, a respondent in the study said that his partne

support was extremely important and helped him through his diagnosis.

Researcher: So how did your partner respond to it? You told your

partner that you had HIV, how did that go?
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Patrick: He dealt with it really well. I told him one time when we were
really connecting. | said, ‘that was one of the greatest things that ever

happened'.

Participants in the study reported that they had wanted a sense of normalcy
when they disclosed their diagnosis. They did not appear to be disappointed if more
active support was not extended to them but rather appeared relieved if their
diagnosis was accepted and disclosure did not result in stigma. Participants als
described how some sources with whom they shared their experiences, made an effort
to find out more about the disease so that they were able to help participants manage
stigma associated with the disease. Sabrina spoke about how her sistedgathere

information on the disease.

| think she went and worked for an AIDS organization in the town or
in the next town or something. ....... So she could understand more

about what | had.

Sabrina went on to share how her sister’s support helped her cope with
her diagnosis more effectively. Similarly, Caitlin described how shevextei
support from her church and how her pastor supported her by attending

meetings with her.
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Researcher: Who did you tell, the pastor?

Caitlin: 1 told the congregation, | stood up and told them.
Researcher: It's like a meeting?

Caitlin: You know its like; if | have anything to say you stand up. |
talked about it.

Researcher: What did people say to you?

Caitlin: | get supported. My pastor goes to all my HIV things.

Finally, some people with whom participants shared their diagnosis helped
them combat the stigma that they faced from other sources to whom they disclosed
their diagnosis. In some ways, these supportive friends and family members helpe
participants deal with their felt anticipation of stigma and stopped enactediak act
stigma experience from occurring or at least minimized the amount wisstitat
could have been manifested by other sources who found out about the respondents’
HIV status. Sabrina, a female respondent, shared how her sister broke the news of he
illness to their parents. She also described the strategies used byehé¢o sigip any

stigma that Sabrina may have faced from their parents.

[Her sister said] ‘Well the next year in spring vacation, the kids and |
are going to visit Mom and Dad’, she says. ‘And there is going to be a
day when the kids are going to be with Tamy and VJ and their girls.
They are going to take all of my kids with them. So | am going to be

alone with Mom and Dad and | want them to find out about your
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status’. And she says, ‘I want you to write a letter, send it to me and |
will share this with them’. | said, ‘you sure’. She says, ‘you got to tell
them sooner or later and if you don’t | will’. | said, ‘OK’ (laughs). So

| wrote a letter so she shared it with them. She shared it with them and
mom wanted to pick up the phone and call me and Sandra (the sister)
says, ‘oh no you are not going to pick up the phone and you are not
going to tell Sabrina (the respondent) what you just told me which

was something about, she deserves this’.

Sarah, a respondent who had lost her husband to HIV/AIDS, described how
the supervisor at her workplace helped her combat the stigma she was facing from he

co-workers.

| would hear all this other stuff between all these other girls in the
office. ‘l wonder if she’s got it’. A couple of them went to the
supervisor and the supervisor told them, ‘Well are you having sex with
her? If you are not having sex with her and if you work here, you don’t
do drugs because we don’t allow it, so what's your problem?’ So the

supervisor handled it very well.

In summary, family, friends, and members in the workplace aided participants
in the process of empowering themselves. Sometimes, they were acceptimg of t

respondents’ diagnosis and supportive of them despite it. At other times, they played
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a more active role, acting as intermediaries who prevented people who could have
stigmatized participants from saying or doing hurtful things. Intermediaan
significantly impact both felt and enacted stigma experiences of adul{soririents
indicated that they were able to empower themselves and manage stigrnzegffe
because of the help they received from supportive family members, friends,
employers, and partners all of who supported them and sometimes intervened on their
behalf when they were about to be stigmatized.

Membership in support groupBarticipants sought out membership in various
support groups and received guidance and advice from members of these groups on
how to deal with possible stigma. Support groups consist of people who share the
same diagnosis as the participants. Respondents went to support groups to discuss
their problems and experiences of stigma. They sought advice from members of the
support groups on how to face stigma and to minimize its impact. Sabrina described
how members in her support group offered her help on how to carry out the

disclosure process.

And then about six months later, | started going to Kansas City to see
the doctor, [and] the support group. Chuck was the one who happened
to talk to me after that group and suggested that, you know, that he
would be happy to sit down with me and talk to me about how to share

with people when | was ready.
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Support groups also helped participants overcome stigma by providing them
with skills such as public speaking and advocacy. Lincoln said that he had always
found it difficult to speak to people and being a part of a support group helped him

overcome his shyness.

Researcher: So you think that these groups have been really helpful?

Lincoln: Absolutely.

Researcher: What have they helped you do?

Lincoln: They have helped me speak my mind in public. They have helped me
be open to other people, like actually making an effort to make contact with

somebody else which | had successfully avoided for 57 years.

Respondents also felt that their confidentiality would be protected within
support groups, which made it easier for them to share their experiences. Hank
described how members of support groups had similar experiences to his and how
these shared experiences helped him establish bonds with other people in the support

groups.

Researcher: So how does it work?

Hank: People talk about their problem, it's a social group. Also, the

real reason about groups like this, people who are in the positive group
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don’t date the general population so these are people who have
disclosed to each other, they have common problems.
Researcher: So you think it helps them combat the stigma a little bit?

Hank: It does.

Seeking membership in support groups is an extremely important personal
strengths response to stigma. Participants who were members of support groups were
able to access an organized network that gave them guidance and advice on managing
stigma associated with HIV/AIDS.

Resilience in the face of stignResilience has been defined as
people’s capabilities to positively adapt to their circumstances despite
significant adversity they may have faced. Respondents demonstrated
resilience in the face of the stigma they faced and became stronger in the
process. One form of resilience demonstrated by participants washitigir a
to forgive those who stigmatized them. When participants faced stigma from
family or friends, some did not isolate themselves but rather chose to forgive
the person who was stigmatizing them and continue their relationship with
them. Andrew, a bisexual respondent, described the stigma he experienced at

the hands of his brother and how he forgave him for that stigma.

Andrew: He was a grown man and | thought he would accept it better
but here is how | found out his true feelings about it. | had another car

and, as | said, he knew a lot about cars. | was about to tear it down, get
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an automatic and | said ‘do me a favor check if all is right. | can’t do it
today'. He said, ‘Okay’. | gave him a wrench, | said, ‘here, take this
and do it’, and he said, ‘I'll get another one’ and he took another one
and used it and the guy | have been involved with ...said, ‘did you see
what he did? He wouldn’t take the one that you gave him but he went
and got another one’. And | knew then how he felt about it.
Researcher: Did you do anything about it or did you just accept it?
Andrew: No, | didn’t go too much into it. | thought, he was my brother
and | love my brother very much. He is three years younger than | am

and | still love him.

Some participants who faced stigma from family and friends used the love
they had for them to forgive them and continue their relationships despite the stigma
that they had faced. Martha had been infected by her partner. She spoke about how

forgiveness and love played a key role in reconciling with her partner.

The guy who gave it to me, we are still together, | am still with him. |

forgave him you know, [be] cause | loved him.

Resilience is an important strengths response to stigma. Participants

who showed resilience recognized that they could not completely isolate

themselves from family members and friends who stigmatized them. Finding
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ways to reconcile with society is an important tool in managing stigma.
Respondents in the study used a variety of tools to manage the stigma that
they were facing. Sarah spoke about the use of humor in dealing with the

stigma that she faced.

Well my mom. ..... Every family dinner getting out the china and you
know having dinner, it was like well plastic silverware and mum used
to get the Styrofoam plates and wash them and reuse them but now
everything went in the trash and she was a nurse and she’s 80, you
know, so she’s kind of older and we kind of laugh at her behind her
back and say, ‘that’s just granny’. She saw me drinking out of [sons’
cup] at one time and she reached over and grabbed the cup out of
[sons] hand and said, ‘here let me get you a new cup’ (laughs) and |

looked at her and [said], ‘we do this all the time you know.’

Participants refused to be labeled and to let the diagnosis define who they

were. Martha spoke about how her girlfriends tried to label her and how she refused

to let them do so.

You know even my girlfriends stigmatized me once. [They said], ‘You

know you are labeled’. I'm not labeled. You know | am not labeled at
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all. I may be HIV positive but | do not wear a label on my head saying

that | am HIV positive. You know things like that.

Participants in the study refused to let HIV/AIDS define who they
were. While they accepted their diagnosis, many did not accept the stigma that
came with the diagnosis. They took active measures to minimize the stigma in
their lives such as avoiding the sources of stigma or dealing with it with a
sense of humor and not letting it affect their lives. As Shana a Caucasian

respondent in the study stated:

| say, ‘you know what, | have HIV. HIV doesn’t have me.’

To summarize, some respondents developed resilience in the face of
stigma. Very often, the people who stigmatized them were family members
friends. They forgave these friends and continued to love them. They also
laughed at hurtful comments. Other forms of resilience included refusing to
accept stigma and labeling from anyone. Participants maintained their
integrity and dignity despite facing stigma from a range of sources.

Education of self and others and volunteeriadgother personal
strengths response that emerged from the findings was that respondents
volunteered to educate people about HIV/AIDS in order to minimize stigma

associated with the disease. Some adults 50 years and older responded to the
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stigma that they faced from various sources, by either educating thessource
from which they experienced stigma or by channeling what they learned from
this experience into educating and helping others. Participants made an effor
to educate the people to whom they revealed their diagnosis.

Several participants spoke about the importance of education in
managing stigma that they faced. Sometimes they took family and friends to
doctors or caseworkers to help them get a better understanding of the disease.
Caitlin said that she had taken her friends to the doctors who were treating

her.

Researcher: So things got better. Did you have any conversations with
them or did they find out on their own?

Caitlin: 1 had conversations with them and | had doctors talk to them.

Respondents who had faced negative experiences when they received
their diagnosis volunteered in clinics to give patients their test results.
Andrew, an African American participant, had been given his test results as if
it was a death sentence. He was determined to help others with HIV have a

friendlier experience.

| said, the young man who told me | was positive, | thought, did it in a

manner that was very detrimental to people and | don’t want to ever
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have somebody tell someone like that as long as | am living. |
explained to them, he said you are dying, go home and get your house
in order or go out and have a good time. | don’t think you should tell
people that. They said who was it and | was like | am not going to tell

any names who volunteered at the time to give information.

Shana, a participant in the study, shared her experiences with other womers50 year
and older and disseminated information on how the disease affects women 50 years

and older.

| went to schools and talked to teachers and a lot of student doctors
and | have talked to other women. | try to put out there as much
knowledge about this disease. Just because you think you are a senior
citizen doesn’t mean you won'’t get it and what we try as senior
citizens, | know | do and some my friends do, we try to emphasize, the
regular MD, if he is asking you if you want to take a HIV test, you tell
him you want to take it because even they are afraid they will lose
their patients. | tell them if you don’t offer to test them then you will

turn around and lose them anyway.

Besides educating others about the disease, respondents also educated

themselves about the disease, both to combat the stigma that they faced éroiad ext
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sources and to combat the internal stigma that they experienced. Marthacan Afr
American respondent moved from one location to another because she felt that the
stigma in a conservative city was harder to deal with. She spoke about how she

educated herself once she had made the move to Kansas City.

Martha: Back in the South it was kind of hard because stigma in the
South is real bad for HIV.

Researcher: You were in (location).

Martha: | was in (location) at the time. And they did frown on me

down there. They did frown on me real bad down there. And they

don’t have the same resources down there as they have down here that
| could get out into. | was kind of stagnating because of the stigma out
there. When | came back to Kansas City, | hit the ground running. |
started attending everything. | attended the life program and | attended
what they called the people to people, the peer program, and to self
educate myself even more as to what was going on to see exactly how

this disease has affected me.

Education is an important personal strengths response to stigma. It allowed
participants to use their experiences for the greater benefit of others wdbwivey
with HIV/AIDS. It also empowered them to look beyond their diagnosis and become

advocates for themselves as well as for others living with the disease.
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In summary, respondents developed a number of strengths responses to
stigma. They empowered themselves with the support of family and friends. They
joined support groups and gathered information on how they could combat stigma.
They also formed social networks. They developed resilience and used fosgivene
and humor to manage stigma. Finally, they educated themselves and others about the
disease so that people would not stigmatize them and others living with HIV/AIDS.
However, there were times when the stigma associated with the disegledwbiem
down and had a negative impact on their lives. In the next section, | present other
responses to stigma that were not strengths responses.

Other Responses to Stigma

In this section, | examine findings related to the third research question in the
study: What other responses to stigma (besides strengths responses) do d&ler adul
haveWhile respondents had strengths responses to stigma, the stigma that they
experienced sometimes overwhelmed them and had a negative impact on their lives.
Some of the key themes that emerged from the analysis of data that déscribe t
negative impact of stigma on the lives of adults 50 years and older living with
HIV/AIDS are: 1) non-disclosure of HIV/AIDS status and 2) isolation.

Non-disclosure of HIV/AIDS diagnosA.recurrent theme that emerged when
| examined the data related to responses to stigma that were not stresgihses
was the decision to not disclose their HIV/AIDS diagnosis. When faced with possible
or felt stigma, some participants chose to conceal their HIV/AIDS statuse

respondents who had experienced enacted or direct forms of stigma also chose to not
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disclose their diagnosis because of fears that they would be stigmatizedTagais
another example of how felt and enacted stigma can interact and how participants’
responses are influenced by their experiences of felt and enacted Seyraeal
respondents expected that they would experience stigma upon disclosing their
HIV/AIDS status and chose not to reveal their diagnosis. Patrick, a gay mtdd, st
that he could not disclose his diagnosis to his family for fear that they would react

negatively to this news.

It's sad. Itis. | can't tell my daughter, | can't tell my grandsonganftc
tell (my sister). Oh God, if | told her family, they would just probably
send an assassin to shoot me. | can’t tell my family, | can't tell

anybody in my family, | can't.

Sometimes respondents had previous experiences or enacted
experiences of stigma or had seen others experience stigma (vicagmap st
and this prevented them from revealing their diagnosis. Arnold, an African
American respondent had seen his brother, who also had HIV/AIDS, being
stigmatized by their parents. This prevented him from disclosing his diagnosis

to his family.

[Father said], so we’re not going to have to go through this with you

too are we? And at that point | knew that | could never give him the
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satisfaction of telling him. The way that he said it was so kind of evil
that there was no way that | could give him the satisfaction. | was like,
‘go through what? | have seen the way you have gone through this,
and please not me. No | would disappear first. I'll go to the jungles of
Guatemala and you’ll never see and hear from me again before you

hear that'.

Sabrina also had an enacted experience of stigma. Sabrina’s friend never
spoke to her again after she disclosed her diagnosis. This is an enacted expkerience o
stigma. Sabrina did not share her diagnosis with anyone for some time because she

feared that others might react the same way (felt stigma).

Researcher: When you found out, did you tell anyone?

Sabrina: When | found out, | told my husband of course, | told my best
friend. He took off. We had known each other for several years.
Researcher: He took off?

Sabrina: Yeah.

Researcher: Didn't ever talk to you again, took off?

Sabrina: Yeah, so | didn’t tell anyone else for six months.

These findings show that there is a constant interaction between enacted and

felt stigma. Some respondents reacted to anticipated stigma, a fak stxperience,

by not disclosing their HIV/AIDS status. Richard, an African American@paint,
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said that he had not shared his diagnosis in the workplace because he anticipated

stigma there.

Researcher: And is that because you thought it was none of their
business or did you think there would be some kind of adverse
reaction?

Richard: At that time, yes, | thought it would be, it would be a bunch
of mess. It could cause a lot of controversy and | didn’t want to go

through all that.

Participants in the study were also scared that the people to whom they
disclosed their diagnosis would spread the news that they had HIV/AIDS,deavin
them vulnerable to further stigma. Hank, a bisexual male who patrticipated in the
study, described how he feared disclosure at the hands of potential sexuas partner

and how this fear prevented him from revealing his HIV/AIDS diagnosis to them.

You want to date somebody. I've been through this before and it goes
through your mind. | know | should tell them but if | tell them

....... they can tell anybody else my business.

Several participants in the study stated that they chose to conceal their

HIV/AIDS status from others because of their stigma experiences. Non-
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disclosure prevented participants from accessing support mechanisms from
other sources that could have helped them manage their diagnosis.

Isolation. Another theme that emerged from the analysis was that
some respondents isolated themselves from society because of the stigma that
they faced. Sarah said that it was difficult for her to share her symptoms and
conditions associated with her diagnosis with other people. HIV/AIDS
affected various facets of her life and was a lifelong illness. She found it

easier to isolate herself rather than share these conditions with other people.

It's one of the reasons | isolate because | don’t want to have to deal
with telling somebody why | don’t want to go out, why | don’t want to
date. It's just easier to say, ‘| don't period’, than ‘I don’t because |
don’t want to deal with the issues of sex and all of that'. It's made a
difference in what | think of the future, especially because | see this is
what my future is right here in this house and it's not ever going to get
better. They talk about, well, so many people are getting better and
going on with their lives and going back to work. That’s not going to

happen to me.

One of the main reasons that study participants and older isolated themselves
was that they felt they were unable to completely share their lives witts oftreeir

diagnosis prevented them from having normal relationships and they felt a sense of
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hopelessness. Hank spoke about how he was unable to establish a really close

relationship. This frustrated him and he isolated himself as a result.

In normal relationships with everyday people, | meet somebody | like'tl ca
just go to bed with him. There is all this crap. Most people will say, ‘forgetsit. It
totally professional, associate, there ain’t no deep relationship’. | know people 50

years and older who don’'t go out at all.

Some other responses to stigma are non-adherence to medication and
reluctance to visit medical professionals. Hank spoke about how he did not take his

medication because he did not want his friends to find out he had HIV/AIDS.

But then you have to have your medicine and stuff but you have to
refrigerate it. | didn’t take it for four months because of the
refrigerating. What's this stuff about refrigerating and what'’s thag bl

blah, blah, so I didn’t take my medicine just for that reason.

Sarah found it difficult to discuss her condition even with a medical

professional like a doctor.

| hate even going to a new doctor because | don’'t even want to go

through that 20 questions thing you know. The 20 questions thing for a
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normal person is 20 questions. Twenty questions [for someone else]

are 150 questions [for me].

Findings show that having HIV/AIDS can be an extremely lonely expe&rienc
Participants in the study shared how they isolated themselves from potemtiatga
friends, and medical professionals because they found it difficult to constantly
negotiate a conversation about their iliness. It seemed to exhaust them and they
preferred to be on their own rather than navigate the dating scene or meet and
socialize with people. In the next section, | present findings regarding plersona
growth experiences related to strengths responses to stigma.

Personal Growth

This section relates to the fourth research question in the study: How do these
responses, both strengths related and other, contribute to personal growth? Findings
have shown that participants experienced personal growth in the face of stigma.
Personal growth in the context of this study is defined as significant and pbftive
changes experienced by respondents living with HIV/AIDS, which occur aslta res
of their responses to stigma. While a number of respondents in the study had
strengths responses to stigma, some were able to build on these responses and use
what they learned to make significant, positive changes in their daily Titzes.
ability to make these changes has been recognized in this study as tlosiapers
growth experiences. A few respondents in the study did not demonstrate consiste

strengths responses to stigma. Analysis of transcripts did not reveal content on
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personal growth for these adults. Some major themes that emerged through the
analysis of data related to personal growth were 1) giving something &} a
spiritual growth.
Giving something backany respondents who received positive support
from others continued to have strengths responses to the stigma that they faced. As
result of this support, they consistently demonstrated strengths responggsado st
and made significant life changes. One instance of such a life changertiet
participants described was a decision to give something back to the community.
Patrick spoke about the internalized stigma that he faced when he heard his
diagnosis. He also shared that the person who revealed his diagnosis helped him
manage his diagnosis. This experience reduced his own sense of internallsthaime a
his diagnosis. He was touched by how a total stranger had helped him deal with the
stigma he experienced. He also felt that he was better able to deal withlihggsfef
loathing and shame after his diagnosis because of the support he had received from
the volunteer at the community organization where he was tested. This experience

made him want to give something back to the community.

When you pride yourself on protecting yourself every time, how did
this happen and | sat down and | just welled up with tears and just
silently started crying my eyes out. And this guy | didn’t know that
was younger than my daughter sat there and just held on to me like a

baby and I'll never forget that as long as | live. That's why | do this
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job. Because somebody loved me that much that they didn’t even

know who | was but they helped me and held onto me like you know.

Martha shared a similar experience where she decided to be a peer counselor

because of the help that she had received to combat stigma.

[l think] about giving back a lot. That's why | am into social work
because so many people have helped me. There is so much out there
for everybody else that | want to help somebody. It showed me a lot of
things that were out there to get ahead you know so | want to give

back what was given to me.

Spiritual growth:Respondents who had strengths responses to stigma
also experienced spiritual growth. Some participants who decided to educate
others about the epidemic and minimize social stigma found that they used
their personal spirituality as a resource to help others manage stigmaaSabr
spoke about how she had conversations with God, which guided her efforts to

help other people.

Researcher: How did that work?

Sabrina: Great.

119



Researcher: Did you walk into a TV station and say | want to do this?
How does it get set up | guess?

Sabrina: Oh, (name of project) was the one | was with at the time and |
went to them and | said, ‘OK, you know | have talked to small groups
in churches and stuff like that’ and they said, ‘yeah, we sent you there’
and | said, ‘God and | have been in discussion all winter and God
decided | needed to be speaking out more and | said, here | am and |
am ready for whatever’ and they are going, ‘are you serious? And | am
going, ‘yes | am serious’. And they said, ‘you would even be on the

news’ and | said, ‘sure.’

Martha, a peer counselor who patrticipated in the study, spoke about how she
tried to have a connection with God that helped her deal with her diagnosis and to

help others who come to her for guidance in her role as a peer counselor.

Researcher: What do you tell people who come to you as a peer
educator about stigma, disclose, not disclose?

Martha: | cannot tell them not to (disclose). | cannot tell them to
(disclose). You'll know when it's time, just take your time. You don’t
have to disclose to anybody. As far as the stigma goes, it's out there. |
tell them, ‘it’s out there. But don't let it dictate your life because

nobody has to know you are HIV positive except you and God
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almighty’. So I try to give courage there. Not to look like they have a
problem you know. | can’t inject a spiritual dimension in it but I try to

have a relationship with God.

Shana felt that her faith had helped her manage her diagnosis.

Even now, I live with my daughter and my grandchildren and she’ll
find out if | am not feeling well and she’ll check on me or call me and
| say yes. [Daughter says], ‘1 don’t know how you do it'. [Shana said],
‘You do it with the grace of God one day at a time’. | think my faith

has gotten me through this also.

Participants experienced personal growth as a direct result of teeigthis
responses to stigma. Findings revealed that adults 50 years and older whe&erdpow
themselves through the help of supportive people in their lives, sought membership in
support groups, developed resilience in the face of stigma, and who made the effort to
educate people and themselves about their diagnosis, were much more likely to
experience spiritual growth and become advocates for the cause of adujtsdiity
and older living with HIV/AIDS than those who did not have strengths responses to
stigma and let the stigma influence their lives in negative ways.

Next, | will discuss some other personal growth experiences that arel telate

how participants responded not just to stigma but also to their diagnosis as a whole.
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Many respondents | interviewed had experienced personal growth that was not
necessarily related to their stigma responses. | thought it was imgortacorporate
these findings, as they demonstrate how adults 50 years and older experientied grow
despite living with a chronic condition.
Other Findings Related to Personal Growth

Some other personal growth experiences that participants went through cannot
be linked directly to their experiences of stigma but rather they resultaedHeor
overall experience of living with HIV/AIDS. These personal growth expes®ace:
1) an increased appreciation of life and 2) stopping risk behavior.

Increased appreciation of lif€articipants in this study described how having
HIV/AIDS increased their appreciation for life. One participant, Martkplagned
how being confronted with a chronic disease can change a person’s perspective on

life.

We take things for granted. A lot of us take things for granted. It's
nature. We have to stop trying to take things for granted. Make good
money, shopping, this, that, and the other you know. But once you are
faced with a life or death situation, it kind of makes you think about

things.

Shana, another female respondent in the study, described how having

HIV/AIDS increased her feelings of empathy towards others who had HDBAI
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Researcher: How has this experience changed you? Has it changed you
as a person?

Shana: | don’t know, I think it has in a way (made me) appreciate life
more. | don’t think the person you have before you is the person | was
before. | don'’t think | have become more compassionate because |
think | was always compassionate. It brings you to a level that when

you see somebody else with this disease and they are sitting there in
front of you crying. My heart goes out to them. HIV is such a disease

that the pain of it is unreal.

Stopping risk behavioRespondents also stopped indulging in risk behavior
such as drug use. Caitlin shared how she had stopped risk behavior such as drug use

after being diagnosed.

Researcher: Right, and can you talk a little bit about how this
experience of having HIV has changed you? Has it changed you?
Caitlin: It changed me in a way for the better because if | hadn’t found
out about HIV, if you could have seen me when | came here, you see
how big I am right, | was like 80 pounds, that sick, not taking care of
myself, doing drugs. When | woke up it was drugs, when | sleep it was

drugs, drugs and drinking. That was my life. | got a check on the first
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of the month and it was gone (very soon). That's how bad it was. Each
day went by and all | thought about was drugs. Having HIV changed

my life. | would have been dead.

Participants in the study demonstrated personal growth in the face ad.stigm
They had an increased appreciation for life and a desire to return sontething
society. They also experienced spiritual growth as response to the difficult
circumstances in their lives. Some of the participants reported that beingskag
with HIV/AIDS saved their lives and prevented them from further indulgingskn ri

behavior that jeopardized their health.

In summary, findings show that participants experienced stigma. Some of this
stigma was experienced as a result of enacted discrimination, whilecatiesr
involved fears of being stigmatized or even stigmatizing themselves. Some
respondents experienced stigma from family, friends, and coworkers. Some
participants responded to stigma with strengths responses and in other ways. Some of
the strengths responses were: joining support groups, developing resilienciaaethe
of stigma, and actively educating themselves and others about the disease. Some
participants also received support from family, friends, and trusted members of
society who helped them to face stigma in a positive manner. In contrast, some
respondents were overwhelmed by the stigma and chose to not disclose their

HIV/AIDS status and isolated themselves from family and friends.
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Some participants in the study also experienced personal growth as a result of
their stigma experience. Participants shared how their experiences oftsyng
the stigma experiences had led them to educate others and give back to society.
Participants also experienced spiritual growth as a result of stigma.

Findings in this chapter revealed a connection between the decisions to
disclose or not disclose and respondents’ experiences of stigma, their responses t
stigma, and the personal growth that may result from their responses. SHuese |
arose repeatedly in the findings discussed in this chapter and it is apparent that
participants’ responses to stigma are closely related to their disclosLn®a-
disclosure decisions.

Some participants in this study did not reveal or disclose their diagnosis either
because they had experienced stigma in the past and anticipated it in the future or
because they expected to be stigmatized despite having no direct experigigreaof s
before. Some respondents who chose to disclose their diagnosis were stigmatized by
family members and friends and in the workplace. However, others who disclosed
their HIV/AIDS to family members and friends, in workplaces and support groups,
received support that encouraged them to empower themselves to manage stigma. It
became clear that disclosure and non-disclosure decisions were centlal to ol
adults’ experience of stigma. Therefore, | conducted a specialized plot aalysi
further explore the impact of these processes on the experiences of resporidgnts |
with HIV/AIDS. In the next section, | describe findings that emerged frem t

specialized analysis.
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Disclosure and Non-Disclosure

The review of literature showed that adults 50 years and older living with
HIV/AIDS faced a number of stigma experiences triggered by a yarfietvents
(Emlet, 2005; Emlet 2006a; Emlet, 2006b). The phenomenological analysis of
participants’ interviews showed that that many participants in the study ddeege
amount of their stigma experiences when they disclosed their HIV status mrsadta
of choosing to not disclose their HIV/AIDS diagnosis. The decisions to disclose
or to not disclose their HIV/AIDS diagnosis were ongoing events in the lives of
participants in this study. This understanding of the decisions of disclosure and non-
disclosure led me to focus more closely on participants’ disclosure and non-desclosur
decisions. Further, the time of the initial diagnosis and therefore initiaialetis
disclose, was also examined to explore potential effects of time period and age of
respondent on stigma at time of initial diagnosis and disclosure decision.
Specialized Plot Analysis

A specialized plot analysis separate from my thematic analysis was
conducted to examine the impact of participants’ disclosure and non-disclosure
decisions on their stigma experiences, their responses to stigma, anermiap
growth experiences. The specialized plot analysis departed from thatihamalysis
in that it examined the individual stories of participants in the study. It wastbat
while some participants had similar experiences of stigma that infdeheir
decisions to disclose or to not disclose their diagnosis, the participants did not come

from a single homogeneous group and certainly had a variety of stigma experience
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Orsulic-Jeras et al., 2003, suggested that older adults with HIV/AID$t@ll i
two categories: “long term survivors” (p. 234), that is those who have aged with
HIV/AIDS, and adults who contract HIV/AIDS at an older age. Other categories
emerged from my study. Some participants in my study were diagnosed when the
were 50 years and older while others were diagnosed before age 50. Some
participants had been diagnosed before legislation protecting people living with
HIV/AIDS from stigma, such as the Americans with Disabilities Act &@dRyan
White Care Act were passed, while others were diagnosed after the iegiskd
been passed. These categories were included in Table 2 which contains plots which
illustrate participants’ experiences after they had been diagnosedd8ee2T
Appendix D).

Each plot mapped the individual participant’s age at diagnosis, if they had
been diagnosed before or after the passing of protective legislation, theirgongoin
decisions to disclose or to not disclose their diagnosis after they had been dlagnose
their stigma experiences, their responses to stigma, and their persovtal gr
experiences. Plots revealed that there were multiple patterns of disclodurera
disclosure. For example, some respondents chose to disclose their diagnosis
immediately after they were diagnosed. As a result of this decision, sonogpats
experienced support while others experienced stigma. Their experiences irfluence
their future disclosure and non-disclosure decisions. Findings showed that the
decisions to disclose or to not disclose played differently for different partisipa

the study.
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Once plots illustrating the participants’ disclosure and non-disclosure
decisions and their link to participants’ stigma experiences, responses ta, stigin
their personal growth experiences had been established, | prepared plotisgrfonar
individual participants. Each plot summary contained a brief written description of
individual participant’s disclosure and non-disclosure decisions and the impact of
these decisions on their stigma experiences, their responses to stigma, and their
personal growth experiences. | then compared the plot summaries ofiaippats
in order to gain an understanding of their collective experiences. In the nigoa skec
present an overview of participants’ disclosure experiences.
Overview of the Experience of Disclosure

Participants in this study disclosed their HIV status to different sgmailps.
Some respondents who had been sexually active after they had been diagnosed said
that they had disclosed their HIV status to intimate sexual partners. Saropaats
disclosed their status to family and friends while others had revealetHthié&IDS
status within support groups and churches. Participants had informed medical
professionals, employers and coworkers, and management staff of housing cemplexe
where they lived, about their diagnosis. In rare circumstances, they disclased the
HIV/AIDS status to people who they did not know personally, who had no immediate
influence on their lives, and who were in fact, strangers.

Some respondents reported that they had disclosed their diagnosis because
they had been confident that they would receive the support of family and friends.

Others respondents had not been sure of the reactions that they would face yet chose

128



to risk disclosing their diagnosis. While some participants who disclosed their
diagnosis received support, others were stigmatized by people to whom thegdeveal
their diagnosis. Another pattern of disclosure that emerged was involuntapsdrscl

or disclosure by someone who was aware of a participant’s diagnosis and disclosed
the participant’s diagnosis without their consent.

There were many reasons why respondents disclosed that they were HIV
positive. They decided to inform sexual partners because they had the gigatdst
infection. They discussed their HIV/AIDS diagnosis with medical profesisiavizo
they sought out for treatment and help. Participants in this study revealed their
diagnosis to family members, either, because they expected to die or, because the
needed their family’s support to survive their chronic illness. Patrick, a gay
respondent, said that he revealed his HIV status to his family, after watching hi

partner die of the disease.

| just told them just in case something did happen to me. After
watching my lover die, you know, because all you had then was AZT.
They didn’t have cocktail therapy then. They came up with that just a
few months after he died. That's when my T cells shot up and my viral

load went down. Well, | just wanted people to know.

Some participants stressed that disclosure was a deeply personal egperienc

and that people who found out that they had HIV/AIDS should disclose their
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HIV/AIDS status only when they felt comfortable doing so. They also felthleat
HIV status was ‘really not too many peoples’ business’. Participants irtulig felt
that they should not be expected to disclose their HIV status as most people with
other chronic conditions besides HIV/AIDS were not generally expecteddiosk
their iliness to society. Hank mentioned the importance of realizing that people
diagnosed with HIV/AIDS often faced stigmatizing reactions from the people t

whom they disclosed their HIV status.

| told somebody, a student helper or something. “You tell somebody.
It's about clearing your mentality, your mind.......... so go ahead and
tell but they might not want you in their house anymore, in their toilet,
in their kitchen.” “You can’t touch this, you can't touch that. It
happens. So you can go ahead and tell if you want to ........... But

there are consequences.’

A few participants expressed how uncomfortable and unprepared they had felt
when they had lost control of the disclosure process and their diagnosis was revealed
to family members and friends by someone other than themselves. Arnold, a gay
black man, described how upset he was when his brother who also had HIV/AIDS
revealed Arnold’s HIV status to their parents in order to deflect their signtat

reactions from himself.
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Actually, my brother told them. | could kill him for that (laughs). What
happened was that he has no support system here and apparently in
one of their big fights, they said something to him like, ‘well, you are
just a fag and you are just lying’. Well, he couldn’t take it anymore.
And he said, ‘well, I don’t know why you are picking on me all the
time. Arnold has HIV too’. And | just hated him for that but |

understand where that was coming from.

To summarize, the process of disclosure is delicate and complex. Participants
in the study wanted to have maximum control over this process. While some
participants received support on disclosing their HIV/AIDS status to variousepeopl
others were stigmatized by the people to whom they revealed their HI8/stlatus.
Many of the respondents in this study had to make a choice regarding whether they
wished to disclose or to not disclose their HIV/AIDS diagnosis. If they chose to
disclose their diagnosis, they had to prepare themselves for the possibletisigma
they might encounter when they disclosed their diagnosis. These decisiongijtima
impacted the way they responded to stigma and their potential for persondd.growt

As previously explained, | conducted the specialized plot analysis to further
examine specific disclosure decisions of participants in this study. Aefiffearm of
analysis from the thematic analysis provided a fresh perspective on thepzesmf
participants in the study. New findings emerged as a result of this anahysishad

not emerged from the earlier thematic analysis. In the next sectionehpres
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summaries of 2 of the 21 plots that were constructed to illustrate the impact of
disclosure and non-disclosure decisions on the experiences of the respondents living
with HIV/AIDS.

Plot Summaries

Arnold’s plot.Arnold disclosed his HIV/AIDS diagnosis in certain
circumstances while he did not disclose his diagnosis in others. He saw that his
family had stigmatized his brother who was also gay and HIV positive. Hadehe
would also be stigmatized by his family if he revealed his diagnosis to them. He
responded to this felt stigma by choosing, to not disclose his HIV/AIDS diagnosis to
his family.

He disclosed his diagnosis in a support group. He was stigmatized by
members of this support group. Arnold responded to this stigma by isolating himself
from this group. Arnold also disclosed his diagnosis in his workplace. He was fired
after disclosing his diagnosis at work.

Arnold experienced dual responses to stigma. One, he felt helpless in the face
of stigma. On the other hand, he was glad he disclosed his diagnosis in his workplace
and felt he stood up for himself. This participant had had a number of stigma
experiences and was unable to experience personal growth as a result afnlais stig
experiences and his negative responses to stigma.

Caitlin’s plot. Caitlin disclosed her diagnosis to family members and friends.
She was supported by some family members and friends. She was stigmatized b

other friends who were scared that they would contract the disease from her. She
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responded to the stigma by taking her friends to doctors who educated them about the
disease. She also disclosed her diagnosis in church where she was supported by
church members and by her pastor who attended all her HIV meetings and further
educated himself about the disease. She was also a member of a support group.
Caitlin said that disclosing of her diagnosis in a support group helped her &ecess t
services of social service organizations, become part of a social group of people
living with HIV/AIDS, and manage stigma associated with the disease. Inxhe ne
section, | present the impact of participants’ disclosure and non-disclosws®eci
on their stigma experiences, their responses to stigma, and their personial growt
experiences.
Impact of Disclosure and Non-Disclosure Decisions

Disclosure, non- disclosure, and stign&me participants in this study who
disclosed their diagnosis were directly stigmatized by people to whomethegied
their diagnosis. Plots showed that most participants experienced enactedvetigm
they disclosed their diagnosis. This experience of enacted stigma can ldad to fe
stigma or a fear of being stigmatized again. While some participantsienqazl
enacted’ stigma on disclosure which led to ‘felt’ stigma, other partitsgaad
independent ‘felt’ stigma experiences which were not connected to enagted st
experiences.

An example of enacted stigma leading to felt stigma can be seen in the plots
illustrating the experiences of those participants who were diagnosed Ihefore t

passing of protective legislation (See Table 2, Appendix D). Participants istialy

133



who were diagnosed between the ages of 31-40 were long-term survivors of the
disease. They were all diagnosed with the disease before legislatisereseauch as
the Americans with Disabilities Act and the Ryan White Care Act, wesgeplato
protect adults living with HIV/AIDS from stigma and providing them acceseealth
care. While gathered data does not establish a clear causal connection hetatszn
stigma and being diagnosed before protective legislation was passed, kavabat
participants who had aged with the diagnosis had been exposed to stigma over a
number of years. Even if their experience of enacted stigma had reducedydbe im
of previous experiences of enacted stigma led them to have anticipatory stigma
experiences in the present. This felt stigma sometimes prevented tinem fro
judiciously disclosing their diagnosis and accessing support services.

Six major findings on stigma have emerged from the analysis of the plots: 1)
participant’s first experience of stigma after disclosure of thei/MIVS diagnosis
is likely to be an enacted stigma experience; 2) an experience ofcestgitea on
disclosure can lead to participants anticipating stigma in the future or hawlg a f
experience of stigma; 3) participants who experienced felt stigmeeaslaaf a
previous enacted stigma experience were likely to respond to stigma bynghtmosi
not disclose their diagnosis to other people they meet who could stigmatize them; 4)
Most participants who chose to not disclose did so because they anticipatedostigma
disclosure; 5) participants who had been diagnosed before the passing of protective
legislation and who had aged with the disease had greater enacted spgnmeners

than those who were diagnosed after the passing of protective legislation and who had
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been diagnosed more recently. At the time of the interviews, participants who had
been diagnosed at younger ages reported a greater amount of felt spgmanees

that had resulted from previous enacted stigma experiences than those pasticipant
who had been diagnosed when they were older. Participants who were diagnosed at
earlier ages and who had experienced stigma over a longer period of timessere |
likely to disclose their diagnosis than participants who had been diagnosed at older
ages.

Disclosure, non-disclosure, and responses to stigrha analysis of plots
confirms findings from the thematic analysis that, though, many participduats
disclosed their diagnosis were stigmatized by the people to whom theyerettest
diagnosis; others received support and guidance from the people to whom they
disclosed their diagnosis. A further look at the plots showed that respondents who
chose to not disclose their HIV/AIDS diagnosis were far less likely to develop a
strengths response to stigma than those who chose to disclose their diagnosis, face
stigma, and continued to disclose despite the possibility of experiencingslibm
is an extremely important finding because it revealed that engagingproitess of
disclosure and facing stigma was crucial for participants to develop gthsen
response to stigma. Participants who did not engage in this process or who stopped
engaging in it because of previous experiences of stigma found find it harder to
develop strengths responses to stigma than those participants who consistently a

judiciously disclosed their diagnosis.
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Disclosure, non-disclosure, and personal grovithe third analysis that |
carried out was to see if disclosure and non-disclosure decisions impacted how
participants in this study experienced personal growth. Specialized plgsianal
revealed that participants in the study who consistently and judiciously disclosed the
HIV/AIDS diagnosis developed strengths responses to stigma as opposed to those
who chose to not disclose their diagnosis or stopped disclosing as a result of felt
stigma which resulted from their previous enacted stigma experienctserur
analysis of the plots revealed that some respondents who consistently disdosed w
also more likely to experience greater personal growth than those who did not
disclose their diagnosis.
To summarize, specialized plot analysis revealed that disclosure and nostdiscl
decisions played an important role in respondents’ experiences. These decisions
occurred on an ongoing basis in the lives of participants in this study. Participants
this study chose to disclose or to not disclose based on their personal inclinations and
previous life and stigma experiences. Participants who were able to ovehmme
fear of stigma and consistently, yet judiciously, disclose were morg tixelevelop
strengths responses and experience personal growth. Findings from the above
analysis added to the depth of findings that emerged from the thematic analysis.
the next section, | present a model which illustrates the role of disclosuraping
stigma experiences, responses to stigma, and personal growth experiences of

participants in this study.
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New Conceptual Model

A new conceptual model has emerged from the findings of this dissertation.

As described earlier, the decisions to disclose or to not disclose their de&agnosi

impacted participants’ experiences. Figure 1 illustrates how the decisisthosdi

can lead to strengths responses and personal growth and how non-disclosure

decisions reduce the chances of strengths responses and personal growth.

Figure 1. The Role of Disclosurein Shaping Stigma Responses of Older Adults Living with

HIV/AIDS.
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Dotted lines with arrow tips and plus and minus signs demonstrate the impact
of the decision to disclose on participants’ experiences of stigma, their respons
stigma, and their experiences of personal growth. Block arrows in conjunction wit
plus and minus signs have been used to illustrate the impact of non-disclosure and
isolation on the experiences of respondents’ experiences. In the model, solid lines
with arrows have been used to illustrate possible disclosure and non-disclosure
pathways chosen by participants after they were diagnosed.

Experiences post disclosurEhe decisions to disclose or to not disclose an
HIV/AIDS diagnosis were ongoing events in participants’ lives after wesg
diagnosed. Some participants who chose to disclose their diagnosis faced experience
of stigma while others received support. Those who faced stigma generally had a
enacted or direct experience of stigma. Some participants overcame atigma
demonstrated strengths responses to stigma. Others carried the merherstigina
experience with them. Their enacted experiences of stigma influenced thei
perceptions of people’s possible reaction to their diagnosis. They developed felt
stigma. Felt stigma was likely to lead to non-disclosure and isolation.

Experiences post non-disclosuk&hile some participants chose to disclose
their diagnosis and then experienced different forms of stigma or support, others
experienced felt stigma immediately after they learned of their dieggrisme of
these participants never disclosed their HIV/AIDS diagnosis to anyoaedeof

their fear of being stigmatized.
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Impact of the decision to disclose on older adults’ experieéedings show
that some participants made a decision to reveal their HIV/AIDS. Some resonde
who disclosed their diagnosis did not receive support and were stigmatized. Of the
participants who were stigmatized, some developed resiliency and used their
experience to educate others about the disease. In the model, dotted lines lead from
the decision to disclose to strengths responses to stigma. A plus sign (+) plaeed in t
dotted line illustrates the positive impact of the decision to disclose on the lives of
participants. Participants who chose to disclose had a greater chance of dgvelopi
strengths responses to stigma. Similarly a minus (-) sign has been placetédn dot
lines leading to other responses to stigma. This signifies that respondents who made
the decision to disclose had reduced chances of isolation in the future than those who
did not disclose their diagnosis. Participants who disclosed their diagnosis also had
greater chances of personal growth.

Impact of non-disclosure and isolation on older adults’ experierzlesk
arrows in the model illustrate the impact of non-disclosure and isolation on
participants’ experiences. Some respondents who chose to not disclose their HIV
status after they were diagnosed or after they were stigmatizedessiékely to
develop strengths response to stigma. This negative impact has been dlustiage
minus (-) signs in conjunction with block arrows.

To summarize, findings describe the stigma, responses to stigma, and personal
growth experiences of participants in this study. Disclosure and non-disclosure

decisions were found to impact the experiences of these respondents. An additional,
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specialized plot analysis was conducted to further examine these decisions.
Preliminary findings from this study were compiled in a report and sehéto
participants for feedback. In the next section, | will discuss the feedbaaiked
from participants through the process of member checking.

Member Check

A preliminary draft report was prepared which was sent to the participants in
the study. | was unable to contact six participants because they had not sent thei
phone numbers or house addresses. Copies of their reports were sent to the
HIV/AIDS organizations from which they were recruited and case management
supervisors were requested to forward the report to the participants. Foupaatsici
responded to a request for feedback by email or mail. | was able to contaatifer
participants by telephone and gather feedback on the report from them. Participants
were sent a form with three open ended questions. These questions were: 1) Does the
report describe stigma, strengths and personal growth experiences thavgaone
through or that you have seen others go through? ; 2) Are there any other egperienc
that you would like to share that have not been reflected in the report? and 3) Do you
have any other feedback on the report?

Seven of the eight participants who responded to my request for feedback
agreed with the findings of the report. Two of these respondents were women, four
were gay Caucasian males, and two were black, gay men. Sabrina said #uyreste
with the study findings and felt that the report accurately described heremqesr as

an older woman living with HIV/AIDS. She was moved by the description of the
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stigma experiences of participants in the study. This view was confirmearaly. S
Sarah shared the findings of this report in a support group of women living with
HIV/AIDS and said that women in the group felt that the findings accurately
described stigma experiences, responses to stigma, and experiences of personal
growth. An interesting note from Chris, a black gay man was that he felt tisat m
adults in the study who had faced stigma had probably had both felt and enacted
experiences of stigma and that further research would reveal that matsyfidigul

years and older living with the disease had experienced both these formmaf stig

He also shared that there is ‘universal’ stigma associated with HDFAhd that the
response to this stigma by adults fifty years and older living with HIVEAHAs a
‘sophisticated’ and ‘matured manifestation’. Andrew, an African Americaexoial
respondent stated that he had enjoyed the report. He recognized himself in the report
and was patrticularly moved by the description of stigma he had faced from his
brother. Keegan, a Caucasian adult, said that the report confirmed his expeyience a
well as the experiences of others around him living with HIV/AIDS. He exguldss
sorrow that these experiences still occur. Patrick another Caucagiandest who

was also a peer counselor said that he appreciated the use of pseudonyms for
participants and the efforts made to protect their confidentiality. All resptsde

made suggestions to improve readability. | have taken their suggestions into

consideration in the preparation of the final report.
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Additional Findings on Older Women Living with HIV/AIDS

Female participants in the study had unique experiences of living with
HIV/AIDS which were different from the men. As a result of the phenomenalbgic
nature of the study, there were some findings related to older women whichotere
directly linked to their stigma experiences. However, these findings ptbvide
important insights into how older women live with HIV/AIDS and their needs.
Women in the study reported they were diagnosed at older ages than men in the
study. The primary mode of infection for women in the study was heterosexual
transmission. As women grew older, they described that they became |légis care
about protection as their chances of getting pregnant went down. Some women spoke
about how birth control had been the major issue for their generation and that they did
not expect to be infected with HIV/AIDS. Older women had not developed sexual
negotiation skills and did not speak to their partners about STDs and using condoms.
They expressed a need for greater awareness of older women'’s vulnet@khgy
disease. Some women in the study worked as advocates who spread awareness about
this issue and counseled other older women, youth, and medical professionals about
how HIV/AIDS affects the lives of older women and the need for prevention efforts
with this group.

Summary

Older adults living with HIV/AIDS described their experiences of saigm

responses to stigma, and personal growth. Experiences of stigma were drganize

under the categories of felt experiences of stigma and enacted expeviesitasa.
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In this chapter, | have discussed themes that address these experiadiegs Blso
show that older adults developed strengths responses to stigma and experienced
personal growth. The processes of disclosure and non-disclosure were found to
impact participants’ experiences. A specialized plot analysis was coddadtether
explore this impact from a fresh methodological perspective. This analigsd &
the thematic analysis of participants’ experiences and examined indivioiues $or
disclosure and non-disclosure decisions and the impact of these decisions on
respondents’ experiences. New findings emerged as a result of thisizpdcial
analysis. A new model was presented which illustrated the impact that tlespodc
disclosure had, on the participants’ stigma experiences, their responses# atid
their experiences of personal growth. Implications of the findings dedanibis

chapter for social work theory, practice, and policy will be discussed in Clapte
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CHAPTER 5: DISCUSSION AND IMPLICATIONS FOR SOCIAL WORK
The purpose of this study was to examine how adults 50 years and older living
with HIV/AIDS experience the stigma associated with the diseaseifiSakdyg this
dissertation explored respondents’ experiences of stigma, the strengthrssessand
other responses they had to stigma, and the personal growth that may have taken
place as a result of their responses to stigma experiences. Phenomehnoletlfiods
were used to analyze the data of this study. Thematic analysis was cdmnifiete
data showed that participants experienced stigma from a variety of sdtoes. of
stigma experienced by adults 50 years and older included; 1) enacted or direct
experiences of stigma and 2) felt stigma or a fear of possible stigma.
The main themes presented in this dissertation center around respondents’

enacted experiences of stigma and felt experiences of stigma. Spordess of
this study experienced enacted stigma from their families and intbeiplaces,
while other participants had additional felt experiences of stigma including
anticipation of stigma and internalized stigma. The responses partidizaihts
stigma varied. Some adults fifty years and older who reported strengths resjgonse
stigma indicated that they empowered themselves with the help of supportilye fami
and friends, sought membership in support groups, developed resilience in the face of
stigma experiences, and educated themselves and others about stignatedssdbi
HIV/AIDS. Other responses to stigma were non-disclosure of HIV/AIDS diggnos
and isolation. Interestingly, some participants also experienced plegsowth as a

result of their strengths responses to stigma. Examples of respondents’ [persona
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growth in this study included giving something back to the community and spiritual
growth.

Further analysis of data showed that the decisions to disclose or not disclose
their diagnosis played a central role in participants’ experiences. A lspetiplot
analysis was conducted to examine the impact of these disclosure and non-@isclosur
decisions on respondents’ experiences of stigma, their responses to stigmay and the
experiences of personal growth. In this chapter, | discuss the implicatitres of
findings that emerged from the analysis of data and more specifically, the
implications of these findings for social work theory, practice, and policy.

The data includes 21 transcribed interviews, which were conducted and coded
by me. Interviews were conducted with the participants who accessed thesefvic
three community based health care organizations, two of which were in Kansas City
and one of which was in Lawrence, Kansas. The preliminary findings wesenped
to participants in the study as a part of member checking. Findings welatedland
refined on the basis of feedback received from participants during the process of
member checking.

In this chapter, | initially discuss findings that answer the researchioue
in the study. Implications for social work practice, theory, and researdiniafly
discussed and then further explored in later sections of the chapter. Spgcéitel
discussing findings related to each research question, | present the ¢takoreti

implications of this study. This discussion is followed by social work practice
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implications, discussion of needed policy changes, limitations of the study, asd are
for further research.

Discussion of Findings
Discussion on Findings Related to Research Question One

Stigma experiences of respondents living with HIV/AR&Search question
one examined how respondents living with HIV/AIDS experienced stigma.
Respondents experienced two different forms of stigma. The first wastigia or
the fear that they may be stigmatized and the other was ‘enacted’ stigmaciual
experience of stigma. For example, participants were overtly stiggddiyzfamily,
friends, in their places of work and in other venues.

Findings show that there appears to be a lack of knowledge among family
members and employers about how HIV/AIDS is transmitted (through sexuattconta
contaminated blood, and sharing syringes). This lack of knowledge makes family
members and people in the workplace fearful of contracting the disease from older
adults who are diagnosed with HIV/AIDS, and consequently they activelyattagm
the older adults. Examples of active stigmatization included avoiding respondents,
stopping all communication, or firing respondents from their jobs. Findings in this
dissertation support current research in the area of aging and HIV/AIRS lnds
indicated that adults 50 years and older living with HIV/AIDS experierf@eldty in
accessing community support and family care.

Thematic analysis of gathered data indicated that participants were

stigmatized by family and friends. Respondents were hesitant about dis¢lesimg
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diagnosis to family members because of previous experiences of stigioiaizss
with having HIV/AIDS as well as other factors such as being gay or lavimgky
lifestyle.

Findings also support research that adults who are diagnosed when they are 50
years and older find it difficult to reveal their diagnosis to their children incpéati
(Heckman et al., 2002). Some respondents in the study stated that they found it
difficult to reveal their diagnosis to their children, as they were fedratltheir
children would reject them. For some participants, this fear of rejection may hav
been the result of having seen other adults with HIV/AIDS experience stigera w
they disclosed their diagnosis to their children. Existing studies have alsdeddica
that adults 50 years and older living with HIV/AIDS were more likely to be
stigmatized and isolated if they were unable to access the support of faenillyers
and friends (Heckman et al., 2002; Nichols et al., 2002). Adults 50 years and older
who received family support were more likely to access formal support sytstams
those who received no support from their families (Heckman et al., 2002; Nichols et
al., 2002). In this study, several respondents indicated that the help they received
from supportive family members allowed them to further empower themseldes an
combat stigma from other sources. Supportive family members also acted as
intermediaries who helped participants disclose their diagnosis in a judicamngem
and minimize possible enacted stigma from the people to whom they revealed their
diagnosis. Participants who were able to empower themselves with the help of

supportive family members demonstrated greater personal growth than trmdelw
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not demonstrate a strengths response to the stigma they faced. The findings of thi
study as well as existing research point to the need for educating emplayehs
members, and community organizations about the possibility of adults 50 years and
older living with HIV/AIDS. Family members should also be counseled on how they
may be instrumental in helping older adults empower themselves and conbat stig

It is also important to make adults 50 years and older more aware of their
human and legal rights as people living with HIV/AIDS and inform them of the
resources that they can access for support. Suggestions for possible practice and
policy innovations that have emerged from this study are described in the next
section.

Findings also show that respondents had other kinds of stigma experiences
besides direct discrimination (enacted stigma) that they experigooedamily,
friends, and other social groups. Participants in the study spoke about a fear of
possible stigma or felt stigma describing that they anticipated thpetpe to whom
they revealed their diagnosis would stigmatize them. Respondents expressed fea
that the people to whom they reveal their diagnosis may discuss their conditions wit
other members of society, making them even more vulnerable to possible stigma.
Findings also indicated that fear of possible stigma prevented some parti@ipants
adequately accessing and utilizing support mechanisms.

Some respondents expected to be stigmatized by a number of sources. One
source from whom they anticipated possible stigma was potential sexual parheers

fear of rejection and the fear that their sexual partners may revealitggiosis to
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other people made some of them extremely wary of discussing their diagitbsis
them. These findings point to the need to work with older clients on the mental health
issues that can arise from their fear of possible stigma from sexualrpartne

Respondents in the study also shared how stigma experiences occurred over
the history of the HIV/AIDS epidemic. Over the course of their disease, many
respondents observed other adults who were living with HIV/AIDS experience
stigma. These historical experiences and their own observation of other stilgiis
experiences are an important part of how older adults experience stigma atieyow
respond to it.

The impact of historical experiences of stigma on participants’ lives is
particularly evident in the stories of some gay men who participated in this study
Most of the respondents in this study were older gay men who had contracted the
virus from other men. Research has established that older gay men skeoht ri
contracting HIV/AIDS (Seigel et al., 2004; Morrow, 2001). In particular, Afric
American older gay men were more likely to report having unprotected sex than
Caucasian men (Seigel et al., 2004). Additionally, many gay men report hiding their
sexual identity for fear of stigma they would face (Morrow, 2001).

Several gay respondents in the study had been infected with the virus in the
late 80s and early 90s when the stigma associated with the disease wantjests
They were more likely to face the effects of layered stigma thaiipartts who
were straight. Layered stigma can be defined as experiencingfararsyof stigma at

once, which are the result of having different discrediting conditions like beyng ga
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being of an older age, and having HIV/AIDS (Emlet, 2006c). One instance ofnageis
and HIV/AIDS interacting with each other was evident in an interview with ater ol
gay male respondent who felt that the multiple stigmas of being black, aided e
positive made it difficult for him to attract a potential partner in the gay aomiyn

which was youth centric. As men having sex with men continue to be at risk of
contracting HIV/AIDS and as many adults in this group age with the disease, it
important to examine how aging is viewed within the gay community and how this
community responds to the needs of older gay men with HIV/AIDS. Further fesearc
is also required to examine how layered stigma impacts the lives of olderegay m
living with HIV/AIDS.

Older gay men may also experience both enacted and felt stigma. Further
analysis of findings reveals that the relationship between felt and enagted was
extremely fluid. Some respondents experienced only felt stigma or fearsiblpos
stigma while other respondents had only direct or enacted experiencesnaf. sti
There were also respondents who had experienced both felt and enacted stigma. In
some cases, these experiences were linked to each other where a previous enacted
experience of stigma could lead to felt stigma in the future. For examplegalle
men may have experienced enacted or direct stigma in the early 1980s and 1990s
when the stigma associated with being gay and HIV positive was very strong. This
enacted experience of stigma which occurred in their past may makeciéudoh 6f
experiencing stigma in the present which in turn may stop them from disclosing thei

diagnosis to people with whom they interact.
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Some gay men who lived through the 80s and 90s faced both internalized as
well as externalized homophobia. A number of participants in this study were gay
men, so this study was able to examine what possible strengths older gayimgen |
with HIV/AIDS may have developed over the years. Members of this group have als
been described by Morrow (2001) as “resilient survivors” (p. 162). It is important tha
social work practitioners assess the clients’ identity of being gdgr ahd HIV
positive so as to understand how multiple stigmas may impact the lives of older, gay,
men living with HIV/AIDS.

Findings from this study show that the experience of stigma is very complex
and influenced by a number of social factors. This further emphasizes the need for
reexamining the models of stigma currently available in the litera@tresr
theoretical implications are described in the next section. To summarize the
implications of findings related to research question one, respondents were
stigmatized by family, friends, and at the workplace. They also anticipadethas
from a variety of sources and were aware of the history of the HIV/AIDSrade
and of how people were stigmatized in the past. Participants also observegintiae sti
experiences of other adults living with HIV/AIDS and these experiencegdnmw
they currently respond to stigma. Some respondents in the study also expressed a
sense of personal shame and distress about their diagnosis. These and other

implications are further discussed in the implications section of this chapter.
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Discussion of Findings Related to Research Question Two

Strengths responses to stignie second research question for this study
was: How do respondents employ personal strengths when responding to the stigma
associated with the disease? This question explored the strengths resposseseha
respondents had to the stigma that they experienced. Findings showed that some
respondents empowered themselves and developed various ways of managing the
stigma they experienced. This self-empowerment was further encduradglee
support of family members, friends, and other members of society such as bosses in
the workplace who helped respondents’ combat stigma by providing support and
guidance. They also served as intermediaries who stopped other sources from
stigmatizing respondents. These findings point to the need for practitioners to
recognize the role family and friends may play in helping respondents’ cotigioad s
so that they may further involve them in the interventions developed to help
respondents manage the stigma that they face from various sources.

Participants also sought guidance on how to manage stigma from the support
groups that they attended. Respondents who attended support groups shared how they
had received advice and information on how to deal with stigma experiences from
other support group members. They developed communication skills and confidence
in these groups as well as gained access to friends and developed a socibhhtircle t
included members of their support groups. Findings showed that seeking membership
in support groups was an important strengths response to stigma. Membership in

these groups helped respondents break the isolation that often resulted when
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respondents revealed their HIV/AIDS diagnosis in society. Suggestions for
incorporating respondents and their issues in support group settings are discussed
later under implications for social work practice.

Some respondents were clearly resilient in responding to stigma. Benard
(2004) has defined resilience as an “innate capacity bolstered by environmental
protective factors (p. 9).” Consensus in the literature defines resilisrtbyg ability
to cope with unexpected and negative life circumstances (Adger, 2000; Holling &
Gunderson, 2001). According to Langer (2004), when people transform negative
experiences into positive opportunities, they are likely to experience persowét.g
Adults living with HIV/AIDS who demonstrate greater resilience are msce likely
to positively cope with their diagnosis than those who don’t demonstrate resilience
(Farber et al., 2000). Some responses that demonstrated resiliency weeedhe us
humor as a response to a stigma experience, forgiving those who stigmatized them
and refusing to be labeled because of their diagnosis. Findings point to the need to
further explore respondents’ resilience in managing stigma associated wit
HIV/AIDS.

Several participants in the study became involved in volunteer efforts to
educate society about the disease because they recognized education as art importa
tool in combating stigma. Participants also volunteered to provide support to others
living with HIV/AIDS who had similar experiences of stigma. Research on the
strengths of older adults living with chronic conditions has shown that they are able t

build on basic survival skills and develop their own solutions to the problems they are
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facing (Perkins & Tice, 1994). Respondents living with HIV/AIDS are an important
resource who can help others living with HIV/AIDS manage stigma. Implications of
this finding for social work practice are discussed in a later section ohtiyder.

To summarize, this study explored participants’ use of strengths responses
when faced with stigma. Findings showed that some respondents had empowered
themselves with the support of family and friends, were resilient, sought msmbe
in support groups, and most importantly used themselves as personal resources to
combat stigma. Social work practice may be improved by recognizing thetBsreng
that adults 50 years and older possess and using their skills in developing stigma
management programs. Little research has been conducted on strengths résponses
stigma and research on the strengths responses that the older adult population has to
stigma, is even more limited. The findings of this study that respondents have
strengths responses to stigma, further inform the already existirsgailess the
strengths perspective and its role in social work practice.

Discussion of Findings Related to Research Question Three

Other responses to stigmBhe third research question of this study explored
alternate responses the participants had to stigma as opposed to strepgtisee
Findings showed that participants responded to stigma experiences in diffeysnt wa
the first of which was strengths responses to stigma. This was discussed in the
previous section. Some respondents also responded to stigma in ways that did not
utilize their strengths. One of these responses was a decision to not disciddb/the

status to people in their lives or society. Respondents who had experienced stigma
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either directly or expected to experience stigma often did not disclose tkeir H

status. This could be troublesome considering that disclosing their HIV status mig
have helped respondents acknowledge that they live with a chronic disease and
ultimately seek out social support. Further discussion of possible measures #iat soci
workers can use to help respondents overcome stigma which is a major barrier to
disclosure are presented in the implications section of this chapter.

Some respondents also stated that they isolated themselves either because of
previous experience of stigma or because they feared that they may beiztiggmat
Literature examining the experiences of adults 50 years and older liwimg wi
HIV/AIDS has suggested that older adults are at greater risk of ssmietion than
younger adults living with the disease (Emlet, 200&)ce again, their response
prevented them from seeking support from family, friends, and social organizations.
Social workers need to reach out to older adults who may have isolated themselves as
a result of stigma experiences. Possible innovative methods of accessing older adul
who have isolated themselves as a result of stigma are discussed in the oext sect
Discussion of Findings related to Research Question Four

Personal growth resulting from stigma experiendéwe fourth research
guestion examined if respondents experienced personal growth as a result of their
responses to the stigma they experienced. Findings revealed that some respondent
experienced personal growth when they demonstrated strengths responsasato stig
Personal growth occurs when respondents consistently demonstrate strengths

responses to stigma and then make significant life changes as a rdseilt of t
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strengths responses. Personal growth responses experienced by some resspondent
included a desire to give something back by helping others with the disease and
spiritual growth. Findings show that respondents who demonstrated strengths
responses to stigma were more likely to demonstrate personal growth. fmlexa
some respondents said that they felt like giving back to the community because of t
support that they had received from organizations or other people living with
HIV/AIDS. Some respondents also stated that they had experienced sgnatuwéi
as a result of their stigma experience. Literature that examinesetio¢ sigrituality
by aging populations shows that spiritual beliefs lead to greater nesilend can
help people build competence in new areas (Nelson-Becker et al., 2006). Current
understanding of stigma has largely explored the negative consequencgsafosti
the lives of the people experiencing it, but is more limited in its look at positive
outcomes. These findings show the other side of the stigma experience where
respondents are able to use their experiences to make positive changes not just in thei
own lives but also in the lives of others living with the disease. The next section of
this chapter presents the theoretical, clinical practice, and policy itnpfisaf the
findings of this dissertation.
Discussion of Findings from Specialized Analysis (Disclosure and Non-Disclosure)
Analysis of the interviews conducted with respondents revealed that their
experiences of stigma were closely linked to the decision to disclose or toaloselis
their diagnosis to family members, friends, and other people in their livesudgech

this finding related to the stigma experience, | conducted a specialized psiata
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further investigate the role of disclosure and non-disclosure decisions. sec¢hn,
| integrate the implications of this plot analysis with the literature onadisc.
Emlet (2008) studied the disclosure concerns of older adults living with HIV/AIDS
and found that older adults living with HIV/AIDS chose not to disclose for a number
of reasons. With regards to parents, older adults felt that they may probably outlive
their parents and did not want to upset them with their diagnosis. Emlet (2008) has
called this lack of disclosure “protective silence” (p. 712). Participants inutlyg st
also went through a period of reflection where they weighed the positive and negative
consequences of disclosing their diagnosis. While some participants who disclosed
their diagnosis received the support of family members and friends, others
experienced stigma from the people to whom they revealed their diagnosis. &inding
point to the need for interventions which could help adults 50 years and older disclose
their diagnosis in a judicious manner and minimize the stigma they may experience
when they choose to disclose their diagnosis.

Emlet (2008) also identified fear of stigma related to disclosure to potential
sexual partners. Participants in this study were scared that their ctiafiewould
be violated if they disclosed their diagnosis to potential sexual partners. Resgonde
in my study also discussed how difficult it was to negotiate sexual encountels. Som
respondents expressed their fear that potential sexual partners miglsedibeio
diagnosis without their consent. Participants were also afraid that sexonarpart
might reject them when they revealed that they were HIV positive. Whileadever

participants acknowledged that they had sexual needs, their fears of lgimafiged
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by their sexual partners made them wary about disclosing their diagnosis. The
findings point to the need to counsel older adults with HIV/AIDS on how they may
negotiate sexual encounters and what they can do to protect others from the risk of
contracting HIV/AIDS.

Findings from this study adds to the limited research that examines the
disclosure experiences of adults 50 years and older who are living with HIV/AIDS.
An analysis of the data indicated that this decision had a great impact on their
experiences of stigma, responses to stigma, and experiences of persorfal growt
specialized plot analysis revealed some intriguing findings. For respshuiéiot
experienced stigma on disclosing their diagnosis, their first experienagroésvas
likely to be an ‘enacted stigma’ experience. An experience of enaajathstn
disclosure could lead to respondents anticipating stigma in the future or having a
‘felt’ experience of stigma. When ‘enacted’ stigma experiences ledelttstigma,
participants were likely to respond to it by choosing not to disclose their diagnosis to
other people they meet who were likely to stigmatize them. Most respondents who
choose not to disclose did so because they anticipate stigma on disclosure.

In particular, adults who have aged with HIV/AIDS have faced stigma over a
long period of time. Many of these adults experienced stigma in the 1980s and 1990s
when the stigma associated with the disease was strongest. They alsloesaw o
people living with HIV/AIDS experience different forms of stigma. Over r@opleof
time, social stigma associated with HIV has reduced when compared t@tha sti

felt by people living with HIV/AIDS in the 1980s and 1990s. and this was true for
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participants in this study, However, even if the frequency of their experiehces
enacted stigma was reduced over time, participants who were diagnosedadrlie

who aged with the epidemic were likely to either anticipate or have feltierpes

of stigma caused by their previous experiences. These participants weck, lesta

likely to disclose their diagnoses than participants who had been diagnosed more
recently. These findings point to the need for social workers to assesddhiedlis
experiences of stigma experienced by those adults who have aged with the disease.
Implications of this finding are discussed in the practice implications ostilndy .

Further analysis also revealed that engaging in the process of diseéondure
facing stigma could be a stimulus for persons living with HIV/AIDS to develop
strengths responses to stigma. Respondents in the study who disclosed their diagnosis
reported developing strengths responses to stigma more consistently titpepés
who had other responses to stigma. While a decision to disclose exposed respondents
to possible stigma, it also allowed them to access support from family members,
friends, support groups, and other people in society who wish to support them. Facing
a stigma experience is also the only way to develop increased resiliehedand of
stigma. When respondents chose not to disclose their diagnosis, they reduced the
possibility of receiving support and developing increased resilience. This finding
indicates that those respondents who disclosed their diagnosis and faced stigma we
often able to move on and find positive ways to manage their stigma experiences.

While disclosure could lead to positive support, some respondents who

disclosed their diagnosis also faced stigma as a result of their discldsdies ®ave
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shown that while disclosure may lead to positive support, indiscriminate disclosure
may lead to distress, depression, and suicidal thoughts (Kalichman et al., 2000).
Existing research in the area has also stated that adults 50 years afidiotpetth
HIV/AIDS are less likely to disclose their diagnosis to family, friends, andee
professionals than younger adults (Emlet, 2006c¢). Findings from this study and
existing research in this area point to the need for social work practitionersetope
strategies for encouraging older adults to disclose their diagnosis to suppexdple
in their lives. Social workers also need to counsel clients 50 years and older on how
they can judiciously disclose their diagnosis in order to minimize possibleastign
may result from injudicious disclosure.
Discussion of Additional Findings on Older Women Living with HIV/AIDS

Special emphasis was given to the findings that emerged from intervidws wit
women who were 50 years and older and living with HIV/AIDS. Several findings that
were related to the experiences of older women and that were not dirdeatty o
their stigma experiences emerged from the study. These findingsnekrded in the
study as they pointed to the need for greater prevention and education efforts among
women 50 years and older who were living with HIV/AIDS. In general, women in the
United States have been under-represented in prevention efforts when compared to
men because of inherent patriarchal values that exist in society, whichseeks
promote the cause of men’s health over that of women (Peterson, 1997). Among older

adults who are living with HIV/AIDS or are at risk of being exposed to the virus,
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older women are perhaps the most underrepresented in prevention efforts (Binson et
al., 1997).

According to Binson and Pollack (1997), older women (50 years and older)
and women in their midlife (40 years to 49 years) represent 25% of all women who
are living with HIV/AIDS and are 4% of the cases reported in the United States
Some women have been infected at a younger age and are living longer due to
advances in medicine (Mack & Ory, 2003). Even within the population of older
adults, being an older woman and of any sexual orientation other than heterosexual
was more likely to increase stigma associated with the diseasd,(Eal6). Older
women in the study stated that they became less careful about protection as thei
chances of getting pregnant went down. Some women spoke about how birth control
had been the major issue for their generation and they did not expect to be infected
with HIV/AIDS. This finding confirms existing research that while thisup
continues to be sexually active, they are not adequately informed of the tisk tha
unprotected sex may expose them to such as sexually transmitted diseaserin ge
and HIV/AIDS in particular (Lindau et al., 2006). In a study conducted with older
women in a general medicine clinic, Henderson et al. (2004) found that older women
did not have adequate knowledge of the sexual transmission of the virus. Most
information that they had on sexual transmission of the virus was derived from
sources like the television and other media sources (Henderson et al., 2004).

Being both older and a woman are associated with lower levels of knowledge

about how HIV/AIDS is contracted and the use of protective measures such as
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condoms (LeBlanc, 1993; Schable et al., 1996). A study conducted by Neundorfer et
al. (2005) found that most women 50 years and older who had been diagnosed with
HIV were less likely than younger women to have used a condom or to have been
tested for HIV. Older women may find it more difficult to negotiate condonasise
they may not have used them before and post menopause may find it awkward to
discuss the use of protection with partners when this protection is against dmgkase a
not pregnancy (Zablotsky, 1998).

Older women in this study had not developed sexual negotiation skills and did
not speak to their partners about STDs and using condoms. Participants expressed a
need for greater awareness of older women'’s vulnerability to the disease. The
literature on women 50 years and older living with HIV/AIDS has shown that older
women who are in long term relationships or who are married find it difficult to
negotiate condom use with their partners as the use of condoms may give the
impression that the woman believes their partner is unfaithful (Zablotsky & Hgnne
2003). Older women may also be unaware that a healthy looking sexual partner may
have HIV/AIDS and that protective measures should be used in all sexualtiateyac
(Zablotsky, 1998). Older women often do not know the sexual histories of their
partners and are embarrassed to ask them these questions (Neundorfer et al., 2005).
HIV positive participants in the study conducted by Neundorfer et al. (2005) also
stated that the men who had infected them had known about their own HIV status and
had not disclosed it to the women. The women who had never been tested found no

reason to suspect they had been infected and failed to associate symptoms of HIV
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such as diarrhea and losing weight with having the disease. During theagesy
especially long-term marriages, women may have had only one partner and
HIV/AIDS and STDs were not a concern. Prior to their marriage, they may not have
been sexually active or, if they were, they were more likely to be concdroatithe
stigma of premarital sex or pregnancy.

The primary mode of HIV/AIDS transmission for women who participated in
this study was heterosexual transmission. Women had been diagnosed at a later ag
than most men in the study. In addition, findings confirmed existing research that
women 50 years and older were not adequately educated about the risks of
contracting HIV/AIDS and about the need to protect themselves. Femalépatsc
spoke about the lack of education and awareness campaigns for older women living
with the disease. These findings point to the need for further research in this area.
Practitioners need to assess the unique needs of older women living with disease and
plan support programs for them.

Discussion of findings of this study have pointed to need for innovation in
theory, suggestions for social work practitioners to plan interventions with older
adults living with HIV/AIDS, and changes in existing policy to reduce stigma
experienced by them. In the next section, | discuss theoretical immhsati the
findings.

Theoretical Implications
The underlying theories used to inform this study were: 1) Goffman’s (1963)

theory of stigma and 2) the strengths perspective in social work pregdiesbey,
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2006). Goffman’s understanding of stigma has been considered a seminal work that
has provided the framework for numerous studies that have examined the stigma
experiences of various groups with chronic conditions. The study also presents
definitions of stigma, namely enacted stigma or the actual experienignod.sand

felt stigma or the fear of possible stigma (Green & Platt, 1997). They8tsen
perspective in social work practice was used because it provided an altetm#tizve
medical model and expanded on previous models to support the full range of
experiences of adults 50 years and older living with HIV/AIDS.

This study did not aim to verify any existing model related to stigma. A
phenomenological exploration of respondents’ experiences of stigma, their responses
to the stigma, and possible personal growth that they may have experienced was
conducted. Goffman’s theory of stigma was not used as an explanatory model of
stigma. Rather, it was presented in order to provide the reader with an understanding
of existing stigma theory. Similarly, the strengths perspectivepnesented as a
possible theoretical framework within which the strengths responses to stigma coul
initially be understood.

This study’s findings confirmed some of Goffman’s ideas on the stigma
trajectory. As Goffman (1963) suggested, stigma experiences discreoindests
who are living with HIV/AIDS. HIV/AIDS is an undesirable trait that often
overshadows all that is positive about persons living with the disease. For example,
respondents in the study shared how friends and family members with whom they had

close personal relationships stopped speaking to them once they found that the
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respondents were HIV positive. In the next section, | discuss three thaboretic
innovations that emerged from this study. First, additions have been made to Green
and Platt’s (1997) definitions of enacted stigma and felt stigma. Second, concepts
from both Goffman’s stigma theory and the strengths perspective have begea mer
in this study in order to provide a clearer explanation of how patrticipants respond to
stigma. Third, this study presents an examination of the critical decisions of
disclosure and non-disclosure and the impact these decisions on older adults’
experiences of stigma, their responses to stigma, and personal growtkreogzeri
Enacted Stigma and Felt Stigma Experiences

Current findings in this study have been largely organized under the headings
of enacted stigma and felt stigma. These definitions of stigma weved &mom
Green and Platt’s (1997) definitions of stigma. The authors’ stated thatpbeence
of stigma from having HIV/AIDS could be divided into two categories, the first being
enacted stigma or a direct experience of discrimination and the second kteing fel
stigma or a fear of possible stigma. Stigma is a dynamic concept. Respondents
experience stigma in multiple and interactive ways. They may have ancestgtea
experience, or they may fear possible stigma and have a felt stigmaagpekven
more, they may have both enacted and felt stigma experiences. Findings gshow tha
stigma experiences and the responses that participants have to stigimapaikby
their previous experiences of stigma as well as the social context in whiafe sy,

This study’s findings add to Green and Platts (1997) definitions of enacted and felt
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stigma by providing an understanding of how different types of stigma inteithct w
each other.
Merging the Strengths Perspective and Goffman’s Theory on Stigma

Goffman’s (1963) theory on stigma is limited in that it assumes all responses
to stigma would be negative responses like passing and covering behaviors. His
theory of stigma has also been criticized for assuming that people whteagpe
stigma are unhappy because they are stigmatized and are unable to getiover
feelings of distress. Findings show that not all respondents who experigmea sti
have negative responses to it.

Findings of this study merge the principles of the strengths perspective with
Goffmans’ (1963) conceptual understanding of the “own and the wise” and provide a
more complete understanding of the respondents’ stigma experience. Fogthstre
responses to stigma were identified. These are resilience in the faigenaf, st
seeking membership in support groups, respondents empowering themselves with the
help of supportive people, and education and volunteering.

Goffman (1963) introduced the concepts of the “own and the wise” (pp. 19) in
his model of stigma. Individuals in the “own” category share the stigma camditi
(HIV/AIDS) of respondents and are sympathetic to respondents living with the
disease. Individuals in the “wise” category do not have HIV/AIDS but treat
respondents who have HIV/AIDS with dignity and respect.

Respondents in this study received support and guidance from members of

support groups who shared their diagnosis. They also received support from family,

166



friends, and people in their workplace who helped them empower themselves and
manage their stigma. One can see an overlap here between Goffman’s (1963)
concepts of the own and the wise, and Saleebeys’ (2002) strengths perspective
principles of empowerment and membership. The two theories merge and frame
respondents’ strengths responses to stigma. While Goffman’s “own and wise” are
merely sympathetic, “the own” (other respondents with HIV/AIDS) and thee"w
(family, friends and other supportive members of society), in this study agppert
mechanisms and intermediaries who encourage respondents to empower themselves
and combat stigma. Findings provide a more complete understanding of respondents’
strengths responses to stigma. The principles of the strengths persaedtive
Goffman’s conception of the “wise and the own” have been merged in this study to
provide a framework within which older adults’ strengths responses to stigmaemay b
understood.
Disclosure and Non-Disclosure

Once respondents received their diagnosis, two critical decisions shaped their
experiences of stigma, their responses to stigma, and the personal growth they
underwent. As stated earlier, respondents in this study who consistently disclosed
their diagnosis seemed to demonstrate greater personal strengthsegsoins
experienced more personal growth. This finding adds to existing understanding of the
stigma experienced by people living with HIV/AIDS. While previous studies have
indicated that it is important for people to disclose their diagnosis so that thd spre

of the disease may be contained, findings from this study show that an understanding
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of respondents’ disclosure and non-disclosure decisions may provide insights into
transforming negative stigma experiences into positive strengths andigrowt
experiences. The decision to disclose not only impacts the spread of the disease, it
also provides the context for participants to respond to stigma in positive ways and
further develop personal growth by being of service to others who are wying t
combat stigma.
Implications for Social Work Practice

My findings indicate that older adults face challenges in places whaed so
work interventions could help to produce more positive health and quality of care
outcomes. Funding for HIV prevention is largely given to groups perceived to be at
the greatest risk, like gay men or injection drug users. Older adults living wit
HIV/AIDS are not specifically targeted as they are considered to balagoup.
However, this study has shown that this group has unique needs that are not being
met. As more drugs become available, larger groups of adults living with HD&/A
are going to age and it is extremely important for social work practisdoexddress
the needs of this population. Four key implications for social work practitioners are
discussed below: 1) Using respondents as resources in the planning and
implementation of stigma prevention programs 2) Using family and friends as
resources in combating stigma; 3) Forming support groups for older people living
with HIV/AIDS; and 4) Counseling respondents about disclosure of their diagnosis.
Using Respondents as Resources in Educating Family Members and Friends and

Other Members of Society
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Findings in this study indicated that respondents experienced the largest amount
of stigma from their family members and friends. They were also siggdah the
workplace by employers and experienced stigma from a variety of otheesair
varying intensities. A large portion of stigma experiences occurred @Gukats of
knowledge about how the disease is spread. Family members and friends wale fearf
of contracting the virus through touch, through the use of common toilets, and
silverware. Over the years, HIV/AIDS education and prevention programs have
emphasized that the disease is only spread through sexual contact, the use of
contaminated syringes or through a blood transfusion in which the patient may
receive contaminated blood. Despite these public campaigns, respondents inythe stud
indicated that the message had not reached their families, friends, and sdarefy. at
As a result, they experienced stigma and discrimination at the hands gf famil
members and friends. There is clearly a need for greater outreach anibeducat
among the families of older adults and among older adults themselves on how
HIV/AIDS is contracted and spread.

Findings have shown that respondents were able to combat stigma if they were
given an opportunity to educate family and other members of society about the
disease. They also wished to give something back to other individuals living with
HIV/AIDS, which is an indicator of personal growth. Social work practitionems ca
help adults 50 years and older who are living with HIV/AIDS empower themselves

by encouraging strengths responses to stigma and personal growth.
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A key strategy would be to use older adults as resources in the planning and
implementation of stigma management programs. The use of peer counselors and
outreach coordinators from the subgroup that a program may be targetingtsgystr
that has been successfully used by many HIV/AIDS organizations for other sub-
populations who are at risk of HIV/AIDS (Brown et al., 2001; Boudin et al., 1999).
Findings have shown that some respondents helped other respondents with
HIV/AIDS to manage stigma and educated family members and friends about the
disease. Social workers could recruit older adults to take on the role of peer
counselors and outreach coordinators within stigma management programs. Further,
their insights on how stigma occurs would be extremely beneficial in implergenti
an effective stigma prevention program.

An important finding in the study was that respondents often isolated themselves
because of fear of possible stigma and this may prevent them from accessing suppor
systems. This may make it difficult for organizations to reach older adntisave
not utilizing their services. Using older adults as outreach coordinators naay be
successful strategy as they would be able to access venues which other adults 50
years and older frequently access. They would also be received as insidens in thes
venues and could then speak about HIV/AIDS prevention and resources that are
available for adults 50 years and older who are living with HIV/AIDS.

Using Family and Friends as Resources in Combating Stigma
Other key resources that social work practitioners could use in stigma

management efforts are family and friends of older adults who are supportive of them
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despite their diagnosis. Findings show that some family members and friesdigasct
support systems for adults 50 years and older and helped them empower themselves
to combat and manage stigma. Family members and friends also acted as
intermediaries who stopped people from further stigmatizing respondents living wi
HIV/AIDS. Family and friends who were supportive of respondents living with
HIV/AIDS were reported as central in efforts to prevent and manageastigoaial
work practitioners can plan stigma management programs so that supportiye famil
members can help older adults living with HIV/AIDS disclose their diagresil
strategize how to minimize the stigma experience from other familyremdi$.
Forming Support Groups for Older People Living with HIV/AIDS

Findings in this study have also shown that some respondents benefited from the
guidance and friendships they developed in support groups. Some respondents in the
study attended support groups that had been organized for all adults living with
HIV/AIDS. Research that has examined older adults support networks has found that
many people in these support networks are HIV positive (Poindexter & Shippy,
2008). Older adults use venues like support groups to form new friendships.
Relationships with people within their support networks often replace other
relationships that older adults lost through stigma and discrimination (Poinéexter
Shippy, 2008). Social work practitioners should encourage their older clientsrtd at
support groups in order to help them end the isolation they have experienced living
with HIV/AIDS. Few female participants in the study had attended support groups

that focused on women. Clearly, persons at risk for HIV/AIDS may have similar
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issues and experiences to discuss, but within this “at-risk” group there sodyeal
individual differences that would warrant the division of support groups by age for
instance. Research has indicated that AIDS Service Organizations (ASDS)
Community Based Organizations (CBOs) do not have services tailored to th@heeds
adults 50 years and older that are living with HIV/AIDS (Linsk, Fowler, &8us
2003). Support programs do not provide enough information about issues that are
related to aging with HIV/AIDS such as menopause and increased isolation. Younger
adults may find it difficult to empathize with issues raised by adults 50 gadrs
older in support groups. Older adults may also find it difficult to share their problems
with staff in AIDS Service Organizations who have not been trained to deal with
issues arising from aging with HIV/AIDS (Linsk et al., 2003). Organizations should
experiment with the formation of special groups, which would have only older
participants such as older women and focus on their issues and stigma experiences.
Counseling Respondents about the Disclosure of their Diagnosis

An important finding of the study was that decisions to disclose or to not disclose
were central to respondents’ experiences. Respondents were often scared of
disclosing their diagnosis to sexual partners either because they expdmted t
stigmatized or because they had experienced stigma in the past and adtitipate
the future. Older adults are often considered by practitioners to be asexua ar ha
limited amount of sexual activity. A number of respondents who participated in the
study wanted to be sexually active and some respondents reported being sexually

active. The sexually active participants of this study described that tdey ha
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experienced stigma from society related to being sexually acties. dlko explained
they were uneasy about disclosing their diagnosis to potential sexual partarsebe
they were fearful that potential partners would not only reject them but could then
reveal their diagnosis to other people.

According to Thorogood (2002), health organizations find it difficult to raise
awareness about HIV/AIDS among older populations because they are embarrasse
to discuss the implications of unsafe sex on public health. This is particulerifotr
older populations who are not perceived to be at risk for sexually transmitted slisease
in the first place. Because one of the primary means of HIV transmissionughr
unprotected sex, it is extremely important for social work practitioneectgnize
that respondents living with the disease are sexually active, or at leastecdieng
sexually active, and to provide non-judgmental counseling services which would help
respondents negotiate disclosure to potential sexual partners. Counseling should also
be provided to older adults to help develop strategies to cope with the possible
rejection they may experience when they disclose their HIV/AIDS diagtmsi
potential sexual partners.

While findings have revealed that there are many positive consequences of
disclosure, the decision to disclose is a difficult one because it exposes oldetoadults
possible stigma. Social workers need to work with older clients on issues such as the
appropriate time to disclose their diagnosis, to whom they should disclose their

diagnosis, and how they can minimize the risk of stigma. One example could be
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utilizing the help of supportive family members to disclose their diagnosisdatpar
or friends.

Social workers also need to assess the historical experiences of cherftawve
aged with the disease. These clients are more likely to have felt expsreistigma
which are a result of their previous enacted stigma experiences. Clientotrshare
their felt stigma experiences easily and social work practitiondirbavie to probe
further in their assessments to understand the relationship between clientaire
enacted stigma experiences, their felt stigma experiences, and speimses to
stigma.

The decision to disclose or not disclose occurs in many venues; one of these is the
workplace. Respondents described having to negotiate their decision to disdhese in t
workplace very carefully as they ran the risk of either losing their jokp@rEncing
stigma from colleagues in the workplace. In the next section, | discus®adddi
existing policy that could protect respondents from stigma in the workplace

Policy Implications
Findings from this study point to the need for identification of policy changes
that could help ensure that older adults living with HIV/AIDS do not face stigiha a
discrimination in the workplace. Social policy has often been geared towards the
needs of groups that are considered to be at highest risk and moved away from
focusing on the needs of those who are perceived to be at low risk (Orel, Wright &
Wagner 2004). Policy makers also need to focus on the needs of adults 50 years and

older living with HIV/AIDS. In this section, | will examine two policy meassirl)
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The Americans with Disabilities Aathich protects people living with HIV/AIDS
from stigma in the workplace and 2) TRgan White Care Act
Americans with Disabilities Act

Some respondents who participated in the study shared their experiences of
stigma and discrimination at the workplace that they underwent when theysdibcl
their HIV/AIDS diagnosis at work. In the United States, employers canyegal
dismiss any employee if they think that they are unfit or not fulfilling tlodir
responsibilities adequately, however, any employee who has HIV/AIDS dadHae
they have been unfairly dismissed because of their diagnosis can seek mgakrec
under theAmericans with Disabilities A¢Studdert, 2002). Drafters of tihenericans
with Disabilities Actincluded provisions in the act that protected people living with
HIV/AIDS against discrimination at the workplace. The interpretive guidelif¢he
ADA further reinforced the protections that were established in the ordyiatilfor
adults living with HIV/AIDS. Though there were a few legal cases in thg 2880s
which challenged whether adults who were asymptomatic fit the definition of having
a disability, the courts ruled that even asymptomatic adults were consitisabtéd
and were to be protected by ADA legislation (Studdert, 2002).

Title 1 of the ADA addresses possible discrimination in the workplace. It
expressly states than an employer cannot discriminate against ployeenin hiring,
firing, advancement, and compensation of that employee on the basis of a disability
that he or she may have. Employers are also supposed to provide reasonable

accommodation for a disabled employee as long as the accommodation does not
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cause undue hardship for the employer. Some of the accommodations that employers
should provide under the guidelines of the ADA are time off to see the physician,
time given for medication adherence, and possible flexible work hours to reduce
fatigue.

A few respondents in this study faced discrimination from their employers. One
older adult was fired after he disclosed his diagnosis to the employeAniérécans
with Disabilities Acthas provisions not only to protect adults from discrimination but
also to facilitate a comfortable workplace environment for any adult livitlg wi
HIV/AIDS.

Some of the barriers that prevent older Americans living with HIV/AIR&fr
accessing the legal protections of Armaericans with Disabilities Acre fear of
disclosure to employers and other employees in the workplace. One older adult in this
study also expressed a sense of helplessness stating that it was etlydikiee or
she would not have the money for the long legal battle required to prove he or she had
been discriminated against in the workplace.

The problems that older Americans living with HIV/AIDS have with the aatilocc
in the areas of 1) not having enough trust that their employer will protect their
confidentiality and 2) in the enforcement of the act. Social policy makers need to
address these barriers by amending the ADA by 1) Incorporating gueisi@ti the
Act for training employers about illegal discriminatory practicesteel to
HIV/AIDS. Advocates should then make sure training includes content about older

populations who have HIV/AIDS and possible discriminatory practices; 2)
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Strengthening provisions that hold employers accountable if they disclose the olde
adults’ HIV/AIDS status to anyone without the older adults’ expressed g&am;j

and 3) Including provisions to expand education of all groups, including older adults
about their right to legal recourse under the ADA. A portion of this expansion should
be targeted toward holding workshops for adults 50 years and older living with
HIV/AIDS which would provide them with information on where to access
affordable legal counsel if they wanted to sue the company they worked fog on t
basis of discrimination.

Social workers should advocate for the rights of older adults who have been
fired from companies because of their HIV status. Due to advances in medication,
more and more older adults living with HIV/AIDS are entering or returning t@the
market. It is extremely important that they are protected against mossdrha in the
workplace because of their diagnosis.

Ryan White Care Act

TheRyan White Care Aatas passed in 1990 to provide funding for direct
services for people living with HIV/AIDS. The act was passed in memory af Ry
White, a teenager who died of AIDS after being infected through a taintezphgia
treatment. Ryan White faced extensive stigma and was dismissed frooh sch
because he had contracted HIV/AIDS. Ryan White became an advocate for the caus
of people living with HIV/AIDS and the act was a significant policy measure im bot
reducing the stigma associated the disease and making treatment af@ilpbtgple

living with HIV/AIDS (Marx, Hirozawa, Soskolne, Liu, & Katz, 1996).
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This study examined tieyan White Care Adtecause it has roots in the
stigma experiences of people diagnosed with HIV/AIDS in the early days of the
epidemic. It is important to understand if and how this policy measure, which
addresses the needs of stigmatized adults living with HIV/AIDS, has evolvedkin or
to explore if it has addressed the needs of the growing group of adults 50 years and
older who are either aging with the disease or have been newly diagnosed with
HIV/AIDS.

Each state receives Ryan White funds through a block grant and distributes
these funds to AIDS Service Organizations in order to provide money to people living
with HIV/AIDS. Most adults living with HIV/AIDS that have accessed seggihave
received their services at AIDS Service Organizations (ASOs). A@8ice
Organizations operate independently with the exception of following certaglaide
out by the federal government for states that redeixgn White Care Adunds.

Each state that accesses Ryan White funds is required to form a state
consortium which makes decisions on which groups should be targefaaby
White Care Acfunds. A study conducted by Hickey (2008) of four Midwestern states
examined whether prevention education was made available for older populations
with HIV/AIDS. The author interviewed directors of AIDS Service Orgaionstand
attended State Consortium Meetings where decisions were made on which groups
should be targeted to receiRgan White Care Adtinds. Findings from her study
revealed that most ASO directors in the study felt there was not enough money to

provide targeted prevention education for older adults living with HIV/AIDS
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(Hickey, 2008). Additional findings showed state consortia meetings followed
guidelines set by the federal government and the G@n White Care Adtinds

are allocated to groups that have traditionally been perceived as abugis giike

men having sex with men (MSM) and certain minority groups in which the rates of
HIV/AIDS are rapidly rising. Hickey (2008) posits that certain groups ssddSMs
are expected to indulge in risk behavior like unprotected sex, but it is difficult for
policy makers to imagine older adults indulging in sexual activity that coatdase
their risk of contracting HIV/AIDS. There is clearly a need to understangabty in
older adults and their risk of HIV/AIDS. Greater advocacy is required to eraire t
policy makers are informed of the growing population of adults 50 years and older
with HIV/AIDS so that funds may be allocated for prevention education for this
subgroup.

Findings from the study point to the need for innovations in theory, social
work practice, and policy to address the needs of adults 50 years and older living with
HIV/AIDS. While this study explored multiple facets of respondents’ expees it
also had some limitations. The next section of this paper focuses on this study’s
limitations.

Limitations

This study conducted a phenomenological exploration of respondents’
experiences of stigma, their responses to stigma, and their experieneesoofp
growth. While the methodology was chosen to provide the maximum space for

respondents to voice their experiences and to allow me to conduct an in-depth
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analysis, a weakness could be related to my personal characteristinsAgiaa
younger woman, | did could not have shared the lived experiences of participants in
the study. The sample size of this study was intentionally small in ordenta gai
deeper look at respondents’ experiences. Future research could explorestiesse is
with larger, more diverse populations. This study was conducted in a Midwestern
state and had a sample of only Caucasian and African American respondents. A more
diverse set of respondents in a variety of areas of the country would undoubtedly
yield additional important findings. This study examined the overall expes@ice
populations 50 years and older living with HIV/AIDS, but greater attention needs to
be paid to the unique experiences of older women living with HIV/AIDS and to the
experiences other minority elders living with HIV/AIDS.
Future Research

Analysis of the interviews conducted for this study revealed areas of future
research. Research is needed to see if the current model of stigma, preséimged in t
study, can be used as an explanatory model in other studies on the stigma esgerienc
of older adults living with HIV/AIDS. The current study used an open ended
guestionnaire and a phenomenological approach to provide participants with the
maximum opportunity to voice their experiences. In the future, | would like to use a
structured questionnaire to further examine specific stigma experiérateserged
from this study.

Health care researchers also need to study HIV/AIDS as a diseaseciiat

across the lifespan. Interventions should be planned to meet the needs of infected
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adults as they age with the disease because stigma experienaEnttage. Further
research is required to examine which stigma experiences arecsfieoifier adult
populations as opposed to stigma as it is experienced by all adults living with
HIV/AIDS.

Future research also needs to focus on stigma experiences of specific groups
of respondents like women and minorities in order to examine if their experiences of
stigma are different from white male respondents. Female participahis study
reported that they were more focused on pregnancy and were not acculturiaéed to t
risks of unprotected sex which was not associated with pregnancy. Women in the
study also reported that doctors were reluctant to discuss issues of sexuahd se
transmission of diseases with older women. This finding is consistent witiditer
which points out that these older women are seen as asexual and that service
providers are reluctant to counsel them about sex and sexually transmittedglisea
(Dunn & Cutler, 2000).

Additionally, special attention needs to be focused on the aging MSM (men
having sex with men) population who are often ignored both by health professionals
and the gay community in prevention efforts. Evidence based research should be
conducted on which practice interventions are effective in helping gay older adults
manage stigma.

This study has also examined the impact of disclosure and non-disclosure
decisions on older adults’ experiences. Further research with other populations should

be done to see if these decisions impact them in the same way. Lastly, 1depehin
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research examining the impact of the age at diagnosis on the stigma expaiehce
disclosure decisions of adults 50 years and older living with HIV/AIDS is needed.
Conclusion

The purpose of this study was to increase understanding of how older adults
who live with HIV/AIDS experience stigma, how they respond to stigma, and their
experiences of personal growth that resulted from their responses to stigma
experiences. While this study did not compare the stigma experiences of older and
younger adults living with HIV/AIDS, the study supports existing studies wihath s
the older adults living with the disease find it difficult to disclose their diagreosd
seek social support (Emlet, 2006c). Findings from this study also highlight the
experiences of older adults who have aged with the disease. These adults were more
likely to have experienced severe enacted stigma in the 1980s and 1990s and to have
seen others living with HIV/AIDS experience stigma. Even though the inteisity
stigma has reduced over the years, findings indicate that adults who have aged wit
HIV/AIDS were more likely to anticipate and have felt stigma expeegm@nd not
disclose their diagnosis than those who were diagnosed more recently.

A key contribution of this study is the merging of different theories like
Goffman’s theory on stigma and the strengths perspective in order to provide a fresh
look at the relationship between stigma, strengths, and personal growth exjgerience
of older adults living with HIV/AIDS. This study also presented a model thabessl
the impact of the decision to disclose on older adults’ experiences. Areas adiale s

work practitioners could help adults 50 years and older reduce stigma werkedenti
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These included counseling older people living with HIV/AIDS negotiate sexual
encounters and forming support groups.

Further, this study identified adults 50 years and older, their families, and
friends as key resources who could help practitioners plan and implement stigma
management programs. It also proposes additions #ntieeicans with Disabilities
Act, which would help respondents living with HIV/AIDS combat stigma in the
workplace. This work adds to the already existing body of knowledge of stiggna a
HIV/AIDS by examining the experiences of adults 50 years and older living hvéth t
disease whose experiences have not been extensively researched in tinelitera
Recent advances in the medical field have resulted in an increasinghyrangeer
of people who are diagnosed with HIV/AIDS and reach an older age. It is imiporta
that we continue to develop a research agenda on stigma and other issuag affecti

this population.
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APPENDIX A: Demographic Information Survey

| would like to ask you some questions to gather some general information about you

1. Could you tell me your age and birth date?

2. What would you consider to be your gender?

Male Femal Oth

3. How would you describe your sexual orientation?

4. How would you describe your relationship status?

Single

Same Sex Relationsh

Marrie

Partners

Divorc Wido

5. With what ethnicity do you most identify?

African American

Caucas

Hispanic

Asian America

American Ir

Other (please sp¢

/)
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6. Please describe your educational status?

8" grade or les Some high schg High school gr{ [ate

Some college College grady

7. How would you describe your income status?

$ 0- 10,000 $10,001- $20,d $20,001-$3( )0

$ 30,001-40,00 $40,001-50,0(4 $ Greater than 5 )00

8. Could you tell me your age at diagnosis?

20-30 yrs. 31-40

41-50yrs. Over |

Adapted from the survey by:

Albice, T. J. (2000). Older adults’ knowledge levels, attitudes towards, and risk
behaviors regarding HIV/AIDS. M.S.W. dissertation, California State Uniyersi

Long Beach, United States -- California. Retrieved October 12, 2007, from ProQuest

Digital Dissertations database. (Publication No. AAT 1401597).
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APPENDIX B: Interview Guide
Introduction and Interview Questions
Thank you for participating in this interview. | really appreciate time tihat you
have taken to share your experiences and the trust that you have placed in me by
sharing these experiences. This interview will examine your expesescan
individual living with HIV/AIDS. In the process of conducting the interview, Il wi
ask you about your personal experience of living with HIV/AIDS and the ditifesul
and discrimination that you may have faced as a result of this diagnosis. Togethe
will also explore how you have dealt with this diagnosis, the skills you may have
employed in managing HIV/AIDS and the supports that you may have received from
different sources such as members of the medical community, social service
organizations, family, and friends. Before | begin this interview, are tingre a

guestions that you would like to ask of me?

1. Could you describe to me the moment when you were diagnosed with HIV/AIDS.
Probes (feelings, reasons for diagnosis, time of diagnosis, circumstancew/hiatier

HIV/AIDS status was revealed, their current physical status, diselosur

2. Tell me about your response to the diagnosis.

(Probes: Some fears could be with regard to revelation to family and friends,

revelation to members of the community
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3. Did you share the news of your diagnosis with anyone?

4. How did the people you told about your diagnosis respond?

(Probes: experiences faced at the hands of medical professionals and service

professionals, any form of discrimination and stigma from employers, friGardgy

members, and general society/community).

5. What other kind of reactions have you experienced?

6. Have you ever faced these kinds of responses and reactions to any other situation

prior to your diagnosis?

7. Tell me about some things you have done to manage your diagnosis and the

responses that you may receive to your diagnosis.

8. How has this experience changed you?

Thank you for participating in the interview. | am really grateful fbthee personal

details that you have shared with me. | will send you a summary of my findings to

ensure that | got them right.
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APPENDIX C: Old Conceptual Model

Figure 2: Old Conceptual Model (presented in the proposal defense)

Stigma, HIV/AIDS, and Older Adults
(Examining the phenomenon of stigma associated agithg and HIV/AIDS diagnosis)

v

Experiences of Stigma

. Identifying stigma (Normal vs. Stigmatized)

. Stigma condition apparent (discredited), not appta(@iscreditable) Goffman’s classification

e  Previous experiences associated with stigma (festech as stigma associated with gender,
race, class.

. Stigma shame (Shame associated with unprotectedhamosexuality, IV drug use, interactions
with aging.)

. Current experiences of stigma associated with agimgHIV/AIDS diagnosis (medical field,
lack of family friends etc.)

A 4
Responses to Stigma
Personal StrendRlesponses Othesponses

e Use of empowerment approaches Passing behavior (pretendingnaicy)
e Membership in support groups Covering behavior (deflegtmitention )
e Building resiliency Increase in righhavior
* Dialogue and relationship with professionals Social withdrawal

A 4

Personal Growth

Strengthening of interpersonal relationships

New career opportunities

Greater social interaction skills

Being more assertive

Reframing stress and focusing on growth

Spirituality

Increased appreciation for life, relationships [ifiorities, and spirituality.
Greater self reliance

Increased ability to work collaboratively

Increased skill in accessing needed health andlssmivices

Implications

Treatment

Quality of life
Support mechanisms
Mental health
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Conceptual Model

The conceptual model for the proposed study is based on the theoretical
framework and review of literature. This model only attempts to demonptiasgble
areas and concepts that may be explored as a part of the proposed study and possible
implications for social work practitioners. It is not meant to be an explanatoryt mode
of stigma nor is it meant to be tested.

Experiences of stigmaGoffman (1963) has stated that individuals whose
stigma condition is apparent (for example, individuals who are very ill with full
blown AIDS) and individuals whose condition is not apparent (an individual who has
HIV but is otherwise healthy) may have very different experiences ofatigarther
previous stigma experiences associated with race, gender, and cldssveay
influence how older adults respond to current stigma associated with HIV/AIDS.
Older adults may also experience prejudices from others commonly asdoaitht
this diagnosis (individuals with HIV/AIDS must be injecting drug users).Cidalts
may be stigmatized in social settings, within their families and by gtoerps.
Responses to Stigma

Different individuals may respond differently to the experience of being older
and having an HIV/AIDS diagnosis For the purpose of this study, | have suggested
two kinds of responses. These are personal strengths responses associated with
personal growth and other responses.

Personal Strengths Respondesrsonal strengths responses are responses that

correspond with the various strengths concepts that have been laid by Dennis
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Saleebey (2006) in his explanation of the strengths perspective. Goffman’s (1963)
conception of stigma gives us an understanding of how people experience stigma and
what may be some of their responses to stigma. While Goffman’s premisegimat s

may discredit an individual and how an individuals’ initial response to stigma may be
negative, examples of these being a lack of disclosure or loss of support may be
sound, he misses an important link in not including how many stigmatized people
overcome this stigma and go on to live positive, enriched lives. It is important to

move beyond the negative image of a stigmatized person. To do this, | would like to
discuss some of the principles that form the foundation of the strengths perspective
and how they may be applied to understand the personal strengths responses, positive
growth, and the experiences that older adults with HIV/AIDS may have whgn the

deal with their stigma.

The strengths perspective is based on the two philosophical principles of
“liberation and empowerment” (Saleebey, 2006, p. 7) and “alienation and oppression”
(p-9). These principles are based on the supposition that though people face stressful
and difficult circumstances everyday, there is a capacity for chantie case of
older adults with HIV/AIDS, there is stigma that is associated both with agahg a
having HIV/AIDS. However, despite facing difficult circumstances, humamgbke
are resilient and emerge stronger from these experiences. This belietngxtioé
main points of the strengths perspective.

The “lexicon of strengths” (p. 10) suggested by Saleebey (2006) includes the

development of “competence, capacities, and courage; promise possibility, and
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positive expectations; and resilience reserves and resources” (pp. 10).8he cor
concepts of the strengths perspective such as empowerment, membership, and
dialogue are ways in which individuals develop their lexicon of strengths.

Some examples of personal strengths responses are those individuals who:
A) make use of empowerment approaches; B) seek membership in support groups of
individuals who may have HIV/AIDS or who are older; C) use spiritual resoarces
D) those who engage in collaborative dialogue with medical and service professional
to access effective care despite their stigmatizing condition.

Other Response®ther responses would include responses such as hiding
ones diagnosis, deflecting attention from diagnosis, delaying or denyingergat
increasing risk behavior, and social withdrawal.

Personal Growth

| examined existing literature for any studies that had explored the positive
consequences of stigma. Not many studies have examined whether there are any
positive consequences to having a stigmatizing condition. | was unable to find a
single study which had explored the positive consequences of the stigma experienced
by older adults with HIV/AIDS. However, a few studies have been carried out on
how people with other stigmatizing conditions may have benefited from their
stigmatizing experiences and may have experienced personal growtsatt afr
their stigmatizing conditions (Hermann & Miall, 1990; Shih, 2000).

Hermann and Miall (1990) conducted a qualitative study with people with

chronic and non-chronic psychiatric problems and childless women and found that

205



the stigma associated with these conditions led to positive responses and changes
such as new career opportunities, strengthening of interpersonal relgsorsid
personal growth experiences. According to Shih (2000), current literature 1ma stig
has examined the negative responses and consequences to stigma that people have
experienced. She stresses that research needs to focus on factors thapbdve hel
individuals overcome the negative influences that stigma has on their lives. Shih
(2000) also suggests that individuals who handle their stigma well work from an
empowerment model rather than a coping model in response to their stigma. The
empowerment model views stigmatized individuals as active participants who ca
make a change in their world and be empowered in the process. Some of the skills
identified by Shih (2000) that helps stigmatized individuals overcome stigma are
compensation strategies such as being more assertive and having more developed
social interaction skills.

Other studies have explored how people living with HIV/AIDS demonstrate
personal growth and empowerment after their diagnosis and through the course of
their lives. Leserman, Perkins, and Evans (1992) conducted a qualitative study with
52 asymptomatic gay men and found that men were able to reframe their stress to
maximize their personal growth and were able to look at the disease as an opportunit
for personal growth.

Dunbar, Medina, Mueller, and Wolf (1998), examined how women who have
HIV/AIDS deal with the stress of their diagnosis and “transform their livg®sitive

and productive ways (pp. 144)". They state that by failing to recognize the dersona
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growth and strengths that women with HIV/AIDS develop, social workers may b
minimizing the power and self determination of their clients.

Some of the ways that the women in this study demonstrated personal growth
were: going through a process of introspection about their past and using past
experiences with stressful situations to deal with their current stredsrstanding
the value of time and developing a greater respect of life; making dedsilve a
full life each day; and developing a renewed sense of union and empathy with the
people in their lives. The women in the study described how they had channelized
the pain of their diagnosis into living more positive lives and had experienced
tremendous personal growth. Women who disclosed their status to their loved ones,
sought spiritual solace, and developed new relationships were able to demonstrate
greater personal growth.

Another study that explores personal growth demonstrated by people who
have HIV/AIDS has been carried out by Milam (2004). His study showed how people
with HIV/AIDS demonstrated personal growth by showing an increased agijpwaci
for life, relationships, life priorities, and spirituality. They also shogatgr self
reliance. Most people with HIV/AIDS demonstrated some personal growth but many
were not aware of the growth over a period of time. People living with HIV/AIDS
who demonstrated greater personal growth and who derived positive meaning from
their HIV/AIDS diagnosis were more likely to show less symptoms of depreasd

greater psychological well being (Farber, Mirsalimi, Williams, &D4miels, 2003).
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These studies demonstrate that stigmatized populations and people with
HIV/AIDS were likely to demonstrate personal strengths and eventuafigedr
strengths responses lead to personal growth in their lives. However, there are no
studies that have examined how older adults with HIV/AIDS who experienceastigm
demonstrate personal strengths and personal growth. Older adults with H8//AID
may demonstrate both personal strengths responses as well as other respbases t
not strengths related when they experience stigma. They may also deteditia
these kinds of responses. Personal growth may be demonstrated by an increased
manifestation of personal strength responses. Some of the signs of persortal growt
that have been identified by the both the literature on positive responses to stigma a
by the literature on how people live with HIV/AIDS demonstrate growth are:
strengthening of interpersonal relationships and seeking new opportunities
(Hermanné& Miall,2000); developing greater social interaction skills (Shih, 2000);
being more assertive (Shih, 2000); reframing stress and focusing on growth
(Leserman et al., 1992); going through a process of introspection about the past and
using past experiences with stressful situations to deal with their current
stress(Dunbar et al., 1998); understanding the value of time and developing a greater
respect of life; making decisions to live a full life each day(Dunbar et &8)18nd
developing a renewed sense of union and empathy with the people in their lives
(Dunbar et al., 1998). Other signs of personal growth are increasing spyjtuali
increased appreciation for life, relationships, life priorities, and sditituBeople

who demonstrate personal growth also show greater self reliance (Milam,
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2004).Personal growth may have a positive impact on mental health, perceived
quality of life, and willingness to receive treatment for older adults WithAIDS.
Implications for Treatment and Life Goals

The final piece of this conceptual model will explore how the experience of
personal growth or the lack of it influences different facets of older aduis’in
areas such as treatment, preventive behaviors, building support mechanisms, and

mental health.
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APPENDIX D: Specialized Plot Analysis

Table 2: Specialized Plot Analysis (Disclosure and Non-Disclosur e Experiences)

Participan Disclosure Stigma Experience Strengths Non-Disclosure Other Experiences Personal Growth Age at Diagnosed Before
Responses (which were not Diagnosis the Passage of
strengths related and Protective
were not non- Legislation (Pre-
disclosure) Legislation
014 Disclosure to Stigma from Refusing to be
Shana intimate intimate partner. stigmatized by
partner Partner blamed her| partner (Resilience) B0+ | e
for giving him the
disease when he
had actually given
it to her (Enacted
stigma from
intimate partner)
Disclosure to Stigma faced at the Refusal to be
strangers hands of strangers labeled and
stigmatized
(Resilience)
Disclosure to | = -----mmmm=mmmmmmmneae Support from Giving something
family family members on back to the
members disclosure of community
diagnosis.
(Empowering
themselves with the
help of supportive
people)
004 Disclosed her | --------nmmemmmmmmeeeen Received support Giving something
Jacque HIV/IAIDS from family back to society o
diagnosis to members because of support| 50+ Pre legislation
family (Empowering received from
members themselves with the family
help of supportive (Giving something
people in their back to the
lives) community)
Public speaking for
the cause of womer|
and HIV,
Advocacy for
women over 50
living with HIV
(Education and
Volunteering)
005 Disclosureto | = ------emeee- Received support | ---semmmmeeeeeees [ s
Patrick intimate from partner
partner (empowering of 50+
self through
support of
significant people
in older adults
lives)
---------------- Expected to be Did not reveal
stigmatized by diagnosis to family
family members members (Non-
because they had disclosure)
previously
stigmatized him for
being gay
(Anticipated
Stigma)
Disclosure to | = -----mommmeeeeee Received support Giving something
case manager from the case back to the
manager and community 50+

became a peer
counselor so he
could help others
the way he had
been helped
(Empowering
themselves with the
help of supportive
people)
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012 Disclosure to Family withdrew Forgiveness for
Andrew family from him for family members o
sometime (Stigma | who stigmatized 50+ Pre Legislation
from family and him (Resilience)
friends)
Disclosure to Received support
medical from medical
professionals professionals
(Empowering
themselves with the
help of supportive
people)
Disclosure to News delivered in | Decided to become Giving back
person who unsympathetic a counselor and something
delivered news manner (Enacted help deliver news
of diagnosis stigma) of diagnosis to
others with
HIV/AIDS
(Education and
volunteering)
016 Disclosure to Partner disappearec
Wallis sexual partner from his life
(Enacted stigma 50+ | e
from sexual
partner)
Disclosure in | = -------mmeoomeee- Support from
the workplace members in the
workplace
(Empowering
themselves with the
help of supportive
people)
018 Disclosure to Stigmatized for | = ceeemeeeeem | s | s
Lincoln medical being gay and HIV
professionals positive 50+ | e
Disclosure to | = ------emeee- Membership in
members of support groups
support groups
Disclosure of | = -----s=mmmmmenneee Support from
family family members
members (Empowering
themselves with the
help of supportive
people)
003 | - Felt that she would| Moved to another
Martha be judged place where she
negatively by her could start afresh 4150 | e
neighbors and where her
(Anticipated confidentiality was
Stigma) protected
(Resilience)
Disclosure to Stigma from pastor | = -----------e-eeeeeo Did not disclose
former pastor of church she her HIV/AIDS
attended earlier diagnosis to the
Expected stigma in pastor of her
the church she was| current church.
currently attending
(Felt Stigma:
Anticipation of
stigma)
Disclosure to Family members Refusing to be Spiritual growth
family labeled her becausq labeled (Resilience), Giving back to the
members of her diagnosis Became a peer community
(Stigma from counselor
family and friends) (Education and
volunteering)
006 Disclosure to | = ------mmmmmmeeene Received support
Jonathal family from family
members members 41-50 | e
(Empowering
themselves with the
help of supportive
people)
Disclosure in Received support

the workplace

from colleagues
(Empowering
themselves with the
help of supportive
people)
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007
Sarah

Disclosure to
family

members and
friends

Was stigmatized by
some family and
friends

Received support
from some family
members.
(Empowering...)
Laughed at hurtful
words used by
family members
(Resilience)
Sought help from
members of suppor
groups
(Membership in
support groups)

Isolated herself from
family and friends
sometimes rather
than reveal her
diagnosis (Isolation)

41-50

008
Richard

Expected to be
stigmatized in the
workplace
(Anticipation of
stigma)

Non -disclosure in
the workplace

41-50

Disclosure to
family

members and
friends

Faced stigma from
family members,
discomfort sharing
silverware, toilets
(Stigma from
family and friends)

Refusing to be
labeled by family
members and
friends (Resilience)

Disclosure in
church

Received support
from members in
church
(Empowering
themselves with the
help of supportive
people)

Greater spiritual
connection (
spiritual growth)

013
Keegan

Disclosure in
the workplace

Stigmatized by
colleague for being
gay and HIV
positive (Actual
Stigma in the
workplace)

(Empowering
themselves with the
help of supportive
people)

Disclosure in
support groups

Support from
members of suppor
groups
(Empowering
themselves with the
help of supportive
people)

41-50

017
Caitlin

Disclosure to
family and
friends

Some Family and
friends stopped
talking to them

because they feare
they would contract
the disease

Other family
members supported
her (Empowering
herself with help of
supportive people)
Educating friends
about how the
disease is spread
(Education and
volunteering)

Disclosure in
the church

They supported the
older adult and
attended programs
with them
(Empowering
themselves with the
help of supportive
people)

Disclosure in
support groups

Support from
members of suppor
groups

(Empowering
themselves with the
help of supportive
people)

41-50

019
Toby

Disclosure in
the workplace

Supported by
members in the
workplace
(Empowering
themselves with the
help of supportive
people)

41-50
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Disclosure to

Support from

family family members
members (Empowering
themselves with the
help of supportive
people)

---------------- Expected stigma Did not disclose his
from potential diagnosis to
sexual partners potential partners

001 | e Saw Brother being | = ---------mmnnmoeee- Non- disclosure of | Isolation from family | = -----------meneee 31-40 Pre Legislation
Arnold badly treated by HIV/AIDS members
family for being diagnosis (Isolation)
gay and HIV
positive
(Anticipation of
stigma)
He disclosed Stigma in support Withdrawal from the | -------------meeemmmee-
his HIV/AIDS groups (Enacted support group
diagnosis in the experience of (Isolation)
support group) stigma)
He disclosed Was fired from his Was glad that he | = ---------neemeeemeee Felt helpless and as| = -------------e-om-
his diagnosis in| job (Stigma in the had stood up for if he couldn’t do
the workplace workplace) himself anything
(Resilience) (helplessness)
002 Thought he would - Did not reveal her 31-40 Pre legislation
Hank be stigmatized for diagnosis to the
being bisexual and family.
having HIV/AIDS
by family members
(Anticipated
stigma)

--------------- Fear of disclosure Still continued to Did not reveal his Wanted to
by members in attend support diagnosis in volunteer with
support groups groups support groups but people who had

(Anticipated (Membership in still attended the HIV/AIDS (Giving
stigma) support groups) groups something back to
(Membership in the community)
support groups)
009 | ---emeeeee- Had previous | = ----------eeeeeeee- Non- disclosure to | = -----mommmmmmmmmoame Giving something 31-40 Pre Legislation
Matthew experience of family members back to the
stigma because of community
being gay
(Anticipation of
stigma)
Disclosure to Faced stigma from Advocacy for
medical medical people living with

professionals professional people with

(Enacted stigma) | HIV/AIDS (Overall
response to stigma)
010 Disclosed | = ------eeeeeee- Received support 31-40 Pre Legislation
Chris diagnosis to from friends
friends Empowering
themselves with the
help of supportive
people
Disclosed |  ------o-eeeee- Received support
diagnosis from members of
church church
Empowering
themselves with the
help of supportive
people
Disclosure at | = ----------memeoe- Support in the
the workplace workplace
Empowering
themselves with the
help of supportive
people
011 Disclosure to | = --=---mmmmmmmeene Support from 31-40 | e
Cory family family members
Empowering

themselves with the
help of supportive
people

Expectation of
stigma from church
members
(Anticipation of
stigma)

Did not reveal
diagnosis in church
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015 Disclosure to | = ------mmmmeeeee- Support from 31-403 Pre Legislation
Bailey medical medical
professionals professionals
(Empowering
themselves with the
help of supportive
people)
Disclosure in | = ------moememmeee Support from
the workplace members in the
workplace
(Empowering
themselves with the
help of supportive
people)
Disclosure to Stigma from family
family members
members
020 Disclosure to Rejection and Continues to 31-40 Pre Legislation
Phillip | potential sexual stigma from disclose their status|
partners potential partners | to potential partners|
Anticipation of Continues to
stigma from disclose their status|
potential partners | to potential partners|
021 Disclosure to Best friend stopped Did not disclose 31-40 Pre Legislation
Sabrina friends talking to them diagnosis to friends

(enacted stigma),
hence expected to
be stigmatized
again (anticipated

stigma)

for sometime
because of this
experience

Disclosure to
family

Some family
members
discriminated
against her

Sister acted as an
intermediary and
helped Sabrina
disclose diagnosis
to family members,
lessened impact of
familial stigma.

Became an
advocate for people
living with AIDS,
also experienced
spiritual growth)

(Empowering
themselves with the
help of supportive
people)

Advocacy for the
cause of older
adults living with
HIV/AIDS

Giving something
back
Giving something
back to the
community

Spiritual growth

Disclosure in
support group

Membership in
support groups
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