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ExecutiveSummary

This report presenfsdings from theCIHR-fundedresearch project titled:he Influence of
Stigma on Access to Health Services by Persons with HIV llIflesgpupose of this report

IS to present an overview of the key findings from the project and the strategies (current and
planned to disseminate the findings. Aare indepth discussion of the study findings will

be presented in the published papers that arerdly being written.

Thepurposeof this research was to develop an intervention for the provision of health
services to persons living with HIV that mitigafthe impact of stigma and optimizedcess

to appropriate health care. Tobjectivesof the research were to: explore the practices in
health care organizations that perstiviag with HIV perceivedto be stigmatizing; develop
anoptimal design for health servicelivery to eliminate stigmatizing practices; and describe
the process required tooment health services to incorporate the optimal design.

Design and Methods

Participatory action research (PARas used for the study, as it svidne most appropriate
design to answer the research questidaga collection methods for the study inchad
interviews, focus groupand a document analysiBhe study wasonducted in collaboration
with eight organizations i@ttawa and Edmontapetween 2003 and 200Besearch
capacitybuilding workshop were also aaducted between November 2006 and Felyruar
2007with our Aboriginaland norAboriginal community partners to design an intervention
to reduce AIDS stigma and to develop disseation plans for theroject.Principles of
ownership, control, access, and possession (OCAP) for reseanbhng Aboriginal
communitiegguided the projectour health care organizations at each site, representing
small and large organizations and using a variety of different approaches for the delivery of
health cae services to persons with Hparticipated and assistevith the recruitment of
participantsParticipants included both persons living withV and health care providers
working inthe participating organizationshe multisite, multiorganizational design
enhanced the research téaomderstanding of theooitext of AIDS stigma in different
settings.

Following ethical approvdtom the Universities of Alberta and Ottawacd community
advisory committees (RCs) wereformedat each site to providaput on the ethical
implications,cultural considerationsmplementation process, and tthiesemination of the
findings fromthe study.The CACsincluded representatives from Aboriginal communities,
persons living with HIV (PHAS)Aboriginal persons living with HIVAPHAS), and agencies
providing services to PHf\and APHAsFurther, two of thénvestigatorsvere Aboriginal
andprovidedan Aboriginal perspective throughout project desapata collection, analysis
and interpretation.

The data collection process svieerative, with data from orsource informingand guiding

the data to beollected from other sources. For exampksglth care provider participants
were asked to refledn the practices that weidentified by PHAs and APHAss
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stigmatizing and were asked to gegt changes that could be méaeiminate or minimize
the impact of these practices.

Analysis

Interviews and focus groups were audio taped and transcribed verbagiprocess of

analyzing the daticom the interviews with PHAs and APHA&Ecurred simultarausly with

data collection. e qualitative software pgram QSR Névas usedo assistith the

labeling, revising andetrieving of codesAn inductive approach to analysis/olved

iteratively coding and identifying themes and discovering and disconfirming relationships
among themesia systematic comparisons using matrices, negative cases and extreme cases.
The focus groups and interviews witbalth care provider$iCPs) weresimilarly analyzed,

and findings compared to the issues emerging from the data from APHAs and PHAs.

Findings

Convenience and network sampling were used to recruit Aboriginal persons living off
reserve and neAboriginal participants for the study.-brepth interviews with 33 persons
living with HIV, including 16 Aboriginal persons and 17 n@kboriginal persas were
completedMany of the PHAs and APHAs lived very complex lives that included dealing
with issues related to mental health, addictions and houbmgnty-sevenHCPsfrom the
medical, nursing, social work, dental, and psychology profespanigipated in an

interview or focus grou@even of the HCPs participated in focus groups, while 20
participated in individual interview€oncurrent with the interviews and focus groups with
HCPs, the policies and practices from eigfig local, national anéhternational
organizations were analyzed to identify those that might promote or inhibit stigma.

PHAs and APHAs described both physical and emmaticesponses to thadiagnosis wih

HIV. In addition to being HI\positive, many of the participants weaiso dealing with other
health issues such as Hepatitis C and tuberculosis. Almost all of the participants reported
living through cyclical periods of wellness punctuated by gofitliness.Emotional

responses to HIV and AIDS were often related to the & dying or being rejected by

others and were manifested in feelings of hopelessness, depression, and withdrawal from
others. This resulted in some participants coping with their diagnosis through increased
substance us®lore than halbf the APHAs andPHAsreportediving with mental health
issuesincluding stress and depression

According to participantsAIDS remairs a stigmatized iliness in societiyatinfluencedthe
process of disclosure and often necessitated secrecy about their ilinesgpdPastbelieved
that negative views about HIV and AIDS were based on ignorémemedia portrayal of
people with HIV and AIDS, and lack of understanding of the difference between HIV and
AIDS. Several participants felt that in their experience, thdipstill attributed blame to
individuals who were HIYpositive, depending on how they became infected.
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Most of the participants living with HIV experienced a layering, or a double (or triple)
burden of stigma because they had become infected thrcagraaiour that was highly
stigmatized (injection drug use [IDU], gay, commercial sex work), belonged to a culture
(Aboriginal), gender (female), or social class (poor, prisoner) that was vulnerable to
stigmatization or suffered from another iliness (meffitedss) that was stigmatized.
Interestingly some of the participants believed that being gay and/or being an IDU was
actually more stigmatizing than being Hpobsitive

The stigma and discrimination experienced by participants within health servies var
depending on the social and environmental cdnitewhich care was provided. A positive,
trusting relationship with HCPs was fundamental to the provision etiismiminatory care.

The physical layout of a facility or organization could contributstigma, particularly if
confidentiality could not be assured. Protecting the confidentiality of PHAs and APHAs was
an overarching concern expressed by both participants living with HIV and those providing
careto them Policies and practices in organizets could contribute to stigma and
discrimination. For example, the consistent use of universal precautions was considered
essential to safe practice, but at times the implementation of universal precautions could be a
source of stigmarinally, APHAs, PHA, and HCPs believed that a flexible approach to
service provision was essential to delivering-dasctriminatory health services to persons
living with HIV.

The majority of the documents reviewed in the analysis were from organizations and health
centresvhose mandate specifically targeted the under privileged and persons living with
HIV. HIV -specific policies were present in ovalf of the documents reviewed. In other
instances, documents were not HIV specific, but promoteetismniminatory treatmerdf

all people.The document analysis revealed that the majority of the policies and practices in
the 85 organizationseviewedtended to inhibit HIV and AIDS related stigma, by promoting
ethical, fair and nordiscriminatory care

In order to assist theesearch team to make recommendations regarding the optimal design
features in health services to eliminate AIDS stigma, threaedagevorkshops were

conducted in Toronto, Calgary and VancouWatrticipants whattended thevorkshops
receival a summary ofhe project findingsand were activelynvolved in the design of an
effective intervention to reduce AIDSgtna for persons living with HIV. In addition
workshop participants provided feedback onghecesssrequired to reorient health services
to incarporate the optimal desig@ptimal design features to eliminate AIDS stigma in health
care services must consider individual, organizational, and societal factors, and the policy
context. leedback from workshop papants suggested that they felt thgtdeing part of

the PAR processthey were an important partriarthe development atsearch apacity

both individually, and withitommunitybased organizations
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Introduction

Early in the AIDS epidemic, stigmaward individuals with HIV was identified as a sers
concern(Herek & Glunt, 1988)The source of AIDS stigma was argued to be due to the
association of the disease with death and with already marginalized groups such as gay men.
Since that time, there &deen substantial discussion in the literature on the phenomenon of
AIDS stigma. Knowledge of the phenomenon of AIDS stigma is important for health
professionals because of its serious consequences: stigma has the potential to limit prevention
efforts (AIDS Alert, 2002; Campbell, Foulis, Maimane, & Sibiya, 2005; Des Jarlais, Galea,
Tracy, Tross, & Vlahov, 2006; Herek & Glunt, 1988; Herek et al., 1,2988)ma may act as a
barrier to diagnosis and appropriate treatni@atrr & Gramling, 2004; Chesney & Simjt

1999; deBruyn, 1998; Herek & Glunt, 1988; Link & Phelan, 2006; Muyinda, Seeley,
Pickering, & Barton, 1997; Weiss & Ramakrishna, 2Q0@hd stigma may induce
psychological stress and result in a reticence to access health s@Caige& Gramling,
2004;deBruyn, 1998; Des Jarlais et al., 2006; Kang, Rapkin, Remien, Mellins, & Oh, 2005;
Link & Phelan, 2006; Mallinson et al., 2005; Mwinituo & Mill, 2008)Jlany of these
consequences of stigma result from individuals who are HI\/jgesdive concealing thei
diagnosis in an attempt to mediate the effects of sti@aar & Gramling, 2004; Des Jarlais

et al., 2006; Mallinson et al., 2005; Mill, 2001; Mill & Anarfi, 2002; Mill, 2003; Mwinituo &
Mill, 2006). The decision by UNAID$2002)to focus on stigma andstrimination for the
20022003 World AIDS campaign, highlights the serious anddaching nature of this

issue. UNAIDS argugthat stigma and discriminatiomerethe major barriers to effective

HIV prevention and AIDS care.

Research Goals and Objectigs

Thepurposeof this research was to develop an intervention for the provision of health
services to persons living with HIV that mitigates the impact of stigma and optimizes access
to appropriate health care. Tobjectivesof the research were to erpé the practices in

health care organizations that persons living with HIV perceived to be stigmatizing, develop
anoptimal design for health service delivery to eliminate stigmatizing practices and describe
the process required to reorient health sessiceincorporate the optimal design.

The followingresearch questionsvereaddressed in this study:

1) In what ways does stigma influence access to health servicesrgams living with
HIV/AIDS (PHASs) and Aboriginal persons living with HIV/AIDS (APHAS)

2) What practices in health care organizations are perceived to be stigmatizing by PHAs
and APHAs?

3) What design features are optimal for the provision of health care services to PHAs
and APHAs to eliminate stigma?

4) What processes are required in organizationreorient health services for PHAs and
APHAs in order to incorporate optimal design features?
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Table 1.Timeline of the Project

October | Spring Fall 2003 20042005 20052006 Fall 2006
2002 2003 Spring 2007
Funding | Ethical Phase | Phase I, Il Data entry Developing
announceq approval | recruitment | Recruitment | and Theme | interventions
March and and intervievs | analysis
interviews | with health Presentation
Project with APHAs | care workers | Analyses and | of findings at
start- and PHAs | began dissemination| conferences
June commenced | Dissemination and
of phase | community
findings workshops
Phase Il
Document
Analysis

Protection of Identity

In order to protect the identity of parties directly or indirectly involved in this study during
interviews or in the research process, all study participants were given pseudonyms and any
information that could be used to identify studytp#vants was excluded from this report.
Identifying information was also excluded from transcripts and during the analysis of
interview data. Names of thigglarty individuals mentioned by study participants were also
changed to ensure anonymityheresearctstaff wereobliged to respect the confidentiality
agreements of clients and service providers.

Disclaimer

The content of this report reflects the views of the authors and does not necessarily reflect the
viewpoint of thepartner organizations.
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Background and Literature Review

The term stigma originates from the concepstagfmatathat was used by the Ancient Greeks

to refer to a physical marking on an individual to expose a moral flaw in their character

(Goffman, 1963)Stigma has beendefineds a soci al process that i
exclusion, rejection, blame or devaluation that results from an adverse social judgment about

a person or group €ébased o butableto@heathur i ng f eat
pr o b | e (Wéiss & Ramakrishe 2001 p. 4). For the purpose of this study, we extzhd

Weiss and Ramarkrishnadés definition of stign
background and sexual identity, in addition to a health problem. Individuals may experience
stigma diectly at the individual level in the form of feelings and behaviours or indirectly at

the societal level through policies and popular disco{Bseris, 1999; Burris, 2006; Herek

et al., 1998; Herek, Capitanio, & Widaman, 2002; Mill, 2003; Wabhl, 19983me and guilt

can result in self discrimination for thog®t have stigmatizing diseaséwdividualsmay

avoid situations in which their secret could be discovered or in which they might experience
stigma(Burris, 2006; Mallinson et al., 2005; Mwinituo Mlill, 2006) The concept of stigma,

and its application, has been challenged as stigmatizing itself and the notion of discrimination

has been proposed as a more appropriate descriptor of the social process of €Bdtsson

et al., 2002; Sayce, 1998)iscrimination refers to behaviotinat resultsn unequal or

unjustifiable treatmentS i y a mPrdjeetl2@G06. Despite this emerging theme, we have

chosen to focus primarily on the concept of stigma because it continues to be the

predominant term used ihd literature.

In relation to HIV, the research team recognized that sensitivity was required in selecting the
terms used to describe not only the illness, but also the person who suffers from the illness.
For example, we used the term HIV iliness becaiusecompasses the individual, cultural

and social responses to HIV infection, and is distinct from the concept of disease that refers
primarily to the breakdown of a biological procg¢kgeinman, 1980)It may be problematic,
however, to describe asymptatic individuals as having HIV illness because of the meaning
embedded in the terfillnes. Individuals who are HIV serpositive commonly refer to
themselves asi@erson having HIV/AIDS (PHAs), whereas among Aboriginal peoples, the
accepted term isg@iAboriginal person having HIV/AIDS(APHAS). In relation to stigma,

AIDS stigma, as opposed to HIV stigma, is the more commonly used term. For this project
we have endeavored to use the most appropriate terminology, however during the conduct of
theresar ch we were sensitive to each individual
referredto theirHIV status.

As an iliness, HIV may elicit profound stigma. Stigma has the potential to influence health
and health seeking behaviours in a variety of ways derefore, is an important

consideration for health care professionals. For example, stigmatized conditions may result in
individuals and caretakers concealing their illn@srris, 2006; Duffy, 2005; Mallinson et

al., 2005; Mill & Anarfi, 2002; Mill,2003; Mwinituo & Mill, 2006) Concealment has

profound implications for the individual, and in the case of stigmatized conditions that are
infectious, has additional implications for public hedifas, 2001; Goldin, 1994; Mill,

2003) Stigma may result imcreased suffering and may lead to delays in seeking

appropriate health servicélsink & Phelan, 2001; Link & Phelan, 2006; Mallinsohag.,

2005; Mill, 2003; Searlel999; UNAIDS, 2002; Wahl, 1999; Weiss & Ramakrishna, 2001)
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The conduct of researcimstigmatizing conditions such as HIV must consider local and

cultural underpinnings and expressions of stigma. There is a complex relationship between
stigma and context, and this relationshgpsr an | mpact (Link& Rhelamp | ed s |
2006;Weiss, adhav, Raguram, Vounatsou, & Littlewood, 2Q@¢search is required that is
informed by the experiees of people with the illnegkink & Phelan, 2001)and that

documents and compares how the experience of stigma differs between pop(HéBo&s

Wright, 2000; Kapla, Scheyett, & Golin, 2005; Weiss et al., 200deiss & Ramakrishna,

2001) Kaplan, Scheyett & GoliR005)noted that in order to develop successful

interventions to decrease stigma for PHAS, relationships between that&ephand the

stigmatizer needeassessment.

Stigma and HIV lliness

Several of the attributes of HIV illness increase the likelihood that its victims will be
stigmatized: the illness is viewed as the result of individuals violating the moral order of
society(Alonzo & Reynolds, 1995; Brandt, 1987; Brandt, 1991; Carr & Gramling, 2004;
Fife, 2005 Herek & Capitanio, 1999; Kang et &2005; Mill, 2001; Mill, 2003; Mwinituo &
Mill, 2006); the illness is seen as preventaliderchert & Rickabaugh, 1995he
contagiousness &flV illness is perceived to threaten sociéfyonzo & Reynolds, 1995;
Herek & Glunt, 1988; Herek & Capitanio, 1999; Kang et al., 2005; Mawar, Saha, Pandit, &
Mahajan, 2005; Mill, 2003HIV iliness is viewed as a debilitating disease that results in
deah (Alonzo & Reynolds, 1995; Des Jarlais et al., 2006; Herek & Glunt, 1988; Herek &
Capitanio, 1999; Mill, 2003)the symptoms of HIV iliness become visible as the disease
progressegHawkins, 2006; Herek & Glunt, 1988; Herek & Capitanio, 1949%

transnitted sexuallyBunting, 1996; Mwinituo & Mill, 2006)and HIV illness has most
frequently been associated with groups already marginalized in s@@iatydt, 1991,
Chesney & Smith, 1999; Herek & Capitanio, 1999; Mallinson et al., 2005; Mawar et al.,
200B; Mill & Anarfi, 2002; Mill, 2003). Definitions and metaphors surrounding HIV
infection and AIDS have also contributed to its stigmatization. Early in the epidemic, the
definition of HIV as a sexually transmitted infection, rather than a viral commuaicabl
disease such as hepatitis B, had a significant impact on the social definition of the iliness
(Altman, 1994; Gilman, 1988Military metaphors such dsvar on AIDS and thefinvasion
of cellsd used to describe AIDS hawadsocontributed tahe stigmatizdon of the ill(Sontag,
1989) The media has sensationalized the image that HIV illness isiadeted, sexually
transmitted infection.

Researchers have documented the problem of stigma in individuals living with HIV in the
United Stateg¢Carr & Gramlng, 2004; Fife, 2005; Herek et al., 2002; Ingram & Hutchinson,
1999; Kang et al., 2005; Mizuno, Purcell, Dawdose, & Parsons, 2003; Mizuno,
Moneyham, Sowell, Demi, & Seals, 1998; Rudy et al., 2005; Sowell et al.,,198t)and
(Green, 1995)India(Bharat, Aggleton, & Tyrer, 2001China(Liu et al., 2006)and several
countries in swsaharan AfricdHamra, Ross, Orrs, & D'Agostino, 2006; IsraelBallard et al.,
2006; Kielmann, 1997; Mill & Anarfi, 2002; Mill, 2003; Muyinda et al., 1997; Mwinituo &
Mill, 2006) Reidpath, Brijnath & Chaf2005)undertook a six country AsiBacific study

with the objective to investigate institutionalized forms of HIV/AIDS related
discriminationThe i mport ance of womenédés experiences
of HIV infection with sexual deviance and promiscuity, has also been highlighted &

Stigma Project



10

Gramling, 2004, Lawless, Kippax, & Crawford, 1996; Mill, 2001; Mill, 2003; Mwinituo &

Mill, 2006; Rudy et al., 2005)T'he stigma and discrimination experiences of gay ey

with AIDS have also been documen{&thwartzberg, 1996)A recent report from the
Canadian HIV/AIDS Legal NetworkdeBruyn, 1998toncluded that discrimination and

stigma are still pervasive in the lives of Canadians living with HIV and thatidis@tion

has a significant negative impact on the health of individuals. Similarly, research to
document the prevalence and trends in the United States related to AIDS stigma found that
although expressions of overt stigma had declined, more covert édistigma persisted,

and in some cas increased, during the 1996terek et al., 2002)ear of PHAS, discomfort
with having direct or symbolic contact with a PHA, and the belief that a person infected with
HIV deserved to have AIDS were documented anqangjcipants. Several researchers have
described differing levels of stigmatization among persons living with HIV. For example,
persons with AIDS experienced higher levels of stigma compared to those with cancer
(Crawford, 1996; Fife & Wright, 200@nd irdividuals in more advanced stages of HIV

illness reported an ineased level of stigmatizatigkife & Wright, 2000)

Stigma and Aboriginal PersonsLiving with HIV/AIDS

The rationale for focusing on Aboriginal people in the study is based on two major
considerations. FirsAboriginal people are ovaepresented in estimates of HIV infections in
the Canadian population. Approximately 3% of the Canapiegulation reportan

Aboriginal identity(Statistics Canada, 20Q6)owever 14.4% of the total report&tDS

cases are AborigingPublic Health Agency of Canad@HAC], 2005)A Evi dence su
that the HIV epidemic in the Abo(PHAEI2006a| ¢
p. 61).

The second reason to include Aboriginal people in the curreshy &wAboriginal individuals

living with HIV may experience stigma differently than r@boriginals. Aboriginal people,

due to varying cultural constructions of stigma, differing beliefs about health, illness and

healing, and the burden of having more thae attribute that evokes stigma, may

differentiallyimpact the stigma experienf@&/eiss & Ramakrishna, 200I)he Aboriginal

population has a long history of being marginalized gmoap within Canadiasociety

(Royal Commission on Aboriginal People9986). A discussion paper on the issue of
discrimination toward APHAs argued that disc
of discrimination such as discrimination against-spirited peopl& women, drug users, and

Abor i gi na l(datiagion,A99n.13T).y 0

Individuals already marginalized in society, and who develop a stigmatizing condition such
as HIV infection, may experience a layering or double burden of s{iBm&ing, 1996;
Chesney & Smith, 1999; Duffy, 2005; Herdt, 2001; Herek &itagio, 1999; Kowalewski,
1988; Mill, 2001; Reidpath & Chan, 2009eidpath and Chaj2005)s t athere ne@ds to

! Two-spirited is often used to refer to Aboriginal people vdentify themselves as gay, lesbian, bisexual, or

transgender (Matiation, 1999a, p.7) because it is Aé
men [and recognizes] the traditions and sacredness of [a] people who maintain a balance dgppobibutie
mal e and female spiritédo(Deschamps, 1998, n.d., p. 1
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be an understanding of the layering of stigma so that informed policies and interventions can

be developed that will address the entire experm ¢ e o f s tDag(20@lyarguep . 43 1)
Afdi scourses on stigma are deeply iIimplicated
forms of di s crThismphenanenoa was éxplqrea with HIV seuasitive

women who were not considered masadized, but rather, possessed one or more signs of
fisymbolic capitad including being White, heterosexualducated and/or middle cla€arove

& Kelly, 1997). The researcher concluded that symbolic capital provided some protection

against stigma.

The Impact of Stigma on Access to Health Services

Research has documented that individuals living with HIV may be unable or unwilling to
appropriately utilize the healdare system. A fear of labeling may delay these individuals
from seeking out, and engagingth, appropriate health servicghesney & Smith, 1999;
Herek & Capitanio, 1999; Mill, 2003; Rudy et al., 2006pr Aboriginal peoples, negative
encounters with the health care sys{@&rowne & Fiske, 2001and differing beliefs about
health and illnes(Mill, 2000) may result in them feeling reticent to seek out, and engage
with, biomedical health services. A recent study with-spaited Aboriginal men across
Canada, found that of the 49% of men in the sample who were HIV positive, only 42% were
usirg any type of Western treatment or thergpjonette & Albert, 2001)These participants
identified the following barriers to accessing health and social services: feeling unwelcome,
fear of health and social services workers and organizations, feacfmiigtion and lack

of transportation. Lost opportunities for early diagnosis and treatment have profound
personal, social and economic costs. Patterns of health care utilization in individuals with
HIV are significantly assoated with survival timéMontgomery et al., 2002

Sources of stigmand discrimination for individuals include communities, families,
churches, and coworkef€arr & Gramling, 2004; Parsons, Cruise, Davenport, & Jones,
2006)Health practitioners have also been identified as afignt source of stigma and
discrimination for individuals living with HI{AwusabeAsare & Marfo, 1997; Bharat et al.,
2001; Carr & Gramling, 2004;&sney & Smith, 199¥atiation, 1999b; Mwinituo & Mill,
2006) Recent studies in Amerid¢€arr & Gramlirg, 2004)and the Asia Pacific found that
the most common context in which PHAs experienced stigma was health care settings
(Bharat et al., 2001; Liu et al., 200@eidpath & Chan2005;Reidpath et al., 2005)
Research on the attitudes of health caregasibnals toward individuals with HIV infection,
however, is inconsistent. Research on AIDS stigma has identified both suppodiv
stigmatizing attitudes amoraiinicians in Americg(Carr & Gramling, 2004; Ingram &
Hutchinson, 1999)india(National AIDS Research Institute, 2008ndAustralia(McCann,
1997; McCann, 1999Health practitioners may be more likely to provide discriminatory
care to patients with AIDS when they do notgagre choice in providing caf@cCann,

1999; Rudy et al., 2005Although health care professials may haveositive attitudes
toward individuals living with HIV, they may display behaviours that result in their clients
being, or perceing that they are, stigmatizéMawar et al., 2005)This inconsistency may
be partiallyexplained by differentiating betweéenacted andfifeltd stigma. Greeri1995)
defines enacted stigma as individual or collective sanctions applied to an individual with HIV
illness, whereas felt stigma refers to fear of enacted stifjhsissue of disolsure of HIV
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status to medical providers may provide an indicator of felt stigma. A recent American study
found that approximately one third of participants did not disclose their HIV status to at least
one of their medical providers, and that disclosates were influenced by race and immune
statug(Jeffe et al., 2000)The inconsistency in the research to date suggests that the
relationship between the attitudes of health professionals in relation to stigma, and their
behaviour, is complex.

Interventions to Minimize AIDS Stigma

There has been limited research to evaluate intervertbangigate thampact of AIDS

stigma. Brown, Trujillo andMacintyre(2001)suggesthat AIDS stigma can be reduced

through intervention strategies including informatioounseling, coping skills and

acquisition, and contact with affected groups. These authors highlight the need for the
evaluation of interventions to reduce AIDS stigma using multiple channels and targeting

entire communitiesWidening the support systemtlyi scl osi ng oneds HIV s
than just one or two family members has been suggested as a way to actually decrease stigma
and increase social support in Ghg@leil, 2003). Training nurses in Ghana to provide

counseling to individuals living with M could improvequality of cargMill, 2003). Some
authorgReidpath, Chan, Gifford, & Allotey, 2005ave argued that the predominance of

singular, education focused approaches that do not acknowledge thdismciab o of

exclusion is a major reasorhwinterventions to reduce stigma have not been efficacious. A
dramatic reassessment of the relationship between the stigmatizéa astigmatizer has

been advocate(Kaplan et al., 2005)

Stigma, and the discrimination that accompanies it, are twaeahbst significant barriers to
accessing appropriate health services by PHAs and APHAs. Individuals with HIV face
discrimination from families, friends, communities and community organizations and health
professionals. ltasevident from the literatureeview, and the combined experience of the
research team, that thesasa need to explore the influence of stigma on access to

appropriate health services from the perspective of individuals living with HIV. The

literature also emphasizes the need to erpibe burden of, and experience with, stigma

across cultures. Aboriginal peoples represent a population that is marginalized, and therefore,
those with HIV illness may experience a layering of stigma. In addition to describing the
experience of stigma fro the perspective of persons living with HIV, reseasasurgently

required to determine the optimal desfgninterventions to eliminate stigma for persons
accessing health care services. Furthermore, additional information regarding the sources and
impact of stigmaareneeded from specific communities before effective interventions can be
developed.
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ResearchDesign and Methods
Design

Participatory action research (PARasusedfor the study, as ivasthe most appropriate

design to answer the reseh questions. As a methodology, PAR is flexible and provides a
socially and culturally adaptable framework to guide the research process. The use of
participatory action research hefpto ensure research relevance for individuals and
communitiegLindsey & Stajduhar, 1998andis an appropriate research design when

working with Aboriginal communitiegDickson, 2000; Kaufert et al., 2001; Macaulay et al.,
1998) The ability to adapt methods for use in a range of settings, to explore local knowledg