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Executive Summary

This report presents findings from a Canadian Institutes for Health Research (CIHR) funded
pr oj e cThe Dignodisart Céire of HIV Infection in Canadian Aboriginal Youlthe
purposeof this nationacommunitybasedstudy was to explore HIV testing and care decisions in
Canadian Aboriginal youth. Three main areas of inquiry wheedecision to testhe tesing
experience and the relationship between testing and €ais.report is organized into these
three areas of inquiry in discussing the findings of the project.

Design and Methods

The project used a communibased research (CBR) approach and incatpdrOwnership,
Control, Access and Possession (OCAP) principles for research involving Aboriginal
communities. Ethical and cultural considerations were addressed through appropriate
institutional and governmental approvals at project locations across&ana

This project represented a collaborative effort between the Canadian Aboriginal AIDS Network
(CAAN), the Public Health Agency of Canada (PHAC), and researchers at the Universities of
Alberta, Calgary and Toronto. The research team received direcitbguidance on the research
guestions and the design of the study from a community advisory committee (CAC) that
included Aboriginal youth, Aboriginal Elders and representatives from community based
organizations.

An exploratory descriptive design wsalected for the study due to the limited knowledge about
HIV testing in Aboriginal youth in Canada. Mixed methods, including a esesgonal survey
and indepth interviews, were used to collect data.

The study was conducted in partnership eitwvencommunity based organizations from across

the country that included Aboriginal AIDS service organizations, Aboriginal health centers and
friendship centers. These organizations assisted with recruiting participants between January
2004 and February 2005. ahginal men and women between 15 and 30 years of age, living off
reserve in rural and urban communities, English or French speaking, were eligible to participate.

Analysis

Survey responses were coded and entetedSPSS 11.5tatistical software prognafor
guantitative data analysiBescriptive statistics were produced for all survey items, and-cross
tabulations and associational statistics were produced for some key outcomes including HIV
testing. The interviews were audio taped and transcribedtirarliéhe qualitative software
program QSR*N6 was used to assist with the labeling, revising and retrieval of codes during
analysis of the interviews. Analysis of the qualitative data was completed by members of the
research team using an inductive approach

HIV Testing and Care in Aboriginal Youth



Findings

Youth from all ten provinces and one territory contributed to the dat@iteebrganizations were
purposively selected to assist in recruiting participants who had received an HIV test, and knew
they were HIV sergoositive or seraegative, ad those who had not received a test and did not
know their HIV status.Four hundred and thirteen (413) Aboriginal youth from Vancouver,
Edmonton, Winnipeg, Ottawa, Toronto, Montreal, Halifax, Labrador and Inuvik completed the
survey. Forty seven percarftsurvey participants were male ari®6 were female. More than

half of the participant&lentified themselves as beifgst Nationg56.2%). Most survey

participants spoke English (92.3%). The majority of youth identified themselves as heterosexual
(84.7%). Only (16.2%) of respondents had completed high school and most of the youth had
incomes of less than $20,000/year (85%). For living arrangements, the youth reported varied
housing situations with the majority living on their own (35.8%) or withrtbaients (31.0%).
Slightly more tlan half of the youth (50.8%) habeen tested for HIV. Of these, 26 participants

out of 413 youths completing the survey had a positive HIV test result.

Twenty-eightinterviews with Aboriginal youth were conducteltiterview participants were

between the ages of 16 and 30 years with an average age of 24.4 years. Sixteen of the youth were
female and 12 were male. Education levels of the interview participants vdriekad less than

high school, 5 had completed high soh and 11 had studied at a psstondary institution. Of

the 28 interview participants, 25 reported ever having an HIV test and 9 of the 28 participants
(31.1%) reported being HIV positive. Five of the youth became infected through intravenous

drug useand four became infected through sexual contact.

The decision to test

For Aboriginal youth who were surveyed, the most common reasons given for HIV testing
included having sex without a condom (43.6%), and for female respondents, pregnancy or
suspicion épregnancy (35.4%). The most comnreasongor not getting tested were the

beliefs that youth were at low risk for HIV (45.3%) and that they had not had sex with an
infected person (34.5%). Survey findings suggest that youth who had never tested faerkl vV
more likely to be younger, male, heterosexual, students and not following traditional Aboriginal
practices. Many of the Aboriginal youth who participated in interviews believed that youth have
a feeling of invulnerability in relation to their HIV risklany commented that topics such as
HIV/AIDS and sexuality were taboo to openly discuss in small communities and that many
youth stild]l believed that HIV/ AI DS was a fisca

The testing experience

Fifty-one percent of the seey respondents (210 of 413 youth) had ever been tested for HIV.

The majority of youth (86.5%) had their most recent HIV test in the community where they lived
or had lived at the time of the test. Thifour percent of the youth went to a physiciantfeir

most recent test, and 17.1% had gone to the hospital. While getting tested, 23.3% of respondents
noted that they were not given any information and 28.1% could not remember what information
they were given. Over three quarters of youth felt thay thad been treated with care (79.9%),
respect (77.4%) or kindness (75.9%) when receiving their HIV test, but a significant minority
indicated they were treated with fear (12.3%), discrimination (11.2%) or avoidance (9.7%). In an
openended question on eronal reactions to the test, survey respondents expressed feelings of
anxiety and apprehension about the possibility of testing HIV positive.

HIV Testing and Care in Aboriginal Youth
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Regular HIV testing was viewed by those interviewed as routine, especially when coupled with
checks for othesexually transmitted infections or as part of the standard of medical care when
individual s become pregnant. dfeivert Istyogt Isi a
due to the flexibility of a service where youth could show up and have a ¢est tatne. For

some, notivation to get tested was predicated aealistic self assessmethiat past risky

behavior may have placed them at greater risk of IHbf.othersfear of HIV infectioreclipsed

this assessment of past high risk behavisrwell, the involvement of parents/partners in the
decision to get tested could be both supportive or a barrier. Youth who were interviewed
expressed the need for service providers to be professional but have a caring, understanding and
patient approach. Estaliisg relationships with the youth without compromising confidentiality

was important to them. Youth supported an approach of camouflaging HIV testing services in

the context of general health services.

The relationship between testing and care

Of the 26 srveyed youth who reported they were HIV positive, 8 (30.8%) indicated they had
symptoms related to HIV/AIDS at the time of diagnosis, including 6 (23.1%) who were told they
had AIDS at the time of diagnosiBhus, findings suggest that a substantial priomo of HIV
diagnoses among Aboriginal youth are not made until late in the course of the disease, thereby
limiting prevention and care opportties. In addition, only 12f 25 (48.0%)indicated they had

seen a physician after receiving the positive k%t result, and overathnly 38% of Aboriginal

youth who had gositive HIV testhad seen the physician within one year of their diagnosis.
Youth who were interviewed showed similar patterns. For these youth, delays in seeking care
after diagnosis varieflom a few months to seven years. Reasons for delaying care or not
seeking care were: being scared, being preoccupied with substance abuse, not caring, not
wanting to live, and not knowing anything about HIV care options. Interview participants
stressedhe importancef stablehousing, family support and support services such as AIDS
service organizations in helping them manage their HIV.

Conclusion

The results of this communHyased research study underscore the need for supportive health
policy andmodels of service provision which encourage testing in youth who engage 4ingkigh
behaviors. Enhanced prand posttest counselling could be important points of intervention for
Aboriginal youth. Better counselling after diagnosis and community a@elt stutreach may be
effective means of connecting more Aboriginal youth to care.
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Introduction
Research Purpose and Qestions

HIV infection is a serious concern in the Canadian Aboriginal population, particularly among
youtht howeverthere is limited d@éntion to this issuan research literature (Clarke, Friedman, &
Hoffman-Goetz, 2005). Approximately twihirds of the Canadian Aboriginal population is

under the age of 30 (Majumdar, Chambers, & Roberts, 2004) with a median age of 24.7 years
(Shah, 2004)Additionally, younger people perceive that they are less vulnerable to HIV
infection (Tseng, 1996). Also of concern is the ungss ofHIV testing in atrisk adolescents
(Grant et al., 2006High rates of teenage pregnancy, (Ontario Federation ofnrktiandship
Centres [OFIFC], 2002), inconsistent use of condoms (OFIFC, 2002; Calzavara, Burchell, Myers
et al., 1998) and high rates of sexually transmitted dis¢&be=ds et al., 2004s well as
substance abuse and iojed drug use (Majumdar et,&004), provide evidence of the
vulnerability of Aboriginal youth to HIV infection.

The Public Health Agency of Canada (PHAC) reports that Canadian Aboriginal persons are
infected at a younger age than pdinoriginal persons (PHAC 2@0). HIV prevention

approaches have traditionally focused on the interruption of the disease prior to infection.
Investigation of factors that increase or limit the spread of the virus in infected individuals has
been identified as an urgent research initiative (Schiltz &fear) 2000).With an estimated 30%
of persons with HIV currently unaware of their statasyre information is needed about
individuals who are at risk of HIV but have not been te@tAC, 2005) A key strategy in
preventing the spread of HIV in Aborigineommunities is the provision of accessible,
confidential and culturally sensitive testing services. In addition, for those who test positive,
counsellingprograms to promote healthy behaviours in the period following infeigtion
recommendedn order tofocus prevention activities in the pasfection period, the factors that
motivate individuals to have an HIV test, and subsequently make decisions about their care and
treatment must be investigated. Research is required on issues related to HI\intdlséing
Canadian population generally (Myers, Haubrich, Cockerill, et al., 1998), and the Aboriginal
population specifically (Health Canada, 1998).

Thepurposeof this study therefore was to explore HIV testing and care decisions in Canadian
Aboriginal youh. Fiveresearch questions were addressed in the sthabh, whengrouped fall
into three areas

The decision to test
1. Why do some Aboriginal youth decide to have an HIV test, while others do not?
2. How do Aboriginal youth view HIV testing?

The testingexperience:
3. What is the experience of Aboriginal youth when they present for testing?

The relationship between testing and care:
4. What is the relationship between HIV testing and the decision to initiate treatment among
Aboriginal youth?
5. How do Aboriginalyouth make decisions about the care and treatment of their HIV illness?

HIV Testing and Care in Aboriginal Youth
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This report is organized into these three areas of inquiry in discussing the findings of the project.

Definitions

1. HIV care and treatmen

HIV care includes strategies to enhattoe weltbeing of an HIV sergoositive individual,

including maintaining personal health. The range of strategies that can be used to promote health
include biomedicaapproachegée.g. antiretrovirals, visits to a physician), traditionptactices
(e.g.sweat lodges, traditional medicine), staying healthy (e.g. sleep, nutrition, exercis
alternativetherapiege.g. herbal)anduse ofcommunity servicg(e.g. connecting with an AIDS
organization).

2. Aboriginal youth
For the purposes of this studyériginal youth were defined as men and women between
the ages of 15 and 30 years of ag® self identified as Aborigindincluding First
Nation, Métis, or Inuit)

3.HIV Test
An HIV test is an antibody blood test to tell whether one has been infeitteduman
immunodeficiency virugHIV). HIV antibodies are produced by the body after an
individual becomes infected with the virus. The HIV antibodyrnesasuresntibodies,
not the HIV virus.This study captures seléported HIV antibody testimghichan
individual may have had at any time prior to the sti8BeHIV-positive statuelow.

4. HIV-positive status
Defined in this reporas selrepored froma participant stating that he/she had been
foundto beHIV serepositive according to a lab tedtne on a blood sample drawn at a
health clinic or a voluntary counselling and testing centre (lab test detects the presence of
antibodies to HIV)Participants in this study were neiquired to havadditional blood
testing to confirm theiself-reportel HIV status.

HIV Testing and Care in Aboriginal Youth



13

Background and Literature Review

HIV illness' has been identified by individuals (Alberta Health, 1995; Houston, 1995; Lambert,
1993), community agencies (Mill & DesJardins 1996), professional organizations (Aboriginal
Nurses Association afanada, 1996), and governments (Health Canada, 2001; 2002a) as a
serious concern in the Canadian Aboriginal population. In Canada, Aboriginal people are over
represented in estimates of HIV infections and the number of Aboriginal people living with HIV
increased by 91% between 1996 and 1999 (Health Canada, 2001). Of testing results among
Aboriginal persons, youth comprised 31.4% of the total positive HIV test reports from 1998 to
2003 (PHAC, 2004). Similarly, sexually transmitted infections, which potbnitterease the
transmission and acquisition of HIV, disproportionately affect the Aboriginal popul&foalds

et al., 2004 Youth are one sufroup of the Aboriginal population that is particularly vulnerable
to HIV infection (Royal Commission on Abginal Peopls, 1996). Of grave concern is that
Aboriginal people living with HIV are diagnosed and receive treatment later in their illness than
do nonrAboriginal people living with HIV (PHAC, 2004; Geduld & Archibald, 200&jler, et

al., 2004) Pattens of health care utilization in individuals with AIDS are significantly associated
with survival time (Montgomery et al. 2002).

Despite educational HIV/AIDS prevention programs within Aboriginal communities, strategies
specific to the youth are lackiniylajumdar et al., 2004). In order to focus prevention activities

on the posinfection period, the factors that motivate individuals to have an HIV test, and
subsequently make decisions about their care and treatment, must be investigatedwAlstudy
nortAboriginal youth demonstrated that rates of HIV testing in youth is low and that as a group,
youth are a fAndisadvantaged and di sefmfinganchi se
strategi es o ,(p@69amQanadatthera &re dispafhdnétedy few resources

directed at the needs of Hipbsitive youth (Flicker et al., 2009Research is required on issues
related to HIV testing in the Canadian population generally (Myers et al. 1998), and the
Aboriginal population specifically (HealtBanada, 1998). Although it is acknowledged that
research to improve prevention of HIV infection in this group is essential (Majwehdhr

2004), to our knowledget the time of the study, there had been no research that expressly
examinedhe testing ad care of HIV infection in Canadian Aboriginal youth.

A variety of social, economic, and political factors contribute to the vulnerability of the Canadian
Aboriginal population to HIV infection and limit the ability of communities to give high priority

to HIV prevention initiativesMany Aboriginal peoples face poverty, drug abuse, violence and
suicide.Marginalization that resulted from a colonial legacy in Aboriginal communities in

Canada continues to contribute to social suffering and health disparitiee Aboriginal

population (Adelson, 2005lrurthermore, the stigmatization of Aboriginal people living with

HIV/AIDS has been characterized by the continued association with homosexuality (Deschamps,
1998) . Deschamps (19 9 8gmahas hae dire dorrseqtiencésXdr-ivé r el a
spirited people. The effects of being both ho

! The term HIVillnessis used to encompass the individual, cultural and social responses to HIV infection and is
distinct from the concept afiseasethat refers primarily to the breakdown of a biological process (Kleinman, 1980).
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destructive behavior among tvepirited youth in the forms of substance abuse, suicide, unsafe
sexual practices, are very exte i (p.84p

In aCanadian studyHeathfound that among men who had sex with men, Aboriginal men were

more likely than norAboriginal men to have experienced factors considered to be antecedents of

HIV infection, including sexual abuse, poverty, pawental health and involvement in the sex
trade(Heath et al1999. Similarly, most of the HIV positive Aboriginal women in an Alberta

study had experienced abusive relationships d
behaviour sénofwetrreese fwaamed as Osurvival techn
of this abuse. In some Aboriginal communities, the urgent need to address social problems

including poverty, unemployment, poor housing and sanitation may result in HIV and AIDS

initiatives having lower priority (Tseng, 1996). Additionally, Aboriginal youth constitute over

onethird of street involved youth in Canada (PHAC, 2005). The broad determinants of HIV

infection in the Aboriginal population necessitate the design of preventiomentems at

multiple levels, using multiple strategies.

The design of HIV prevention programs has been primarily based on theories that emphasize
individual factors that influence behaviours. Several authors have highlighted the limitations of
this apprach and emphasized the need for prevention programs that acknowledge and target the
broad economic, cultural and social factors that influence behaviour (Adrien et al., 1996; Mill &
Anarfi, 2002; Myes et al., 1993; Zwi, 1993). CAABcknowledges that youtteed to be fully
involved in determining interventierto address needs (CAAN, 200Similarly, the diagnosis

and care of HIV infection in Aboriginal youth is influenced by cultural beliefs and social factors,
as well as emotional and behavioural infloes, which must be considered in the design of
serviceyMajumdaret al, 2004). Therefore, a conceptual framework based on an ecological
approach to health was used to guide this study. An ecological approach acknowledges the
complex relationship betweehe individual factors influencing health and the broader cultural,
social, political and economic environment that provides the context for health (Green, Richard
& Potvin, 1996; Stokols, 1996). When considering HIV testing and confidentiality within
Aboriginal communities, a cultural perspective must be incorporated in consideration of the
social history of oppression, racism and colonialism (Shah, 2004; Matiation, 1999a).

HIV Infection in Aboriginal Youth

HIV infection has the potential to have a foand effect on Aboriginal youttAs two-thirds of

the Canadian Aboriginal populati@smunder the age of 3@ndbecause youth generally have
perception that they atess vulnerable to HIV infection (Tseng, 1996), resedased
interventions to immve prevention in this group aneeded (Majumdar, Chambers, & Roberts,
2004). In Canada, Aboriginal persons are infected with HIV at a younger age than non
Aboriginal personsRHAC, 2009. An extensive survey in Ontario -waserve, Aboriginal
communitiegdetermined that sexual behaviour, including having multiple partners without the
consistent use of condoms, placed individualss&tfor HIV infection (Calzavara, Bullock,
Myers, Marshall & Cockerill 1999). Among Aboriginal youth in the survey, congistmndom
use was rare (Calzavara, Burchell, Myers, et al., 1998). A survey of the sexual health of
Aboriginal youth in OntarioQFIFC,2002) found that sexual practices, including early initiation
of sexual activity and inconsistent use of contracepti@ne associated with high rates of
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teenage pregnancy. These findings provide evidence of the vulnerability of Aboriginal youth to
sexually transmitted diseases including HIV infection (Royal Commission on Aboriginal
People, 1996; OFIFC, 2002).

Aboriginal views toward health and illness

Views toward health and iliness in the Aboriginal population are relevant to the understanding of
attitudes toward HIV testing. Traditionally, illness was viewed as a blessing from the Creator

that would encouragereflecon on oneds | i fe, promote persona
restore balance in oneés |ife (Brown, 1990).
treatment is sought was documented during a research project in northern Alberta (Mange, You

& Swartz, 1991), and more recently in a study of the experience of Aboriginal HIV positive

women (Mill, 2000). This belief may result in some Aboriginal people being less likely to

request an HIV test, or, fositive, initiate treatment, whentheyféek al t hy. An i ndi vi
perception of risk to HIV will also impact their perceived need for an HIV test. A large survey to
document the knowledge and attitudes of First Nations individuals toward AIDS found that

many participants perceived that AIDSveas 6 whi t e mands di seased and
not feel that they were at risk for HIV infection (Myers et al., 1993). Several authors have

emphasized the need for HIV prevention programs in Aboriginal communities to be grounded in

the beliefs, attituds and behavioural norms of the culture (Aboriginal Nurses Assocation
Canadal996;Miller et al., 2006,Weaver, 1999).

Voluntary counselling and testing

The availability of voluntary counselling and testing (VCT) is a key component of
comprehasiveHIV prevention programaMill & Anarfi, 2002; UNAIDS 2004). In addition,

HIV surveillance provides important epidemiological data needed to monitor the epidemic,
measure the impact of intervention programs, and plan appropriate health services. HIV testing
and counselling are viewed as methods to promote behaviour change and control the spread of
HIV (Norton, Miller & Johnson, 1997). Specifically it has been argued that indilsduho

know that they are HIpositive are more likely to practice safer segdiig, 1996). In some

groups, this appears to be the case. Severalamalgses and systematic reviefWgeinhardt

Carey, Johnson & Bickmai999; WolitskiMacGowan, Higgins & Jorgensph997)have

shown that in specific contexts (e.g., for those who dxegdsitive or in seraliscordant
relationships), sexual risk behavior decreases after HIV tesiomgever, for other groups (e.g.,
women, injection drug users), the relationship between testing and reduced sexual risk is not
clear.Researchers and heaifofessionalfiave also raised several negative outcomes related to
the provision of VCT. A study in Tanzaniglaman, Mbwambo, Sweat, Hogan & Kilont899)

found that only 22% of HIMnfected women disclosed their HIV status to their partner, whereas
69% of noninfected women disclosed thatatus. In addition, negative social outcomes

following disclosure of HIV status, including marital conflitdaman et al.1999) blame and
fear(Keogh, Allen, Almedal & Temabhagili, 199Mill, 2003) and violencgGielen, McDonnell,

Wu, O'Campo, & Faden, 20@i el en, OO0 Camp o, , hd&avalkenmepcttedirek e, 19 9
provision of pre and pogest counselling with an HIV test is the recommended practice for the
provision ofHIV care; however there is evidence thatunselling is not always provided.
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(Silvestre Gehl, Encandela & Schelz&000), Research with Aboriginal tvepirited men
across Canada determined that almost half (42%) of the participants who had recélidd an
test had not received HIV counselling (Monette & Albert, 2081¢.anadiarstudy examining
the HIV test experience reportdtht test recipients desire services that provide respectful,
sensitive interactions, with personalized information and deers@king support about the test,
in a setting that is conveant and private (Worthington & Myer2002). From the test provider
perspective, best practices in testinsellingnclude ensuring information and education to
support HIV risk reduction; indidualization of risk assessment and psychological need;
ensuring test results are given in person; providing information and referralsgaitatifay
partner notification{Myers, Worthington, HaubriclRyder & Calzavara2003)

Testing strategies

Current approaches to HIV testing in Canada have developed based on different goals in order to
address the preferences of different populations. Nominalpaomnal and anonymous HIV

testing can be offered and provide varying degrees of privacy, autonorpyaection of

individual rights PHAC, 2005. Nominal testing refers to HIV testing that can be linked to the
person through a personal identi fier. Il n this
result to the local medical officer of heglth who i n turn must ensure th
drug use contacts are notifidebllowing noAanominal testing a physician can link the HIV test

result to the person through an identificatcmae;however the result is not reported to the

medical dficer of health. The physician and patient are responsible for notifying contacts about
potential exposure. Anonymous testing, on the other hand, provides complete anonymity to the
individual wishing an HIV test. Neither the physician ordering the testanyone else knows

the identity of the patient. This approach is based on the belief that individuals at very high risk

of acquiring HIV may be reluctant to obtain tegtif anonymity is not assure@n analysis of

the success of anonymous testing inado (McGee, Lirette, Tripp & Major, 2002) found that

clients accessing anonymous HIV testing had consistently higher positivity rates than those
accessing nominal or coded testing facilities, indicating that people at high risk for HIV infection

are mordikely to chose anonymous testing.

The reporting of HIV infection in Canada is governed by provincial or territorial legislation and
requires that nominal or namominal information about an individual who tests positive for HIV

be reported to the prowral or territorial public health officials. As of April 2002, HIV infection
was legally reportable in all provinces and territories with the exception of British Columbia
(Health Canada, 2002)lthough nominal and nenominal testing are available inetimajority

of provinces and territories, anonymous testing is not available in the Yukon, North West
Territories, Nunavut, Manitoba and Prince Edward Island (Health Canada, 2002b). In relation to
ethnicity, approximately 90% of AIDS case reports includermation about ethnicity, whereas
only 30% of HIV test reports include ethnicity data (Health Canada, 2002c).

Barriers to HIV testingin Aboriginal communities

2 Two-spirited is often used to refer to Aboriginal people who identify themselves as gay, lesbian, bisexual or

transgender (Matiati on, 1999b, p.7), because it is fAéma
[and recognizes] the traditierand sacredness of [a] people who maintain a balance by housing both the male and
female spiritéo (Deschamps, 1998 n.d., p. 10).
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Access, particularly for individuals who are at high risk for infection, has been ideasfi@d

barrier to HIV testing (Siegel, Raveis, & Gorey, 1998). Many Aboriginal people face significant
barriers to HIV testing due to the remoteness of communities and confidentiality concerns,
particularly in small communities. Furthermore, Aboriginal widiials who wish to receive an

HIV test may not feel comfortable accessing mainstream health services (Browne & Fiske, 2001;
Crown et al., 1993; Matiation, 1999a). Small communities are often unable to offer the
specialized support services required fatrinvi dual sd who test positive
1993). Lack of awareness of the disease, AIDS stigma, and initial lack of symptoms were
identified as challenges to HIV testing in the Alberta Aboriginal HIV Strategy (Health Canada &
Alberta Health and Wliness, 2001). A report completed for BAAN and the Canadian

HIV/AIDS Legal Network (Matiation, 1999a) highlights the issues of confidentiality and
inadequate pre and pesist counselling in relation to HIV testing in Aboriginal communities.
Recommendtions from the report include the need for: specific informed consent for HIV

testing; the availability of anonymous testing for all Aboriginal people; education programs to
decrease stigmatization related to HIV testing; the provision of pre antegostunselling by
persons who have received training in cultural sensitivity or are of Aboriginal descent; the
availability of pre and podest counselling within Aboriginal communities and in mainstream
facilities; nornominal reporting of HIV infectionrad AIDS; the development of confidentiality
policies for organizations involved in HIV testing and counselling; and the implementation of
partner notification programs (Matiation, 1999a).

In an Alberta study (BucharskReutter & Olgivie 2006), Aboriginal women living with HIV

identified the following barriers to HIV testing: fear of testing positive and subsequent judging

by Aboriginal people; perceived lack of anonymity; feelings of shame; questioning about risk
behaviour; and judgment from testerkis group of Aboriginal women identified several

principles related to an ideal testing situation: Aboriginal determination of HIV policy and
program development, the use of a harm reduction approach, orientation to the present and
providing opportunitiegor choice. Interestingly, the majority of this group of women stated that

t hey would have preferred to have an Aborigin
b e h a v.iAbotiginal people in coastal Labrador reported that stigma, concerngirggar
confidentiality, fear of the result, and lack of social support were the primary barriers to testing
(Ratnam & Myers, 2000). In the Labrador study, participants suggested using a range of formats
to provide information on HIV testing services, offgriHIV tests in combination with routine

blood tests, and using testers from outside the community. Individuals may be less likely to
request an HIV test if they do not perceive themselves to be at risk for HIV infektionginal
individuals living in Matreal believed that the only people at risk for acquiring HIV were those
individuals whatraveledbetween reserves and cities, new urban arrivals, particularly teenagers
and women working in prostitution, and gay men (Brassard, Smeja, & Valverde, 1996).

Once an individual has received an HIV positive test, AIDS stigma and a fear of labelling may
delay them from seeking out, and engaging with, appropriate health se@Gieeshney & Smith,
1999;Herek, 1999Mill, 2003; Rudy, Newman, Duan, Kelly, Robes#sal., 2005. Health
practitioners have been identified as a source of stigma and discrimination for individuals living
with HIV (Carr & Gramling, 2004; Chesney & Smith, 1999; Matiation, 1998, 2003;

Mwinituo & Mill, 2006). Aboriginal persons havingIV/AIDS (APHAS) may also be reticent to
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access care that is not culturally competent. A study withspuated Aboriginal men across
Canada, found that of the 49% of men in the sample who were HIV positive, only 42% were
using any type of Western treagnt or therapy (Monette & Albert, 2001). The participants
identified the following barriers in accessing health and social services: feeling unwelcome, fear
of health and social services workers and organizations, fear of discrimination, and lack of
transprtation.

HIV testing in Aboriginal communities

A lack of concrete epidemiologic data and a reliance on anecdotal evidence, has limited the
development of sound knowledge of the HIV epidemic in Aboriginal communities in Canada
(Matiation, 1999a). Thisap in knowledge also applies to HIV testing behaviour. Houston
(1995)suggestedhat Aboriginal people are less likely to be tested for HIV because they do not
perceive themselves to be at risk, and are skeptical about the value of testing and th@motivati
of the tester. In a study to compare the HIV testing behaviours of Aboriginal arsbooiginal

Ontario inmates (Calzavara, Burchell, Schlossberg et al., 1998), researchers found that
Aboriginal inmates were less likely to have ever had an HIV tesiramd likely to report that

they didnoét k n omnamalysasrofecasesmf AIPDS tepoeed to éhe Public Health
Agency of Canaa between 1996 and 2005 (Stokeennock & Archibald2006) revealed that
Aboriginal persons were significantly mdrkely to have had a late diagnosis of their HIV
infection.A late diagnosis was defined as less than 12 months between their first positive HIV
test and a diagnosis with AIDS. This trend was also suggested in an analysis of deaths due to
AIDS among FirstNations individuals in Vancouver (Goldstone et al., 1998). First Nations
individuals were sicker earlier, had shorter survival rates, and had more admissions and hospital
days than non First Nations individuals. Although some evidence suggests thatrEbgogth

are accessing HIV testing as much or more than the general population (Nguyen, Deleary, &
Swaminathan, 2000), evidence suggests the reverse in adolescents generally (Grant et al., 2006 ),
highlighting the need for further research to exploreelgng behaviour of Aboriginal youth.
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Research Design and Methods

An exploratory descriptive design was selected for the study due to the limited knowledge about
HIV testing in Aboriginal youth in Canada. Mixed methods, including a eses8onal swey

and indepth interviews, were used to collect data. To achieve our goal of exploring and
describing Aboriginal youth experiences and perceptions of HIV testing and care we used a
communitybased, collaborative research approach throughout the stuelyprdject was guided

by the principles of OCAR(Patterson, Jackson & Edwards, 2006; Schnarch, 20@#had
significant community involvement and support: Aboriginalmmeestigators ensured that the
research was relevant to Aboriginal communities aGdmmunity Advisory Committee

comprised of Aboriginal youth, Elders and community members helped guide the research and
ensure that it was culturally appropriaBansistent wittOCAP principles the advisory

committee and researchers collaborated withdgreamic and culturally responsive framework

in exploring HIV testing in Aboriginal youth.

Data collection was carried out with the assistanadeden (11rommunitybased

organizations from across the country including Aboriginal AIDS service orgamzati

Aboriginal health centres and friendship centres. The organizations were purposively selected to
assist in recruitingarticipants who had received an HIV testd knewtheywere HIV sere

positive or seraegative, and those who had not receivedtateddid not know their HIV

status Care was taken to invite collaboration from-aerve agencies who served a cross
section of First Nations (including Innu), Inuit (including Inuvialuit) and Métis youth between
the ages of 130. These agencies pided recruitment assistance in nine (9) locations across the
country, including Vancouver, Edmonton, Winnipeg, Ottawa, Toronto, Montreal, Halifax,
Happy ValleyGoose Bayand Inuvik.Project coordinators were located in both Edmonton and
Ottawa.

Ethical Considerations

Ethics committees at the Universities of Alberta, Calgary, and Toronto, and Health Canada (prior
to the creation of the Public Health Agency of Canada) approved the research project. Ethical
approval was also received from the Aurora Rede Institute, an organization that oversees
scientific research in the Northwest Territories.

Prior to each survey and interview, informed consent was obtained from each study participant.

The written consent form described the project in brief, tmpgae and nature of the survey or

interview, and outlined the potential benefits and risks of participating in the(&pdgndix

A). The consent form also gave assurance of confidentiality, outlined the procedures for

maintaining anonymity, explainedeh par ti ci pant 6s right to withdr
answer particular questions and the rationale for keeping transcripts on file. Each consent form

was read and explained to the participant before being signed by both the participant and project
coordinator. Participants were asked to sign their real name, their initials or a pseudonym of their
choosing. All consent forms were kept in a locked filing cabinet separate from the transcripts to
ensure confidentiality.

3 OCAP = Ownership, Control, Access and Possession. In brief, OCAP is a set of guidelines for ensuring Aboriginal
self-determnation in research.
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In keeping with common practider communitybased research with Aboriginal participants,
survey and interview respondents were provided with a small honorarium for their participation.
In addition, each organization was compensated for staff time required for recruitment, based on
anaverage time allotment of one hour per participant recruited.

Population and Sample

The target population from which the sample was drawn was Canadian Aboriginal youth living

off reserve in rural and urban communities. The term Aboriginal as used stutiysincluded

individuals who identified themselves as MéR#st Nation$ or Inuit regardless of treaty status
(McLeod, 1997). I n Canada, the term 6statusbo
the federal government under the Indian Acbé Indian (Waldrum, Herring & Young, 1995).

The inclusion criteria for the participants included: Aboriginal men and women between 15 and

30 years of age, and English or French speaking. Both Aboriginal youth who had received an

HIV test and those who Hdanot were eligible to participat€ompleting the survey was not a
prerequisite for participating in the interviews although several youth completed both.

Four hundred and thirteen (413) Aboriginal youth from Vancouver, Edmonton, Winnipeg,
Ottawa, Toror, Montreal, Halifax, Labrador and Inuvik completed the survey between January
and October 2004.wenty-eight (28) Aboriginal youth participated in-@epth, semstructured
interviews between August 2004 and February 28@%er to pag@4-26 of this repat for a

detailed description of the study sample.

Data Collection Methods

The purpose of the survey was to exantivereasongboriginal youthdo not test for HIV or
decide to have an HIV tegheir preferences in HIV testing services, #mafactorsthat

influence their decisioimaking about HIV care. A draft survey tool was developed based on an
extensive review of the published literature, unpublished reports on the issue of HIV testing, and
the experience of the research team members. Thadsgliistered survey instrument was
developed in collaboration with the Community Advisory Committee and pilot tested in the fall
of 2003 with two groups of Aboriginal youth (one English speaking group and one French
speaking group). Once the survey instrunveas finalized and translated into French, we invited
a representative from each participating organization to a training session on the survey
implementation(see AppendaiesB, C). Project coordinators worked with representatives from
each of the particgting agencies to begin the recruitment of youth to the studyprbiject
coordinator made a followp visit to each study site to monitor the distributiothef surveys

and assist witldata collection.

Convenience and network sampling (Brink & Wo0894) wasused to recruit participants for

this study with the assistance of collaborating agencies. Key persons in each of the collaborating
agencies were identified as contact persons and these individuals took responsibility for the
recruitment of partipants for both the survey and interviews. Participants were provided with a

“Today O6First Nationso6 has replaced the term 6Nativeod i
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private space within the participating agency to complete theiadeaifnistered survey while the

project coordinator was available to answer questions that might arise duriptgtion of the

survey instrument. To preserve the participan
their completed survey in an unmarked envelope and seal it before returning it to the project
coordinator.The number of surveys completeceath organization varied, and wamsnewhat

reflective of the number of youth accessing the organization.

The purpose of the interviews was to allow participants to provide a mdepth account of

their experiences or perceptions of HIV testing. Theeefuiding questionsAppendixD) were
developed to reflect the same thematic areas that were ddwetbe survey instrument. To

maintain a balance between consistency and flexibility (May, 1991), thegeadneg questions
wereused for all participals; however, emphasis on particular questions varied according to the
experiences of the interview participant. For example, for those who had not tested, the
interviewer focused on questions regarding youth perceptions of HIV testing, potential reasons
for not receiving a test, and general knowledge of HIV treatment. For those who had received an
HIV test, the interviewer focused on questions regarding the experiences with the tester, their
reasons for testing, reactions to receiving the results amavtalb care for those who tested

positive. This approach allowed each topic to be explored similarly with each participant but also
for the unique experiences of each individual to be drawn out. All intervested between 45

and 90 minutes and at the esfctkach session demographic information was collected from the
participants (Appendix E)hey were conducted in a mutually agreed upon place (most often in
the participating agency) and tape recorded with the permission of the interview participant.

Following the preliminary analysis of the surveys, the project coordinators contacted the
collaborating agencies to arrange to conduct the interviews. Project coordinators traveled to
Vancouver, Toronto, Montreal, Halifax and Inuvik at mutually agreed upogstio meet

interview participants, to sign the required consent forms, and to conduchame interviews

in a private space. Care was taken to interview youth who had not received an HIV test, youth
who had received an HIV test and those who had té#¥gbositive and HIV negative.

However, because of our interest in understanding the HIV testing experience and the ability of
those who had received a test to speak to this issue, an extra effort was made to recruit those who
had received an HIV test.

Data Managementand Analysis
Surveys

Survey responses were coded and entetec5PSS 11.5tatistical software program for

guantitative data analysiBata were cleaned through a process of verificaifamoss

tabulations, and any entry errors notegfevcorrected. Some variables were recoded to extend or
collapse response categories to more accurately reflect survey responses. A codebook was
produced to present descriptive statistics (frequencies and percentages or means and standard
deviations) for K survey items. Bivariate relationships were examined using appropriate

statistics (e.g., Cksquare,-test), with statistical significance set at the 95% confidence level
(p<.05).Chisquare test and Fisheros Exaatonstlest wer e
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two-sidedp value of less than 0.05 was considered to indicate statistical significance. Open
ended survey item responses were coded using thematic analysis.

Interviews

All interviews were tape recorded with the permission of the intervasticipant. Each taped

interview was duplicated and the original audio tape was kept in a locked filing cabinet while the
copy was transcribed by a professional transcriptionist. Transcribed interviews were then
returned to the peai iéEheoodimgraméviorkoa theointesvievisor 6 c |
was inductively developed by three members of the research team, including the principal
investigator, one of the eavestigators and the project coordinator, all with extensive

experience in qualitativeéata analysis. The dewgment of the framework wédmsed on the

reading and discussion of three interviews to develop consensus on the emerging themes. The
research team members agreed on descriptive labels or codes for particular segments of data and
all subsequent interviews were then analyzed and coded according to theseTtmemes

gualitative software program QSR*N6 (NUD*IST) was used to assiktthe labeling, revising

and retrieval of codes during analysis As t he project gofthedi nator 0s
interview findings developed, codes were added or renamed as necessary in consultation with
members of the research teahere applicabletquot es presented in this
denotes the Interviewer, and APO denotes inte

Reliability and Rigor

To ensure methodological consistency acrosptbgct onestaff person from each of the
organizations were invited to Ottawa in June 2003 for a training workshop focusing on
recruitment. This helped to ensure that the surweyedistributed and collected in a uniform
manner and that the staff person had a sound knowledge of the research protocol. Following this
workshop, information packages containing plain language ppbtesimess cardand brochures
(seeAppendiced,G,H) describing the study objectives, eligibility criteria and how to get
involved were sent to each of the agencies to assist in the recruitment pfrbeeSsmmunity
Advisory Committee and the youth participating in pilot testing of the survey provided
commens on the survey design to enhance face valiBitgject coordinators were available by
telephone or email to provide methodological suppopaiticipating organizationg\t a
mutually agreed upon time, project coordinators then traveled to each ataheotlection sites
to meet with study participantadminister surveys and conduct interviews.

6 Cl eani ng-$teppracess eonsistingof 1) checking the transcribed interview against the recorded
interview for accuracy and 2) removindal i dent i fying information and referenc
and confidentiality.
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Capacity Building

In early 2002, the executive director and a staff member from CAAN and two senior public
health scientists in the Centre for Infectiousdase Prevention and Control at Health Canada
(now the Public Health Agency of Canadagt with a researcher from the U of A to design the
project.This research project represengedollaborative effort to addreise urgent issuef

HIV testing in Aborginal youth as identified b€AAN, Health Canada, aratademiaThe
research team was assembled to reflect this partngssaipfrom CAAN, epidemiologists from
PHAC andacademic faculty from the Universities of Alberta, Calgary, and Toronto,
representig faculties of nursing, social work, and medicine. The project involved extensive
Aboriginal community irvolvement with a range of AIDS service organizations, health centres,
communty organizations, and friendshiprmtres across Canada.

Capacity buitling was a goal throughout the research project. The research team initially hired
an Aboriginal research coordinator at one site to famlidiata collection using the survey and
interviews. A Community Advisory Committee (CA@)eeting was held early the project

with youth,Elders, and community agency personnel in attendamgendix | shows the

Advisory Committee Terms of Reference document developed from this m&atireyal
subsequent meetings were held over the course of the project for guad@nesearch training.

A 2-day dissemination workshop was held in Regina, Saskatchewan in October 2005 during the
preliminary data analysis perigdppendix J). The overall goal of the workshop was to discuss
and verify findings, and get community fe@dk on the next steps in the research process. This
was also an opportunity to assist with the development of the research skillCéiGrand

promote culturally relevant research with pboriginal researchers.

History of Project

March 2003: March R .
Ethics September ; October 200&007]
July 2002: Approval JanuaryOctober 2005: Data | Ongoing !
Proposal & Project 2004: Surveys Entry and I Dissemination !
Submitted Started distributed Analysis L e !
f. TR, T o, » (] > [} o L4
October 2002: April 2003: August 2004 October 4 & 5,
Funded First February 2005:  2005: Community
Advisory Interviews Solutions Workshor
Committee
Meeting

Figurel. History of Project
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Findings
Detailed Sample Characteristics

Survey Respondents
Age,Gender and Aboriginal background

Questionnaires (see Append® were completed by 413 Aboriginal yosttanging from 15d

30 years of age with an average age of 21.5 years (SD 4.4). In this sample, 194 (47.0%) were
male, 218 (52.8%) female andeperson (0.2%) self identified transgender. Methan half

of the youthreported havindrirst NationsStatuswhile the remaiing youth identified as Métis,
Inuit First NationsNonstatus Inuvialuit or other(seeFigure?2).

Other, 1.7%
Inuvialuit, 2.2%

Inuit, 10.7%

Métis, 20.8%

First Nations Status
(Treaty), 56.2%

First Nations Non-Status
(Non-Treaty), 6.8%

Figure 2. Aboriginal Backgrounaf Participants(n=413)
Languages

English (92.3%) was the most common language that wasioken in childhood, followed by
an Aboriginal language (20.6%) and/or French (7.7%). The Aboriginal language most
frequently identifiedvasCree, followed by northern Aboriginal languages (Innu, Dogrib, etc.).
The youthreportedspeaking abilities in Erigh (97.8%), French (13.1%), and an Aboriginal
language (22.0%). The most common Aboriginal language sakbe time of the surveyas
Cree, followed by Ojibwa and northern Aboriginal languages.
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Sexual identificatiomnd marital status

Most of theyouth selfidentified as heterosexual or straight (84.7%). Thirteen percent (13.1%) of
participants selfdentified as gay/lesbian/two spirit or bisexual while 1.5% slehtified as

other. Sixty-nine percent (69.2%) of participants stated that they singde, while 20.3% were

in a commoHraw relationship. Some were married (3.6%) and about the same number (3.4%)
had been in a relationship but were now separated, divorced or widowed.

Education

Half of the young people had some high school (49.9%)L&rP6 had completed high school.

While 7.8% had completed college or university, and 14.6% had some post secondary education,
10.7% completed gradeor less. At the time of the surye82.7% were full time students and

9.0% were studying patime.

Rdigion and spirituality

In response tothe questiahDo you cur r entd#.4% af yolthoimdicaded they | i gi o
followed a religion, while 56.9% reported that they did not follow a religion. The religions

identified ranged from organized religmto statedndividualized religion.The main religion

identified was Catholic (17.7%), followed by various Protestant denominations-dfaty

percent of the youth indicated they followed traditional Aboriginal pract®ese puth

reportedmultiple Abaiginal practices. The most common practices incluzBémonies,

dancing, sweatsmudginganddrumming A few reported thaactivities in nature such as

hunting or fishingandpowwowswere Aboriginal practicethat they followedThe majority of

youthwho identifiedpowwows and sweats/smudgiag a component of their Aboriginal

practicedived in larger urban communities.

Places of residence

The majority of youtl{64.4%) were living in an urban centre with a population over 10,000

people. Of the yah living in small communities, threguarters lived in an Aboriginal

community. Twethirds of the 32 youth reported that the remote community they lived in was an
Aboriginal community, remote enough to require flights in or out of the community sometime

during the year. Most of the youth had their own home or apartment (35.8%) or lived in their

par ent 6s hloadditiorf,a3hambér & )yauth reported a varietyafierliving
arrangements such a97b)iinairoonging hausE@al%)f shalter ardailes h o m
house 4.4%), hotel (3.4%), being homeless (4.6%), artker living arrangement (8.2%)

Income sources

Almost 85% of the youth reported income of less than $20,000. Most (63.7%) reported having a
single source of income: a job svithe most frequently reported source of income (37.3%) with
social support [welfare] following second (29.3%). Multiple other sources of income were
reported in small numbers such as student loans, support of parents or community agencies,
government soges such as GST credits and family allowance, and street sources. 6.5% of
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youth had no source of income. Some youth had several sources of income with 16.4% having 3
to 5 sources of income and 5.2% having more than 5 sources, the greatest number being 15
distinct sources for obtaining funds.

HIV testing

Slightly more than H&(50.8%) of the youth who completed a survey had been tested for HIV
Of these, 26 individuals had a positive test result.

Interview Participants

In-depth interviews were completadth 28 Aboriginal youth to develop a moredepth
understanding of HIV testing/lost of these youth were First Nation®),2while two werdnuit
andoneMeétis. Interview participants were between ages 16 and 30 with an average age of 24.4
years (5 werd6-19, 10 were 224, and 13 were 280 years of agewenty-five had tested for

HIV while 3 had notSixteen of the participantgere female and 12 were male this sample of
interviewedyouth, 9 shared in the interview that they were kdsitive (males of transmission
included 5 related to injection drug use, 3 relateldeterosexual activity, and 1 male self

identified as having haskex with men)lt is important to emphasize that the interview sample

was weighted towards individisalvho had testetbr HIV to reflect the research interest

While youth participating in the interviews shared many stories of very challenging
circumstances (e.g., street involvement including prostitution, sexual abuse as children, parental
neglect, homelessness, troailith the law, and difficulties adjusting to the differences of urban
life, etc.), many also shared stories that reflected their sense of personal responsibility (i.e.,
advancing their education, etc.), their involvement in commuaityilf/cultural activties (i.e.,a
strong sense of community involvement, including participatroneremonies, high levels of
parental involvement, etc.), and their focus on personal health (i.e., regular testing patterns and
when diagnosed with HIV many were under theeaafra physician and/or did not have

symptoms at the time of testing, et&jthough a number of youth (but not all) commented that
their own parents were less thdeal role modelsnany youth participants wetaking steps to
ensure that they bewee positive role models for their own children and in some cases, the
children of others (i.e., talking with their own children about the importance of safer sex and
healthy sexuality, providing a safe place for children of the community to gather, etc.)

It is important to note, thathallengingife circumstancesfluenced the ability of many of the
interviewedyouth to make positive health decisioRer example, two of the active injection

drug users took more than a year to consult a physician follonaggasis with HIV However,
many youth were actively engaged in and /or planning positive changes for the future. While
some interview participants has not completed their education or were not currently attending
school, 11 youth had studied at a pestadary institution, and of these, 4 had completed a
college or university degree. Thus while some faced challenging circumstances, youth were
positive about their futures
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SECTION ONE: The Decision to Test

Research questions

The decision to test:
1. Why do ®me Aboriginal youth decide to have an HIV test, while others do not?
2. How do Aboriginal youth view HIV testing?

Reasons for receiving an HIV test

Many of the Aboriginalyouthsurveyparticipants were recruited from AIDS service
organizations, Aboriginadiealthcentresand friendshigentres As such, they were more likely
to have had access to HBéunsellingand testing than the general Aboriginal youth population.
In this context, approximately half (50.8%) of the 413 Aboriginal youth in this-sedsnal

study had been previously tested for HIV. The most common reasons for HIV ggg&ndy
those surveyenhcluded (seeFigure 3:

e Al had sex without a condomo(43. 6 %)
e Al was pregnant or thought | waso (35. 4%)
e Al get tested regularlyo (28. 9 %)
e Al aam high risk for HIV infectiono (27.5%)
e Al was in a new relationshipdo (23. 7 %)
e Nl't was part of the screening for STDs (20

I had sex without a condc |44

| was pregnant or thought | w |35
| get tested regular | 29
I am at high risk for HIV infectio | 27
| was in a ne relationshij | 24
It was part of the screening for sexually transmitted dis |21
Reason b
| wanted to confirm the results of a previous | 19
A health professional advised me | 17

| was sexually assulted (eg. Ray [ 12
I had been sharingneec | ]9
I was having sympton [ 8
| wanted to donate blor [ 7
It was a requirement for substance abusetrea | |5

It was required for insuran []1

0 5 10 15 20 25 30 35 40 45 50
Percentag:

Figure 3. Reasons for HIMfesting(n=413)

Note: Survey m@rticipants ould choose multiple reasons
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HIV Testing: Why youth had never testedfor HIV

Approximately half (49.2%) of the 413 Aboriginal youghrveyedhad never been tested for

HIV. The most common reasons for not having gaméHiVvV testing include (see Figurg:4

ow ri sk
I have never h
I al ways have
I never share
My doctor/ nurs
|l am healthyo

Bm at |

e o6 o o o o
I S I i ! i | i | S 1

I am at low risk for HIV/AIDS
I have never had sex with an infected pe
| always have safe s
| am healthy so | don't need to be te
I never shae needle
My doctor/nurse didn't recommend a
I do not want to kno
| do not like needle
Reason It could affect my relationshi
| am worried about being discriminated age
| am afraid that someone will find ¢
If | tested positive, nothing can be dt
| am worried about the accuracy of the
There is no one in my community who has HIV/A|
My doctor/nurse said | was not at |
| am afraid of having my name repor
I have never had s

It takes too long to get the resi

for HI
ad sex
safe sexo(33.
needl eso (26.
e said | was
(25. 6 %)

VI Al
wi t h

DSo
an i
3 %)
1 %)
not

|34
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] 45

(45. 3%)
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Figure4. Reasongor Not HavingHIV Testing(n=413)
Note: Survey m@rticipants ould choose multiple reasons
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HIV Testing: How different were the youth who never had an HIV test when compared to

those who had been tested at least once in their lifetime?

Tablel Characteristics of Testers and Ndesters

Never had HIV Had HIV test P_value
Characteristics Test (1=203) (n=210)
Frequency (%)
Age 1519 years 117/201 (58.2) 40/208 (19.2) <0.001
French as 3 spoken language 71203 (3.4) 25/210 (11.9) 0.001
Male 115/203 (56.7) 79/210 (37.6) <0.001
Heterosexual 188/201 (9%) 162/209 (77.5) <0.001
Single 160/201 (790) 126/207 (60.9) <0.001
Student 108/202 (53%) 64/209 (300) <0.001
Follow traditional Aboriginal 73/200 (36.5) 98/204 (48.0) 0.02
practices
First Nations 110/202 (54.5) 153/205 (74.6) <0.001
Living in First Nations Métis or 75/201 (37.3%) 47/208 (22.6%) 0.001
Inuit community
Living in a city with morethan 109/200 (54.5) 157/207 (75.8) <0.001
10,000 people
Living at hone of parent(s) 94/200 (47.0) 34/209 (16.3) <0.001
Income from job 89/203 (43.8) 65/209 (31.1) 0.008
Income from welfare 34/203 (16.7) 88/209 (42.1) <0.001
Financial support by paren 26/203 (12.8) 9/209 (4.3) 0.002
Income from street 18/203 (8.9) 36/209 (17.2) 0.01
Ever had an STD other than HIV  25/201 (12.4) 99/208 (47.6) <0.001
Oral sex in past 6 months 117/198 (59.1) 145/207 (70.0) 0.02
Anal sex in past 6 months 29/198(14.6) 52/206 (25.2) 0.008
Always using condoms with anal  13/29 (44.8) 10/50 (20) 0.02
sex in past 6 months
Injection drug use (IDU) in past 6 10/199 (5.0) 44/208 (21.2) <0.001
months
Ever been pregnant (female) 31/86 (36.0) 103/130 (79.2) <0.001

As detailed in Table 1, surveyeduth who had never been tested for HIV were more likely to

have the following characteristics:
e Younger than 20 years
Male
Heterosexual
Student
Non-French mother tongue
Not following traditional Aboriginal practices
Métis, Inuit
Living in First NationsMétis, Inuit community
Living in more remote area
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Living with parents

Income from parental support, job and not welfare nor street
Never had STD other that HIV

In the past 6 months no oral sex or anal sex

In the past 6 mon#) always using condoms with anal sex

In the past 6 months, no injection drug use

In females, never been pregnant

The cecision to test for HIV was not associated with the follovangpng surveyed youth
(see Table 1)

e Education level

Religion

Income level

Vaginal sex in the past 6 months

Condom use with vaginal or oral sex in the past 6 months

Sharing IDU needles in the past 6 months

HIV Testing: How do Aboriginal youth view HIV testing?

Surveyed youth were asked about factors that would influencadhkeig an HIV test (see
Table 2). Among the noteworthy responses, youth indicatedf thaealth worker arranging for
the HIV test is from the same home commurtitys would have deterred roughly one quarter
(25.3%)of participantdrom HIV testing. Orthe other hand, the largest number of participants
agreed that a doctor (53.0%) or a nurse (46.8%) would favourably influencadbeptancef

an HIVtest.

Table2 Health Worker Influence on Testing

Strongly
Characteristic: itrroenegly Agree/  Neutral Disagree/
Al woud danhaHl v t “9 Disagree
Frequency (%)*
| knew the health worken§£400) 152 (38.1) 199 (48.2) 49 (12.3)
The health worker were from the same 130 (32.6) 230 (57.6) 39 (118)
cultural backgroundnE399)
The health worker erea doctor (=400) 212 (53.0) 173 (43.3) 15 (3.8)
The health worker were a nurse=400) 187 (46.8) 187 (46.8) 26 (6.5)
The health worker were of the same se 140 (36.3) 214 (53.6) 40 (10.1)
(n=399)
The health worker were fromythome 76 (19.0) 223 (55.8) 101 (25.3)
community (=400)
The health worker were close to my ag' 81 (20.4) 262 (66.0) 54 (13.6)
(n=397)

* Excludes missing values
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Over twathirds (68.1%) felt thiaHIV testing during pregnancy wasgood idea, with another

guarter (24.9%) undecided. Fewer females were undecided (16.2%) than males (34.6%). Among
femake youth participants, 61%b had been pregnant at least once. Of those, 83.5% (compared to
59.8% of females who had never been pregnant) thought that ibasladga to have an HIV

test during pregnancy and 83.6% would want an HIV test if they were pregnant in the future.

However, among youth with a history of pregnancy, only 60.4% had had HIV testing during
pregnancy and 6.0% did not know if they were &shering pregnancy.

Attitudes to Sexuality

Youth who patrticipated in interviews were also asked about the circumstances surrounding HIV
testing and reasons for testing or not testing. Analysis of the interview transcripts revealed that
themesrelatedt o t he yout hdés attitudes to sexuality a
Invulnerabilityi il t canét happen to meo

Many of the participants mentioned that yoaftenhad a feeling of invulnerability in relation to

HIV risk. Oliver thoughtthat youth wee concerned about pregnancies, but did not worry about

STls or HIV.

But they donét think about HIV or any othe
But they think about pregnancies. Just totally blank to their mind about [pause] STls and

AIDS.lbs totally blank to it. Thatodéds the | ast
Theyore thinkind of AAmMm | going to get thi
theydre thinkind of.

(Oliver, FN, Male)

Aboriginals have a feeling that thean walk on water without getting hurt, you know,
play with fire without getting hurt. So to change the AIDS thing, would have to change
the mentality, thatds what | think.

(Carl, FN, Male)

Al kids engage i n r i s kng,ishusthakingirisksuand.takihgt 6 s p
chances and being dumb, in some cases. They know that their friends are doing it and
have been doing it, and theyodédre fine, and
pregnant yet or wh a tbewastingtodb theesametthmg y 6 | | pr o

(Irene, FN, Female)

A few of the youthinterviewedmentioned the feeling of invulnerability in relation to their own
risk of HIV:

Yeah, because, | dondt know, it juswut di dno

| guess it can happen to anybody.
(Zinn, FN, Female)
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Well, | mean, you learn it in school, right, 8owell, the schools that | went to, anyway.
You learn it there, plus the draps that | would go to, you learn it from there, too; like,
thecouns| or s there, too. So | knew it was ri s|
young and stupid.

(Beth, FN, Female)

éBut at the same ti me, youwbeseemslkednekay i Oh,

guyoranokaygird good gi r | ,awgphsd] gluydondtl know;

doesndét seem to take drugs. Basically, you

where people say, Ano, no, it candét happen
(Gwen, FN, Female)

Melanie had tried to encourage her friends to have an HIV test bstigpgestion was often not
taken seriously because of their belief that

Sex as a taboo topic

Another important theme that emerged from the findings was that topics such as HIV, AIDS and
sexuality were taboo in small reserve comities and were not talked about openly. Although
Irene was living in a small northern community at the time of the interview, she had been raised
in a large urban area in the south.

|l t6s just a different way oherlssbneonel mean
whobés been used to a different culture, on
HIV and not having sex before a certain age, and not getting pregnant, and stuff like that.
Then | came up here and pretty much everyone T rhilet young, old, whatever
theyove had kids when theyodre very young,
mean everything seems to be different here. Just the way children are raised and what
theyore taught, i1ito0os kimsdvenf | i ke theyore
(Irene, FN, Female)

Similarly, Melanie recalled that her mother had been afraid to talk to her about the need for pap
smears once she became sexually active:

|l didndédt know | was supposed to be Myoing s
mom was too scared to teldl me . My mom was,
that €. Because most Native youth ainét open

mother.
(Melanie, FN, Female)
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Rural/Urbandifferences

A few of the participanthad found that different types of sexuality (eg gay, lesbian) were not
well tolerated on reserves. One female participant had found it easier to live in a larger city as a
two-spirited woman:

| suppose the other reason why, too, | like the city is becaus t
as opposed to a small city o
to go back home and visit wi

60sS more accept
r a small rez.
th my familyé

(Rachel, FN, Female)

Similarly, Sam had left his reserve at the age of 19 because hewasiti of Al i vi ng a |
relation to his sexual orientation:

| came when | was 19. | left (eastern Canadian city) and the reservation up north. Tried

(eastern Canadian city #2) for a year and

living a lie and tvo different lives all the time to my family on the phone and to what

actually who | was and what | was going th
(Sam, FN, Male)

Attitudes towarccondoms
A few of the participants commented on their view and use of condoms. Oliveedecall

receivingadvicefrom his father to use condontgwever had only used them on a few
occasions:

He told me to wrap up. [l aughs] Thatdés all
only wore condoms twice. | donodtlaughslow why .
Candét explain to you why. I 6m not sure.

(Oliver, FN, Male)

Melanie had found that some men did not like usimgdoms; howeveshe insisted that they
use one with her:

éPl us you might have some peopl d, dloinloe 4 o rk
wearing condoms. 0 They donodét I i ke the feel
(Melanie,FN, Female)
Impact ofsexwal abuse
Two of the young women related their current sexual behaviour to the sexual abuse that they had
endured as a young girl. Zelda believed that youth Wweceming sexually active at an earlier
age and related her early sexual initiation to the sexual abuse she had experienced:

el started sex at an early age; 4 started
| awéThen by 13, | wa®o &iplsoatrietndtt e uism atl h &
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have sex; theyob6re starting to have sex at
| went through sex and stuff, like, through sexual abuse, you know, and it just made me
more curious and wanting to fitinwitht her peopl e, so thatos wh

(Zelda, FN, Female)

el had depression, and | was trying to rec

6cause my sexual hi story now and hers is p

behavifowroal donét care about yourself, youd

condoms. You will. | try really hard when | have a new partner to use condoms, but when

| 6m drunk, [ sighs] Il 611 sl eep with him, an
(Kayla, Inuit, Female)

Kayla related the sexual abuse and other social problems that Aboriginal individuals and
communities were experiencing to residential schools. She also felt that the social problems
resulting from residential schools were impacting tha@ags that youth made:

How residential school has f6d up i n the h
[and her ways]. 15 kids in poverty from how many different men she had. My mom, for
being abused by her mom. | t Owmbite peapledand We 6 v e
webre not coping and dealing with things.
used to everything t hdawedr e alppsinreg, o warn dl awvrec
culture, our selrespect,oud. So wedr e [yalultlh]|l adotnd®Th dye el |
caresor lovesthenbb e c aus e t hey 8 drag, aceheliabhuse atdndme,s/erbal

abuse.

(Kayla, Inuit, Female)
Reflectingback (Changingattitudes andknowledge ovetime)

Some of the youth spoke about sexual attuaied/or behaviours that had changed over time.
For example, in response to a question about high risk sexual behaviour, one young woman
recalled:

Yeah. | was sort of like that, too, when | was younger, but | would still go get tested

anyway.
(Beth, FN, Female)

Similarly, a few of the participants commented that they had noticed a change in knowledge
aboutHIVandA|I DS over time. They believed that the
than they had when they were younger. Furthermore, seatadipants commented that HIV

andAIDS was not a common topic of conversation among Aboriginal youth:

ltés a topic thatds not really brought wup
common sense. You know what | mean? The kid® nthe kids back wén | was

younger arendoovtaeywelel modec @tdaacc at ed now t h
and they have common sense thatds more gre
younger.
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(Adam, FN, Male)

| think a lot of people have a lot of knowledge about it. | actually thirtkntioge the
people who are older, older drug addicts, are more knowledgeable than the younger
ones. They know stuff about not sharing, and not using water, dirty water, and sanitizing
your spoons and stuff. Stuff delmanyarrhs. di dnodt
(Trent, FN, Male)
Attitudes to HIV and AIDS

Youth who patrticipated in interviews were also asked about their attitudes towards HIV and
Al DS. AI DS as a fAndeath sentenceodo and fear of

AIDS as a death s&ance
About 25 % of the interview participants mentioned that they still associated HIV and AIDS with

a death sentence. For example, when asked about the differences betwaed Hépatitis C,
Sara shared hénoughts:

Thereds a ver w. Hepq@ Il ntkethé decisoon as & whether | let the
di sease kil me or noté.once it (HIV) <chan
you di e. I mean, that sucks. I dondt even
i séDoesndét wmhodgrtehbhs mep, thatosfivestill a
percent of the people who get it die from
scary thought.
(Sara, Métis, Female)
Zinn had been for an HIV test and was negative. Sheveel that receiving the results of a
positive HIV test was the worst thing that could happen to someone. How a person reacted
would depend on how they felt about themselves.
Oh, God, itdos probably t & dependingaentifyoodnei ng you
or notélf it was someone who is really car
it |l 6m sure it would be |Iike the end of t
(Zinn, FN, Female)
Fear of AIDS

Many of the participants stated thiey still foundAl DS t o be a fiscaryo di se

| think people should just go regularly, just go and get it as part of the cheddecause
it is a dangerous disease, and it is scary
(Beth, FN, Female)

Me , | 6m scar edd s anrd, | ligrom geolg and testing myself,

making another test, because AIDS is something scary, and that ruins a lot of lives.
(Hazel, FN, Female)
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| 6m afraid of all the STDs altogether. STD
frightening. Some of them cantbe eat ed, but some of them can
having Hepatitis C, |l mean, Il just [pause]
something that thereb6s a | ower risk of me

scared of. With allights, | should be.
(Sara, Métis, Female)

Rachel believed that a fear of the unknown contributed to the fear that was associated with HIV:

Well , yeah, because if youdre notaddéfmmi l i ar
right? €éYoudbre going to be scared of doing
procrastinated on getting HIV testing done. | had to get me pregnant in order to get my
HIV test done.

(Rachel, FN, Female)

Jason was a 23 year old male who was Hlyatiee. He described the relationship between
being HIV positive and deciding to take treat

HIV and children

Several of the participants felt that it was very important to have an HIV test before becoming
pregnant ad felt quite strongly that if a woman was HIV positive she should not have children.
A few of the participants believed that an HIV positive mother would always pass the virus to
her child and believed that women who were HIV positive should not hadzeshil

Pl us, |l etds say the person wants to have a

out yourself and do the exam, not wait to be pregnant and they do the test for you

because they have to. ltdés bet al@dwith f you g

Al DS, ités almost killing a kid. That shou
(Hazel, FN, Female)

No. |l woul dndét have children i f | have AI D

honest with you. Thatdéds not something that

(SaraMétis, Female)

Two young women, on the other hand, had given birth to children who were negative since
becoming HIV positive themselves. Yvonne had been HIV positive for 6 years and was very
proud to have given birth to 4 beautiful children after sherbegived her diagnosis:

But now, |l totally regretdtheacbébiceal I has
totally regret, because since | became HIV
my life, one being well, mostly being my childrn. Because | 6ve got f
children that are HIV negative, and theyor

(Yvonne, FN, Female)
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Edward was very pleased that he had fathered a healthy baby 6 months before receiving his HIV
positivediagnosis. He believed that if he died, he would leave part of himself in his son:

So I |like every time | say, fAThank you, Go

son. Six months before | [ became] dtoV [ pos

di e, | 6ve got a part of my body there. Tha
(Edward, FN, Male)
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SECTION TWO: The Experience of Testing

Research question
The Experience of Testing
3. What is the experience of Aboriginal youth when they presentgton¢®

Approximatelyhalf (50.8%)of the survey respondents (210 of 413 Aboriginal youth) reported
that they had ever been tested for HIV. This section of the report summarizes their experiences
of testing, reactions to it, and comments about thentpsxperience.

HIV Testing: When and how often have Aboriginal youth tested?

The majority of youth (61.4%Who had testetlad experienced their first HIV tastthefive

yearsprior tothe survey (from 1999 to 2004). Another 24.6% had taken their fixstest
betweenl9951998. The remaining 1@% had experienced their first test in the early 1990s,

with one youth reporting a first test in 1984. As might be expected, age was negatively correlated
with year of f i r-sA7,p<0813, k., tHosk pvikeoaverenadderdvere mohedikely

to have tested in an earlier year.

Almost threequarters (74.1%) of youtlvtho had been test€di29/174 question respondents)
reported they had taken their lésstbetween 2002 and 200dnd only 13.3% (28) of &se who

had ever tested for HIV reportéaht they had not testedthin the last two years. The majority

of youth (60.0%) had tested once (36.8%) or twice (23.2%) in the last two years, and
approximately onguarter (25.2%) had tested more than twiceh @@ youth indicating they

had tested more than five times in the past two years (see B)givile some of these youth

may have been reporting all HIV tests ever taken, results still suggest multiple and/or recent test
experiences on the part of a stalndial number of youth who have ever tested.
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Figure 5. Numberof Times Youth Were Tested Within Last 2 Y@er210)
HIV T esting: Who gets tested for HIV?

The youth who had been tested for HIV were more likely to remktaictors for HIV infection.

For example, compared to those not tested fof, kisters were more likely t@port a previous
diagnosis of a sexually transmitted infection (47% vs 12%), a history of injecting drug use (21%
vs 5%), or having had anal sexhvany partner (25% vs 15%).

HIV Testing: Where do Aboriginal youth go for testing?

For their most recent HIV test, most (70.6%) youth tested in the community where they were
currently living, while the other 57 (29.4%) indicated they tested outdittee community

where they were currently living, although 17 of these youth indicated they tested in the

community where they were living at the time of the f€btis, 154 youth (86.5%) tested in the
community where they were currently living or hacelti at the time of the tesEor the 40 youth

who tested outside their current community or the community where they lived at the time of the
HIVtest, 10 (250%) i ndi cated that they did so because
knew the health wiker, 6 (15.0%) because there was no HIV testing in their community, and 3
(7.5%) because 6my family was there to suppor

The largest percentage of youth (34.1%) had gone to a physician for their most recent HIV test,
while another 17.1% had goneddospital, 14.1% had gone to a community or public health
centre, and 13.7% had attended a walklinic. Very few had used other forms of testing

services for their most recent test, including an anonymous testing clinic (4.4%), STD/STI clinic
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(3.9%),nursing station (1.0%), friendship centre (0.5%), AIDS organization (0.5%) or mobile
service (0.5%). Seven individuals had been tested as part of a research study or while in prison or
a drug/alcohol treatment centre, and so their testing may not havubgeoluntary (see

Figure §.

doctor's office 70
hospital | 35
community/ public health centre | |29
walk in clinic |28

other 4

—

anonymous testing clinic 7:' 9
STD clinic 7:' 8

prison/ drug treatment centre 7[' 4
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Figure6. Placewhere youth wertesed (n=210)
HIV Testing: Who ordered the test?

The majority of youth reported that the person who ordered their most recent HIV test was a
female (57.9%), Wth female youth being more likely to see a female test provider than male

youth (64% vs. 43%, Ckiquare=10.85, p<.01). More than half (53.5%) indicated that they

knew the test provider. 62.5% of youth reported that the person who ordered the test was a
physician, while 41.2% reported that the person ordering the test was a nurse. Only 21 (11.5%)
indicated that the person who ordered the test was about the same age, and 27 (15%) said the test
provider had a similar cultural background (égrst NationsMétis or Inuit). Four youth

indicated that the person who ordered the test was similar to them in another way (e.g., a parent,
from the same geographic region).

HIV Testing: What information w ere youth givenwhen presenting for an HIV test?
Youth were aked about types of information they received when they went for their most recent

HIV test. Almost one quarter (23.3%) indicated they were not given any information, 466 28
could not remember what information they were given (see Bab@nly onefif th remembered
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being given information about preventing the spread of HIV when using IV drugs (21.8%),

protecting sexual partners from HIV (19.9%), or the effects of HIV disease on the body (19.9%).

Fewer than onéifth remembered receiving support and cselting (16.6%), information on the
treatment for HIV infection (13.7%), or HIV reporting obligations (10.4%). There were no
significant difference between youth who tested HIV positive and those who tested negative in
the types of information they reped receiving.

Table3 Information Received at Testing

Information provided at most recent HIV test (n=210)

Freq. (%)
I dondét remember 59 (28.1)
Not given any information 49 (23.3)
Prevention for IDU 46 (21.9)
Protecting sexal partners 42 (20.0)
Effects of HIV disease 42 (20.0)
Support/Counselling 35 (16.7)
Treatment for HIV infection 29 (13.8)
HIV reporting obligations 22 (10.5)

Note: Column does not total due to multiple responses. Frequency and valid pe
excludeamissing cases.

Youth were also asked whether their questions were answered when they went for their most
recent HIV test. Fifty percent said o6yes,
sai d 6 no 67). (Yeuth whowergHIf negate were more likely to have their questions

a l

answered (55%) than those who were HIV positi

clear (25%).
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Figure7. Were Questions Answered When Youth Got Tes¢ted®20)

HIV Testing: How did Aboriginal youth feel about how they were treated?

Youth whohad been testadere asked a series of questions about how they were treated during
their most recent HIV test (see Tal)e Although over threguarters of participants felt they
hadbeen treated with care (79.9%), respect (77.4%), or kindness (75.9%) when they received an
HIV test, there was still a significant minority who had negative experiences. Twelve percent
(12.3%) of participants indicated they were treated by service previder fear, 11.2% with
discrimination, and 9.7% with avoidance. Another 14.8% indicated they had been treated in a
bored, disinterested way (see Tadjle
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Table4 Perceptions of How Youth Were Treated at Their Most Recent Test

Y outh perceptions of how they were treated at their most recent HIV test (n=210)

Strongly Neutral Strongly Disagree
Characteristic: Agree/Agree /Disagree
il was treat Frequency. (%)
Care 159 (79.9) 31 (15.6) 9 (4.5)
Respect 153 (77.4) 37 (186) 8 (4.0)
Kindness 151 (75.9) 40 (20.1) 8 (4.0)
Hostility 37 (19.0) 39 (20.0) 119 (61.0)
In a bored, disinterested way 29 (14.8) 47 (24.0) 120 (61.2)
Fear 24 (12.3) 27 (13.8) 144 (73.9)
Discrimination 22 (11.2) 32 (16.4) 141 (72.3)
Avoidance 19 (97) 32 (16.3) 145 (73.9)
Note:Fr equency and valid percent excludes missing case

HIV Testing: How did Aboriginal youth feel about being asked about sexual behaviour
and alcohol and drug use?

Approximatey threequarters (72.4%) of youtlvtho had been testéadicated that at their most
recent HIV test they were asked about their past sexual behaviour, while 22.4% indicated they
were not (5.2% of those who had tested did not respond to the question)s&ivtim

responded to the question, the majority (63.1%) indicated they felt comfortable when being
asked about sexual behaviours. However, oveitoing indicated they felt scared (38.8%) or
embarrassed (34.9%), and about-gnarter said they felt ashamg8.5%). As well,

approximately ondifth indicated they felt upset (19.6%), and 13.5% indicated they felt angry
when being asked about their sexual behaviour (see $able

Table5 Comfort with Questions Regarding Sexual Behaviou
How youth felt at their most recent HIV test when asked about sexual behaviour (n=199)

Strongly Neutral Strongly Disagree
Characteristic: Agree/Agree /Disagree
il felt Frequency (%)

Comfortable 94 (63.1) 37 (24.8) 18 (4.0)
Scared 57 (38.8) 36 (245) 54 (36.7)
Embarrassed 52 (34.9) 42 (28.2) 55 (36.9)
Ashamed 35 (23.5) 31 (20.8) 83 (55.7)
Upset 29 (19.6) 32 (21.6) 87 (58.8)
Angry 20 (13.5) 32 (21.6) 96 (64.9)
Note:Fr equency and valid percent excludles HKinessiovngetases (

A slightly smaller percentage of youth (63.1%) indicated that at their most recent HIV test they
were asked about past alcohol and drug use:rEgponse to this item was similar to the

guestion on being asked about sexual behaviatin,% (7.1%) of eligible youth not responding

to the question. As with the question on being asked about sexual behaviour, most (62.9%) youth
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indicated they were comfortable when being asked questions about alcohol and drug use, but
significant minoritiegeported more negative responses (see Table

Table6 Comfort with Questions Regarding Alcohol and Drug Use
How youth felt at their most recent HIV test when asked about alcohol and drug use (n=195

Strongly Neutral Strongly Disagree
Characteristic: Agree/Agree /Disagree
il Telte Frequency. (%)

Comfortable 78 (62.9) 36 (29.0) 10 (8.0)
Scared 29 (23.6) 30 (24.4) 64 (52.0)
Embarrassed 26 (21.1) 36 (29.3) 61 (49.6)
Ashamed 25 (20.5) 33 (27.0) 64 (51.5)
Upset 18 (14.6) 32 (26.0) 73 (59.4)
Angry 15 (12.3) 28 (23.0) 79 (64.8)
Note:Fr equency and valid percent excludes missing cases (i

HIV Testing: How did Aboriginal youth react emotionally to HIV testing?

Almost fourfifths (79.0%) of the Aborignal youth who had an HIV teséspon@édto an open

ended question asking them to describe their emotions when taking an HIV test. The majority of
comments (106/166, or &86) summarized feelings of anxiety or apprehension about the

poss bi l ity of testing HIV positive. Many summat
Ascared, 06 Afear, 0 Aworried, 0o Aholy shit scare

descriptions. One Y emoketa lotofweee thdtaiyPor,e tw hyi Ibea kaendo t
wrote, Al felt scared, blaming myself that my
anxious even though | 6ve been with the same p
could surface? Maybe my partner hasbeenudnfaiul 2?0 Anot her normal i zed
anxiety: Al felt nervous ileelingscaedisdnorma d t he a
emotion, 0 and another said, Al felt nervous b

t hat t hedy ffceolntf ufisleods,to, fal one, 06 fisad, 06 or that

A small number of youth reported negative feelings about the HIV test experience itself. A few
indicated they were embarrassed, ashamed, or uncomfortable during testing, and ofleywaote
wonder what the person who is testing you is
they had been tested for HIV without their kn
being questioned by a white doctor. o

A smaller percentage, bstill a substantial one (31/166, 18.7%) reported little if any negative

feelings about HIV testing. These youth repor
Apas inqui te, o0 or Arel axedod when tktoy had an
anything, I just thought it to be a good i dea
because I was comfortable with it.o A few wer
felt comfortable becausenly WhY dosktadend ahdt
Al wanted to get tested for happiness. o One vy
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HIV Testing: What advice did Aboriginal youth have?

Fifty-seven percent (121) of those who had experienced an HIV test provided comments in
response to an opeanded question on how to improve the testing experience for others. The
largest group of respondents to this question (33/121, or 27.3%) used this space to encourage

others to get tested for HIV despite the anxiety it may provoke, mttntce nt s | i ke AJust
AReste cal me, man, 0 ADondét be scared, itds pa
AGo for it, 1t might save your | ife and other
youth should bring arelatver f ri end with them for support: i
that everything wild.l be okay and have a | ot o
Youth had a range of suggestions for the improvement of testing services, largely pertaining to

the three professioheelationship components: interpersonal style (respect), emotional support,

and information. Many used the word Arespecto
and others made comments | i ke, fiAskvedobt@san i n a
that donét judge; itbés not a bad thing to get
and treat people with respect. I f they act 1ig
Comfort and emotional supporevwealso commented n r epeat edl y: AJust t
feelathomé comf ort abl e, 06 ALet them know they donot
advised test providers, fANot to discriminate
afraid of theml doMangi gatued that fAmore inform
counsellingo would be helpful, and several ot
health professionals (e.g., fiDoctors aemd nurs

youth provided a fairly detailed description of the type of information exchange that should go
on: AHave the office full of queer positive
have any questions?d and 6Do you know about é?

In addition to the three major professional relationship components, youth expressed concerns
about confidentiality of the test results, informing individuals that they were being tested for
HIV, and availability of HIV testing services. A few also suggested HIV test results should

be available more quickly. Finally, several (8) used the space to comment on their satisfaction

with HIV testing experiences, with comments |
iit seems wel |l t hddlNgHhnlaiyobwpt ittod smeo koayorf or me be
nurses, and they are unjudgemental . 0

HIV Testing: Test results

Of the 210 youth who indicated they had had an HIV test, 205 responded directly to the question,
AWhat were thestresaedtenst ol YoAXDBEARL.ESt 270 Twent
indicated tley tested HIV positivel58 (77.06) said they tested HIV negative, 54%) said that

their results were not clear and they would have to go ba@nfihertest, and 164.8%) said

they didnot know their HIV status because they had not received their test result (seeJFigure
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Don't know
7.8%

Notclear 2.4%

Positive 12.7%

Negative 77.0%

Figure8. Resultof HIV Test(n=205)
The Experience of Testing Qualitative analysis

In reviewing qualitative datéor the 28 indepth interviewsi nder t he node fAexper |
t est i ng dvastohlreerdtandcdacssions to test (e.g., reasons to test and location, etc.),
perceptions or views of HIV testing (e.g., reactions to results, etc.), and the characteristics of
experence when presenting for HIV testinhe qualitative findings on the experience of

testingoverlap and/or supplement survey findings.

HIV Testing: Where and how often have Aboriginal Youth Tested?

Frequency of testing

For Aboriginal youthinterviewparticipants, many reporégular HIV testing patterntn many
cases, regular HIV testingasviewed as a matter of course amasoften coupled with regular

checks for other sexually transmitted infectionsvassomething thatvasconsidered as routine
when indivduals become pregnantaficipants shad theirHIV testing experiences:

Oh, | get tested every 3 months for everyt
bottom to the top, everythingéso | get my
regul ar |l vy. Il 6m a hypochondriac, so itbés, |il
nothing wrong with me.

(Sara, Métis, Female)
|l So youbve had a couple done, you said.

Had, like [long pause], well, couldhéy do a test and they do it again, whiateemonths
after, or something, or a couple of months after, or something, to make sure? I: To
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confirm, yeah. P:1think | had, like, two. I: Two other ones, or two, including the
pregnancy one? P: Well, onlehad two pregnancies, so | had two done, and | then | had
two others, one time. I: So four in total.

(PauletteFN, Femalg

I: Is this your first HIV test? P: | think | had one before that, that time before, too, and |
believe it came back negativevegything came back negative the last time.
(Zinn, FN, Femalg

Yeah. |think | had a total of [pause] usually | get tested about at least once a year; |

know that. But so far this year, itos been
think the first year | did it, it was only just a oneeyear thing, and then ever since after
that, i1itdéds been twice a year. So far, Ik

(Rachel, FN, Female)

Sever al of the interview partlai papassecodsi Tle:
more frequently than others and each for their own reasons. In the following passage, Adam
expressed a common reason for testing regularly

Now | have a girlfriend that | 6véonbeeaen goi
year, | go and | get tested. | get a physical and | get blood work done and everything, just
ibecause you never knowéyou knowljuhgatt | me:

everything done and out of the Hhkvaygelfj ust ¢t o
(Adam, FN, Male)

Of those interview participants who spoke of their last HIV test and were not kodverH|V
positive, theime since their last HIV test ranged from two weeks to 6 years. The majority had
tested within the past year.

Pregnarty

Several individuals reported HIV testing as a standard offoapFegnancyHealth care
providers recommeradl testingo participants.

They just did it, because itos part of the
all the tests.

(Hazel,Métis, Female)

Yeah, I was pregnant. [ Laughs] They said
Aokay. o é | think they gave me the choice
optional, but | guess for mewanttofknolv. Ssds goi

| passed it, | know what | was in, at least, you know, give the proper care to my child. So
|l think whatodos why | did it. But | didnot
(Paulette, FN, Female)
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€ The first time | gote@marHtl )V bhecdusvasl whee

when you get pregnant, you have the option of getting tested for HIV or not. Then if you

are positive, there some sort of proper procedure where they give you some sort of

medication where it prevent the baby fromtcana ct i ng t he di sease. I

something |ike that. So | figured might a

was, | guess youb6bd say, a promiscuous man,
(Rachel, FN, Female)

Where to go for testing

The type d service offering HIV testing wasn important consideration fgouth when deciding
whereto go for HIV testing Aboriginal youth participants often tested in hospital or clinic
settings and where physician/nursing services wieged.

| would probably go directly to the hospital. Last summer, | had it done by a clinic. | got
pregnant, and the clinic did it for me.
(Hazel,Métis, Female)

At [name clinic]. 6Cause | wused to go out,
them, and my ginfend [laughs] was another reason [both laugh] | had that done there.
(Oliver,FN, Male)

| got that one done at my doctor 6s. They
wanted it done, and I 6m, |ike, yoOfksay. 0O I
experience? Was it at the same STD clinic? P: Yeah, it was at the same place. |I: The
same nurse? P: No, different nurse.

(Zinn, FN, Female)

At the family clinic here in [Northern Canadian City 2].
(Kayla, FN/Inuit, Female)

I: Did you go hee in the community, or did you go into town? P: In town at the hospital.
(Melanie, FN, Female)

I: If you wanted to go for an HIV test, where would you go? P: Probably to the clinic. I:
Which clinic is that? P: STD, [name of hospital clinic]. (Pdusel t 6 s ri ght dowr
Everybody knows where it is.

(Zinn, FN, Female)

While most participants tested at medical clinics, hospiéait., several youth also reported
testing at alrop- in location suggesting flexibility in service desigrasa key motvator to the
decision to test a place where one could sim@iow up and have a test anytime

I: So there was a section that was solely for HIV testing? It was aidrgou could just

show up and have a test anytime? P: Yeah.
(Adam, FN, Male)
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I: Okay. Can you tell me about the last HIV test you had, where you went for it? P:
Here, the centre. There was some nurse from the [community health clinic]. I: Do you
know if that was an anonymous test, or was it a confidential? P: It was anonymous,
supposd to be anyway. There were a lot of clients here at that time. They come here
usually once a year.

(Darren, Inuit, Male)

HIV Testing: When have Aboriginal youth ested?
Taking care

For several participantsking careof themselves and othersereimportant considerations and
motivation to test for HIV. One participant, for example, shared how knowing the results of an
HIV testcouldfi s e t i t whietfor amathgrtit tvas simply to make sure everything was
Aokay. o

[ | 6vel] been trhianMhiing ,abaonwt 1i twafso ki nd of , |
because, I|ike, [pause] iIitdés a duty to myse
certain measures to take care of mysel f. I
about it, and lguess | just wanted to set it straight, and also know that | want to take care
of myself, or if | should take care of myself, actually.

(Gwen, FN, Female)

It was just more | doné6ét want to be sick.
myselfand for him as well.
(Zinn, FN, Female)
Self assessment

For some participants, the decision to test was predicatedeatisticsel-assessmenhat past
behavior may have placed thenriak for HIV. Several youth participating &ninterview
reportel unprotected sexual relationships, street involvement, or injection drug agecasr in
their decision to test for HIV.

Well, I was wild when | was younger, so | hialdhad slept with some people | probably
shoul dnét have, anddi tgewas eahnpryotseatred, aon

because the lifestyle | had was not very safe.
(Beth, FN, Female)

Yeah, I had unprotected s e xtwayeatshwithmhign. boy f r i
He never had an HI V ptaauste,] tlh atothsd tt HKken otwh i[ rppca
thought it was a good idea? P: Yeah [both laugh].

(Gwen, FN, Female)
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| go every time when | dondt wuse the condo
Sometime if the girl is okay, and she show me thetréisalpositive or negative, only

that.
(Franco, FN, Male)

Why |1 had one, not really sure. Sl ept wi't
decided to get one.
(Oliver, FN, Male)

€ So that was the main r easorrauselfithefactal so w

that okay, sheds kind of hustling on the s

you can never be too safe or too sure, Oca
0 I

percent . Theyor e k e, wdamarneyerkAo., Soustto9 per
be on the safe side, | like to get checked out.

(Rachel, FN, Female)

| had unprotected sex, and it scared me, so | just went down andtgdt fesaited, like

5 months,tb u g h . Li ke, | di dndt atythimgeno pregean@,ny Si
but then | thought, @Al should go get teste
el se and | ildildea,6ti fwalntwdas® i n contact with
to him.

(Zinn, FN, Female)

| thought if | was HV positive, | thought it was better if | found out [chuckles] sooner or
later. Iguessivas pr et ty s liwasbetahsa tused nebdies, and & Iét
ti mes, | just didnét car e; I would use a wu
tgets when youb6re a drug addict; you just
used dirty needles and not give a shit. | done it so many times; you know the majority of
people down here that use needles, they have HIV.

(Trent FN, Mal@

Fear of HIV infection

For other participants, the decision to t@asnot as pragmatically focused on reagsessment

Rather, and even when the two reasons seem to overlap (risk assessment and fear of infection),
findings suggest that the decision to festHIV waslargelymotivated by dear of HIV

infectionrather than any realistic assessment of past high risk behaviour. As several participants
shared:

eason why somebody
scared and whatever
HI V P: Yeah, prob
(Franco, FN, Male)

| Can you think a
scar edsscared? P: Wite @ h . He 6
Hebés scared of ge n

Yeah. Il Omiaweways| dvarbdd the same partner
because | had an HIV tedbne before last summei think it was, like, 4 years ago, and
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| was negative, but 3 years, | have the same partner, but sonietwale | have to say |
cheated on him a few ti mes. Heds told me
the wiole time. So | was scared, myself, because AIDS for me is a big thing. [laughs]
Yeah.i Note: Hazel reports her partner at the time veasinjection drug useand

although she trusts him, she remains afraid of possible consequences related to HIV

infecion.

(Hazel,Métis, Femalé
Yeah. |l |l i ke to get tested regularly. I 6
(laughs), Il i ke, to know thereds nothing wr

have to get blood work done all the time.
(SaraMétis, Female)

I: So they started pretty early with you. So can you remember the first time when you
considered having an HIV test? P: [pause] | think the first time | had a partner.
Because after | did, it was, like, all my parents, what they woulth&lwould just run

through my head a |l ot, and it would scare
be that little one, like that little percent that just happened to contract it without
knowing?6 || donét know knowsofl wauld, geahslgeth ol e |

tested as soon as | could.
(Zoe, FN, Female)

For Haze| sexual assaulwas the reason she decidedest for HIV.

l © You mentioned earlier that when you wer

youbdd hadt there wad abDdfhertirmes When was the first time you had an HIV

test? P: That was in the States when | got raped, and the people were saying around

town that the guy who raped me had AIDS.

was going to jail ad all that stuff. So | got checked, | phfafjehe cops, | made a

report. They passed me that AI DS test, an
(Hazel,Métis, Female)

For other participantslifficulties trustingintimatepartnersor having caual sexual partners
provided motivation to access HIV testing services.

What happened was | had a sexual encounter with a lady, and what happened was that
the condom | had broke, and it just got éné got to thinking that this was my fir8t
like, it was a onanight stand kind tthing, and it was my first time being with this
person, and | wasno6t too sure where this p
went and | got a test done.
(Adam, FN, Male)

Well, thatdés my concern. Becauwstechedeup, I hav
because | never Kknow, never know about my
shedbs in [another city], so [Il] never know

first concern.
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(Darren, Inuit, Male)

Why | had it done is becausevés with a guy for a very short period of time, but after we
broke up, | really stopped trusting him and stopped trusting everything that he had said
to me when we were together. It kind of made me nervous that we had had unprotected
sex, so | had an HI\ést done.

(Irene, FN, Female)

So itdés, li ke, | knew she wasnot hustling
werenodt together, she @& walllldbkibdefcarel butstilli n g . B
you know what | mean? I was justprettymdcbi ng it just to be saf.

doing all this hustling and stuff, you can never be too careful, right? Or what have you.
(Rachel, FN, Female)

Well, there [were] rumours goind around th
HIV,;andlknow di dndét. The thing is, 1is that my |
freakind about iit; |ike, AYou go get teste
dondt have anything. o

(Melanie,FN, Femalg

Severalparticipants noted they would balartbe decision to testith the discomfort of condom
use A newrelationshipwas also a factor in deciding to teSeveral individuals shared this:

€ | was entering a new relationship, and a
dondét kmaewth&e | atwewx or what, but we coul dn
have sex with my new boyfriend, so | had a test done to make sure that things were fine,
so that we would be fine.
(Irene, FN, Female)
Al should go get t easrtteedd asneyew anygs .soo medbMDaduys ee |
wanttoil i ke, 1 f | was in contact with somethi
(Zinn, FN, Femal®

Well, when | would changeif | would have a different partner then yes, | would [get

testedlonaregulabasi s because | dondét know anyone.
scarier. | hear that HIV, itdéds getting hig
just |li ke it could be floating around ther

k nowé T hime llwasgestedtwas 2 months ago.
(Zoe, FN, Female)

Health service providers

Several individuals decided on testing followingeavice provider recommendation.
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Someone really just said, [pause] well, | think my doctor did; | was going to my annual
chekkup t hing. Like, fAYou havendét had an HI \

[ Laughs] Al think itdéds about time again.o
(Paulette FN, Femalg

Building on the theme of service provider recommendatiomtfogr participants HIV testing
was viewed as part edutine medical care.

I: It was a checkup? P: Umhuh. I: It was just a general checip. P: Checlup for

[Disease}, MTS or | HV. I HI V? P: Yeah. AI DS.
(Franco,FN, Male

| like to gettested regularly.
(SaraMétis, Female)

| dondét think, in general, it was a HIV te
You know? Like, when heds checkind off the
the guy that took my bloodteasth d he checks off the boxes, t

was checked off.
(Oliver, FN, Male)

It was a blood test, and yeah, she poked me. She took a whole bunch of my blood in a
couple different tubes, and that was it. She told me thiswasanHIVtesg.ai d, AAl r i

Just pretty much a total general examination; | got everything done, like the whole works.
(Zinn, FN, Female)

However, one participant decided to stop testing at a service pr@weesmmendation. Beth
shared the following:

laway s t hought something was wrong with me,
mainly for HIV, but for other things as well. After a while, the doctors sat me down and

said, AYoubre going to have to stop coming
ss opped going, and ités been about a year a
was thinking about going back justto getaregularchegk, 6 cause | haveno

checkup for a year and a half. [both laugh].
(Beth, FN, Female)

Involvement oparents

For othersthe involvement of parentgasimportant, not only as sources of factual information
but forsupport when testing for HINOpen and honest communication and the feeling that
Aboriginal youth could approach parentghwaiut judgment onandom user otherinformation
wereimportant for youth participagnot only practicing safe sex but testing for HIV as well.

| mean, family is going to be a big part o
never been given information aboutahd should have been, because you need to get it
before. I dondét even think itds offered i
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that kids are having sex before they go to high schedll, some kids these days: lot
of kids these days.oS$amily values, for sure; what family talk about, how open families

are to talk about stuff like that, for sure.

(Irene, FN, Female)

I f | was HIV positive, Il 6d tell my dad. L
When they find out, my dadlls me and tells me to use condoms and be careful.
(Kayla, FN/Inuit, Female)
Oh, no. It was just my dad that kind of g
sl ept with, and he knows me pretty, he kno
private, we tell each other a bit of stuff.
(Oliver, FN, Male)

Rachel planned to lawith her son about safer séxgwever had not been educated about

sexuality by her parents:
| dondt know, but thereds got rte. bel ak nwaw I
being a parent, I know thatés going to com
about AIDS and HIV and the proper way of having safer sex. And whether it be, like, if
hebés e@m a eHeatti onshi p or xrelationshgdteseiarathe | i k e,
things that 1 &édm going to have to be a moth
My parents never told me about all this stuff. They just pretty much kept me in the
darkness about sex. haté?m® | iYkoeu kinsSoow?i Sex? W

(Rachel, FN, Female)

However, involving parents was not something that was equally important to all participants in

our sample. Several youtbared negativparental attitudes towards sexuality, decisioaking

in sexual relationshipgyjection drug use, or in testing for HIV
Do | tell my parents, or do | not? [l augh
got it. [l aughs] . ltdés not | ike you want
day or something [both laugh]tl16 s bad enough if you tell vyo
something [both | augh]. Thatos all she ne

(Paulette, FN, Female)

I: Did you ever have any discussions with your parents or more than, say, one friend,
about that kind of stuff? P: Mymomhadéé t i t ude Al f you ever go
be under my roof any more. o6 She had that s

know.

(Beth,FN, Female)

Regardless whyouth decided to tedthe decision to testasnot only about overcoming fears
associated withgssible risk of infection, but also about confronting negative stereotigveen

shared her perceptions of HIV testing:
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| felt very uneasy with the situation, you know, going to get an HIV testing, [pause]

06cause theredoessarmany &t &reoffThereds | ik
around in bad circles, you knodvwe |l | , bad, you know what |
something I 6m very proud of doing, even

thatodos positive.
(Gwen,FN, Femalg

Lack of Partner Involvement

Several participants commentidtpartners were not involved in the decision to test or
attending clinic with themFor a few womenthe decision to not involvapartner was based on
the belief that partners would nat bupportive of their decision.

| didndédt bother telling him until after
to make sure that things were going all fine with the pregnancy. Oh, my God, he freaked

e
m
t h

right out on me. lcikkke Whlye ywais ,g oft Wh at gtoh a of

AWell, just because | want to. o Then | t
two, i f youbre going around doing anyt hi
know. | d o n detwasijustdind.of stared dr pigsdd ofhbecause | went ahead
and did this test, becausd idid have it, he knew that he was the one who probably gave
it to me, Ocause obviously, I dm not real
relationship, | do likeo keep that sort of monogamy thing in sight. But what can you do?
ltés a good thing it came out negative.
(Rachel, FN, Female)

|l . Too | ate now. [ bot h Il augh] Canét ki ck
| ask you if you went by yourselfthink you said you did, because you wanted your

ol
ng

|y

y

boyfriend to go with you, and he woul dno6t?

doctor, and | said, fAOkay, I want a pap

(Melanie, FN, Female)

Characteristics d the Testing Service/Service Providers

Characteristics of the service providers providing a HIV test apgaaportant to Aboriginal
youth participants. Although it was not important for a service provides tif a similar
cultural backgrounda carng, understanding and patient approaeissomething thatvas
highly valued by participants. A service provider tasii ¢ a lamid@ttempdto make
individuals feel comfortable and at easasa quality thatvashighly valued.

I: Do you thinkthatith s t o be someone of Aboriginal
someone that you know thatdés got a good
very understanding and very patient. For me, when | go to thé citgpent 6 months in
(Western Canadian Git2) this spring, and | went to eight different doctors before |

found a doctor that | was comfortable with, and | talked to him because | had
unprotected sex with someone, and | wanted to get atAHD® test done, but | had
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bigger health issuesgoingan,0 he coul dndét address them at

him in my fourth month ifWestern Canadiancityj2 But somet i mes, Il do

doesndét matter. I me an, Ollgokhere,teitheem ones dow

whatever, and they dealWwit i t as t he see me. They donoét
|1

e | ong. But St ,

y
|l 6m not going to be ther
me . Li ke, shake my nh

with, who can respect
me like moneyyou know.
(Kayla, FN/Inuit, Female)

They were very nice, very [pause] very calm, very [long pause]. They just tdedvil,
not tried to make me feel comfortable; you know, just the atmosphere, | guess, they just
0 the way they were, it put me at easguess. [pause] But | was very uneasy to begin
with, going to get an HIV test.

(Gwen FN, Femalg

Similarly having anestablished relationshigith the service providemay reduce the anxiety
felt by youth who go through the testing experience.

[ € el[rhe] wasndédt much to it, because the guy
friend of yours? P: Well, not a friend, b
him for a long time, so it was just take the blood out, and he tested for futings;, ttoo.

He just was | ookind around my bl ood, [both

(Oliver, FN, Male)

Oh, yeah. Well, | made the appointment here, and then she told me the time to go over
there, so | went over there and | waited about an hour. She cangoante, and | know

her, |li ke, from here, so sheds, |ike, #A[na
started doing her tests. She asked me what
she said okay. So she did the pap, she did the HI\slandid the oral and anal swabs,

and that was it. She told me, ADress up. Y

here. o0 My mom and my boyfriend were waitin
sleeping when | got there.
(Zinn, FN, Female)

Havingan established relationship does;mmwever, mean thabnfidentialityin the testing
experiencavascomprised. Several participants articutbtteeir need for confidentiality in HIV
testing. As one participant shared:

I: Do you think that a lot of ygth do that, go down south to get a doctor, rather than

here? P: Well, if they can have the chance, but not a lot of pdogiey usually come

from the north, they go down, and they go
healthr e | at e d knowsGraeudscwrs $end people out for allergy tests, whatever,

and if they have medical problems or [if they have] to go down, they might tell a doctor.

But | dondét know. When | was worried about
having highrisk sexwith different partners, at times, | got scared. Like, what if | did my

HIV test, and it came back positive? Who would know? [laughs] Would this doctor
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|l i ke, who el se was at the doctordos office
andthatk i nd of freaked me out. But right now,

care. [laughs].
(Kayla, FN/Inuit, Femalg

Service providers that bughta sense gbrofessionalisma their roles providing HIV testing
werevalued. Professionalismasvery much related to not only being able to provide accurate
information, butwasequally related to having an open, accepting, and nonjudgmental attitude.
One participant shared the following:

| wasd at the moment, it was kind of a scary situation, but #ifeer the fact, it seems

alright. The doctors are professional about what they do and stuff like thét, so

Although I guess | was kind of afraid of being judged or whatever, but when | went in
there, it was | i ke, t hejusbgotsoneblpogdadrasveahd t o b e

that was it; | got my test taken.
(Adam, FN, Male)

However,being overly professionaht the expense of care, respect and understanolihdjle
viewed as a bit too distaahd cool. As Adam continues:

| guess another thg would be that it was almost like they were a little too cold. Like, if
somebody did have i1it, fAOkay, you have it.
mean? fAHerebdés some pamphlets. o You know wh
did haveit,lwobd have felt |ike, AWhere do | turn
think that they could have been a little more compassionate, or just even talk about it.
Because my original doctor that | 6ve had s
did the testThey have another section where you could just walk in for that kind of thing,
STD and HIV testing. So thatodés the one whe
just wal ked in and | had a doctor who 106d
(Adam, FN, Male)

Characteristics of the Service

Organizationghat offeedanonymous HIV testingervicedacilitatedaccesgor some
participants:

At that time, | was r edll |wasx otnfiurskeidn g ,a nfdWH &

| do have AIDS or something likeeth ? 6 So | went for the anony

anonymous test done, and | was getting worried about what would | do, what would | do.

| was really confused, and | didndét know w
(Adam, FN, Male)

| know once a week, they have this organizatiomme i n call ed [ name] .
what they do, but they do, like, anonymous HIV testing. | think they also provide other
heal th services, but in order to access th
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know what it is that you havetodotbul know | 6ve accessed gett
through [name of program].
(Rachel, FN, Female)

Another characteristiof HIV testing services thatasvalued by participant&as theability to
access other medical services at the same time as HIV t&&tingappreciated having
everything done at the same time:

| usually book an appointment at the clini
everything there; like, everything all in one shot. Whereas having to go back, and back
again, | 0 dalldane ihthersante day.e

(Zinn, FN, Female)

However, positive characteristics of a HIV testing servadatbe negatedy thingssuchas
lengthof time waiting for results Waiting tmlongouldb e a -wnackieno and fisto
turni ngo foesomegwuithe n c e

| did it all on my own, and then  went ba
wrackind, becaumsweeksbu have to wai't
(Melanie,FN, Femalg

So | had all that testing done. When | think back on that, that was, like, thetwmrs
weeks of my life.
(SaraMétis, Female)

Like I [pause] it took me a while. | had to go to my gynaecologist; she referred me to a
clinic [pause], and [pause] then it took a few weeks, like, three. Yeah, | had to do it twice,
actually, becausethefirt t i me, there wasndt enough bl oc
or something,or 3 weeks, | think, and then | had to go back and they had to take another
one, and it took another while. [laughs] So it was sketchy for me, [pause] sort of nerve
wracking.

(Gwen FN, Femalg

6Cause | was young, and things were runnin
my God! o Then after 10 agwedk, | thihkét wds a weekivdoo n e , I
weeks, it was just my stomach turning, waiting for the galighs].

(Adam,FN, Male

I: Were you any less nervous [the second time you had a test]? P: | was a little bit less
nervous, 6cause | knew what it was about,
that whole waiting to know the result is whdtskyou.

(Paulette FN, Femalg

Camouflaging HIV testing servic@s the context of other general health servivas
recommended by some participants. As one participant shared:
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Youbdbre walking up to the [ nameanditfsaycih i ni c

real big letters, ASTD Centre. o People |

going in the last time, there was a bunch of native guys across the street, and | was, like,

AOh, | have to walk by allt htimksegpe@opglte.r ela

matters i f you care what other people thin

youbve been hanging out, doing your thing,
(Zinn, FN, Femalg

1.
00

Perceptions of the Test
Information Provided

Someof participantsvere provided with relevant information related teqautions that would
preventfuture infection while others were provided condoms. One particgueminented that
service providers, in addition to providing information, lectured participants relatexkyo
behaviour.

No, they called me and told me to come in.
Then after, | was alright. They told me right there, they told me what kind of precautions
to take to keep from having this kind of thing happen agaid then basically a kind of
li ke a little tap on the wrist story, 1like
time. o You know. But after getting the <cot
narrow. [laughs].

(Adam,FN, Male)

I: Did you have any questions for them when you went, and did they answer those? What
kind of questions did you ask them? P: Wh

what i1 f | had it and it wasnoto kowoaw ng up
months later after the first one should | have another one. Those were the kind of

guestions. And about wusing | atex condoms.
condom. I mean, |l 6ve used emergendiV. contr a
ltés in bodily fluids, so it doesndét. So |

with condoms.
(Kayla, FN\Inuit, Femalg
Lack of Information
A significant portion of participanthiowever, noted that little or no information was pded
related to HIV risk behaviours. One individual mentioned, for example, not having received

information about HIV, following her test:

Once again [ got the test done ¢é] but the
(PauletteFN, Femalg
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I: Sometimes nurses and doctors talk about HIV before someone gets a test, about what

HI'V is, and if you were positive, about tr
P: She said if thereds any problem, sheod
the number here, and she said if I dondt he

notheard from her.
(Zinn, FN, Femalg

I: Let me see (pause). When you had that test, did they talk to you at all about HIV or
about the test youhakean dpportunify élask any quesiions? P: No,
its okay.

(Franco,FN, Male

I: When you tested at the hospital, what was that experience like? Did you have the

opportunity to ask questions? Did they talk to you at all about what the test was, or

anoyt hing el se? P: No, they didnét really te

because theéy hekiydnédtdneédtermnly do the AI DS te

So they took two or three needles, and | was scared. | was alone, scatedd Bha about i
(Hazel Métis, Female)

|l dondt think he, I dondédt know what he che

couple of other boxes he checked off. He checked off a lot, but | knew HIV for sure. I

Wasthereang y ou s ai d vy ceallytglluapait it that choch. Did you talk

about it at all? Did he tell you that he was testing you for HIV, or you just saw him check

of f the box? P: I just saw him check off
(Oliver, FN, Male)
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SECTION THREE: The RelationshipbetweenHIV Testing and Decisiors
about Care

Research question

The relationship between testing and care:
4. What is the relationship between HIV testing and the decision to initiate treatment among
Aboriginal youth?
5. How do Aboiginal youth make decisions about the care and treatment of their HIV
illness?

Survey Respondents

Of the 26 youttwho participatedn the surveywho reported being HI\positive, eigh{30.8%)

had symptoms related to HIV/AIDS at the time of HIV diagapsicluding six (231%) who

were told theyhad AIDS. These findings imply that a substantial proportion of HIV diagnoses
among Aboriginal youth are not made until relatively late in the course of disease, thereby
limiting opportunities for early prevewtn and care.

Of the 26 youth who reported being Hpositive, further information on access to care was
available for 25 youth. Of these, 12 (@) said that theyad visited a doctaafter HIV

diagnosis and of this groupQ provided information othetime interval between their HIV
diagnosis and when they first saw a doctor regarding their HIV infection. As noted in Table 7,
five individuals first saw a doctor within 3 months after their HIV diagnosis, two individuals saw
a doctor between 4 and 6 mostifter diagnosis, one individual between 7 and 12 months, one
between 13 months and 2 years, and one more than 2 years after diaQuessd|, 8
individuals(80.0% of samplé hadseen a doctor for HIV camssessment within one year of
diagnosis.Thereforeg in this limited sample, onl$8% (80% of 48%) of Aboriginayouth who

had apositive HIV testwere assessed for care by a dowtibhin one yeaof their diagnosis.

Table7 FrequencyDistribution of Time Interval betwedtlV Diagnosis and First Visit to
Doctor forHIV Care Assessment

Time interval Frequency Percent
0-3 months 5 50.0
4-6 months 2 20.0
7-12 months 1 10.0
13 months 2 years 1 10.0
more than 2 years 1 10.0
Total 10 100.0
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Interview Respondents

Of the 28 participants we interviewed, 25 reported ever having an HIV test and nine (9) of the
twenty-eight (28) participants (31.1%) reported being HIV positive. All positive participants
were First Nations between the ages of 24 and 30. Of these 9 antscip were female and 4
were male. Five (5) participants reported the mode of transmission as injection drug use, 3
reported hetergex with a male, and 1 reported saseg with a male as the mode of
transmission. This section of the report summarizegttalitative findings related to the
relationship between HIV testing and the decision to initiate treatment. It also summarizes the
gualitative findings related to how Aboriginal youthdealecisions about the care and treatment
of their HIV illness.

Stage of HIV Disease at time of HIV Testing

Most interview participants did not speak of having symptoms of HIV at the time of HIV testing.
However, a few participants who were active injection drug users at the time of diagnosis
reported having symptoms ase of their reasons for seeking an HIV test.

| knew | was positiveébaodubecaliswdulé dy thpo
share spoons with a person | knew was HIV positive.
(Zak, FN, Male)

| guess | was pr et t yusedneedles antl alot oftimeblgudt i t é b e
di dndt care. | would use a used needle and
was having those night sweats. You know those kind of sweats? And | knew that that was
a symptom of having HIV. | remember that Wwad, yeah.

(Trent, FN, Male)

That both of these participants were injection drug users and had symptoms of HIV illness at the
time of diagnosis suggests that they were not getting tested for HIV despite their high risk
behaviours. Thisvasconfirmed bythe fact that both participants indicated they knew they were

at high risk but &édidndt car e theidillhessawasnorei mp | i
advanced

None oftheinterview participants reported that they had AIDS at the timeeoifntierview or at
the time of diagnosis.

Accessing Care Following Diagnosis

At the time ofthe interview, all articipants who tested positive for HIV had visited a doctor to
discuss HIV treatment options. Most saw their physicianslagg to monita their health;

however their experiences with health professionals andetingth of time betweediagnosis

and carevaried considerably for each participant. Some participants consulted a health
professional within a few months of receiving a positigdosis while others waited years.
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At the time of our interview Zak, a 26 year okirst Nationanale, had been positive for

approximately 1.5 years. He had tested positive while in prison andeepatii af t er [t hey
told me | was positive] there wasbunch of counselors that came to see me to help me deal with

i t Zak was satisfied with the level of information and care he received at the time of diagnosis
and within a short period of time was under r

Zelda also accessed camxy quickly after her diagnosieowever felt that the level of
information she received was unacceptable. With perseverance and persistence on her own
behalf, she was able to get the help she needed:

For me, when | was di argommosteald jtiuhet doaxitd,r Wl
HI'V positiveoéAnd that was all there iseéel
on some meds. | was the one that told him that my baby needs the meds to reduce the

ri sks. l'tds, | ikeéhfY dSsesibeproviddr] opdoroebaly, dn@ r o v i

talk to them. o He did, and they got a hol d
where they sent me to go get my meds. But it took about 3 weeks before | could get down
there after | found out | was diagnosedy8eks to a month.

(Zelda, FN, Female)

Edward, a 30 year oldkirst Nationamale was also offered very little help upon receiving his

diagnosis. However, on his own initiative he was able to contact a health professional within a

short period of receiviphistest report. Edward tested positive nearly 10 years prior to the time

of the interview. Like Zak (above), Edward was given a positive diagnosis while in prison but

unlike Zak, Edward was left to deal with this news on his own. When asked to ddssrib

experience receiving a positive diagnosis, Edward reported that two weeks after taking the test,

the resultsié come[back positive. |t s got a | ine t Vi éGo He say
to your [cell] éNo medi cart.i oJnu,s tn o6 Idfi sycouus sgieotnh ,o u
doctor fWhrenHIEMMGvar d was released from prison h
attention.

Fora few interviewparticipants it was 6 months after diagndse$ore thg finally visited a

doctor to discustheir treatment options. Approximately 6 months after receiving her positive

di agnosis, Yvonne was raped and became pregna
baby, and to see an HIV specialist to discuss her treatment options. Likewise Satodk

months before he was ready to see a physician.

[ Aboriginal or gani z autthat bounceg backeandnficeietaeerr e f er r
answering machines, trying to make thitial appointment for aboutéiont hsé | di di
really wantto go see himec aus e | di d n 6results army counts orkhkon® w my
of those things. Bause when you get your couatsd your viral load, it lets you know
where you stnd. So | was sort of hesitamtn d s cared at the beginni
to go get them.

(Sam,FN, Male)
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Two of the active injection drug users took more than atgeeonsult a physician about their
treatment options.

How | got my meds was when | was in the hospital with pneumonia, | wad alss a
junkie right? | was a heroin addicOne of the doctors from this neighbourhood comes
in, and heds a methadone doctor, and he go
clinic to get my methadone script, lhaddtat hey hel ped me out with
about a year [after my diagnosis].

(Trent, FN, Male)

Vanessa reported that it took her 7 years to contact a health professional to discuss her treatment
options.

I: So when you hooked up with this doctor abouta ygo, is that the first tim#hat you
had any sort of medical attention?Reah. That 6sdgot g, gye@ahéditih
gives me tons of information I di dnét k caewr amythihgHike thgt, batb o u t
since | came to [watern Canadian city 1], | neezhre.

(VanessaFN, Female)

Vanessa migrated to [western Canadidy 1] almost 2 1/2 years prior to the time of the
interview and had started to access the community clinic 6 months after that. At the time of the
interview she was seeing her physician on a weekly basis.

Reasons for not seeking care

As noted abovehe length of time to seek care for their HIV iliness varied for our interview
participants from a few months to 7 years. When asked why they did not seek care immediately,
participants reported being scared or not wanting to know their counts; beioccppmed with

drugs or alcohol; not wanting to live; and not knowing anything about care.

When | finally did test positive, it was really hard for énét was really hard for me not
to jump off a bridge. O6Cause le avdlbadot ayi ng
walk over this really great big huge bridge, and | remember stopping in the middle and

|l ooking, and | was thinking, AWhat the hel
|l &m going to die. The wor | abinhdagefoquideaad, 0 an
while after that. | started drinkingmoféel di dndét want to be sober
to think about my disease, and | didndot wa

thing, whether or not | was going to be able to hads kr not.
(Yvonne, FN, Female)

| didndét really want to go see [a doctor],
counts or none of those things. Because when you get your counts and your viral load, it
lets you know where you stand. So | was abhesitant and scared at the beginning that
| didndédt want to go get them.
(Sam, FN, Male)
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[ After my diagnosi s] Iseeingadectors and stuff ditkatvin - | o wé |
was really in a bad situation. | was doing latisdrugs and stuff likthat. ldi dndét know

anything about care.
(Vanessa, FN, Female)

Another participant continued to use injection drugs and to avoid his HIV positive diagnosis until

he was admitted to hospital with pneumonia.

[Drug addicts are] more interested in usingudisthan maintaining their health. 6 v e

really seen people who are really, reallyill,anh ey dondét nobcaeséehat

theydre using drugséThat 6s tebllgsicwamngd!l | was t
ended up in the hospital where [jug My p n e u mdadithat | ealeed thes o

ambulance, | waited forsoln g é 1  was | u s twithtusing drygste [seekc u pi e d
care.

(Trent, FN, Male)
Strategies Used for Managing HIV

By the time of the interview all interview participants who repbtiéng positive had taken
steps to manage their HIV in some way. Almost all participants diioseedicinein
conjunction with lifestyle modifications such as cutting back on drinking orsdanghanging
their diet, nutrition or rest patterns. Sometiggpants chose to use traditional Aboriginal
medicine to help manage their HIV while others spoke of complimentary or alternative
medicines.

Bio-medicine

Eightof t he 9 participants who reported being
time of the interview. However, only 2 were currently taking HIV medication ahadbtaken
HIV medications at some point since their diagnosis.

Previous use of HIV medication

Five of the 9 HIV positive interview participants had been on HIV medicationna¢ gmint

since their diagnosis. Of the 5 females in our HIV positive sample, 3 had been pregnant at least
once since testing positive for HIV. All 3 of these participantstakenHIV medications in the

last trimester of their pregnancy to reduce thdillo®d of motheito-child transmission.

When | was pregnant, yeah, | was, like, 7 months pregnant; that was last year, year and a

H I

half ago, they put me on medication so the

(Winona, FN, Female)

Wel | , t he s pec waeuldhavetogb onlmedicatien td Idwarithé iisk of
the baby [contracting] HIV, and that | would also have to havese&ion to lower the

ri sk of the baby [contracting] HIV from me

trimester of my pregnancy, and theasen for that was [pause] because in the first two
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trimesters, the babyobdés developing al/l i ts

organs and stuff, and the medications that they have for women that are positive could

possibly damagé or [pause] na really damage, but harm the baby within the first two

tri mesters. So by the third trimester, the

so yeah, |l guess thatoés why they told me t
(Yvonne, FN, Ferale)

In all cases, HIV medication was successfuyprieventinghe vertical transmission of HIV. All
three women stopped taking HIV medications once their babies were born and two of the three
had not resumeHIV medication at the time of the interview.

Of the male interview participants who were living positive, only one had been prescribed

medi cations but was no | onger taking them. Ed
when he was diagnosed in 1986wever hedid not like the way the medicatismmade him feel

so he stopped taking them altogether.

[My doctor], he gave me some pills. Sosometamke, | donot taked,k e, son
dondét take it. Now I dondét takeoresick. I f | t
That s why | dondt need.

(Edward, FN, Male)
Edward was the only interview participant who did not see a doctor regularly.
Current use of HIV medication

At the time of the interviews, only two tienine HIV positive interview participants reported
using HIV medications to mauge their illness. One other participant was about to initiate
treatment. Of these three interview participants all reported initiating treatment on the advice of
their doctor once they experienced declining health, low CD4 counts or high viral load counts

How | got my meds was when | was in the hospital with pneumonia, | wad alss a
junkie right? | was a heroin addict. One of the doctors from this neighbourhood comes
in, and heds a methadone doctor, &nd he go
clinic to get my methadone script, lhaddtaa hey hel ped me out with
about a year [after my diagnosis].

(Trent, FN, Male)

[l went on HIV meds whemhy viral load went up, and my CD4 count was
starting to go dowmbersllthiokd was over2@uowre mber t he
something for my viral load. [pause] Yeah. And my CD4 count was going ub@ér

(Yvonne, FN, Female)

At the time of the interview Vanessa, who had been living positive for 8 years, was about to
initiate treatment othe advice of her doctor.
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Reasons for staying on HIV medication (Adherence)

Again, participants reported various reasons for staying on HIV medication once prescribed,
includingfeeling healthierandwanting to be around to watch their children grow.

Since | 6ve started, |ldvephbelkablt vldawityot hef si

the way my health is. | feelalotheadhi er t han | waaverogatf or e, anc

sweats any mor the rea3oh that Ikeep taking thedimedogtors say

that | can probably live for &éong time if | just, you knowf, | keep taking my medicine.

So thatobés kind of an incentive to keep tak
(Trent, FN, Male)

Just knowing that now that |1 6m on ADB8di cat i
as fast as | thought it would in the begin
my kids. 1 06m going to see them go tiol coll e
have something to | ook for wag dontog, aingd rmy al
future. Not necessarily my future, 1t0s ju
l'ive, i s because of them. I dondét want t o,
watch them |l earn and goowéhdét i bewhenétt 6 da

(Yvonne, FN, Female)
Future use of HIV medication

As mentioned above, of the nine interview participants who were HIV positive, only two were
taking HIV medications at the time of the interview and another was scheduled to #iart i
weeks following. Of the six interview participants who were not taking HIV medications,
opinions varied on whether and when they might start.

Edward was the most steadfast about not taking HIV medications. At the time of the interview
Edward was tbroughly entrenched in strelie and did not foresee a time when this might
change.

I f 1 dm come back ten years ago | 6m doing t
my | ife. Because me, l 6m | i vitthg M e rdy nféd s th.a
brake.IfIbr a k e, | 6m dead.

(Edward, FN, Male)
Other positive youth were more open to the idea of taking medication for their HIV.

Probably twice a month [I|I see my doctor] éU
to bothermeap mor e [ about HIV medication], becau
good. Theéri&k@&s my HIV is staying really goo
on any medication.

(Winona, FN, Female)
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I 61 | probably end up on elsd)leut beferelligat that farpin | us
probably will be doing some kind of herbal things. But | mean, eventually, you have to
take the medications, | mean, if you want to live, at some point.

(Ursula, FN, Female)

Several participants said they were notrigkHlV medicatios because they felt healthy, their
doctor had not recommeeadthem, or a combination of both.

| donodot feel really painful. Li ke, I donot
dondt catch colds, drmhe nggeodeélk@®v & htart ie dnyb rciot
my doctor] all the time, about medication, and he keeps putting it away. Like, back in my
fileél thought that | would [need medicat:i
healthy, | guess I just trust him.

(Winona, FN, Female)

[ My doctor] doesndét advise me at this ti me
was diagnosed in 2003, and his policy is a lot of people, a lot of doctors, what they do is

they see the problem, and they figure medication is theearfer immediate

treat ment éSo Dr. [ X] 6s view is that | ook a
you keep that up, and thereds no major inc
that you just stay on the way you are until something tiappen that you require the
medications, and then he will research into it to find the best ones for your lifestyle or for

you.

(Sam, FN, Male)

I f eel heal thy most of the td ayear. Nbtinge got t
too serious endsie up in the hospital, nothing too serious where | have to be on meds.

A

ltés |Ii ke I'6m not on meds right now, Ocaus
(Zelda, FN, Female)

Of the 7 HIV positive participants who were not using HIV medications, Edward was the only
one who reported side effects as a reason for not taking HIV medication.

I f | take my medicati on, | feel some mor e
(Edward, FN, Male)

Interview participants who were not HIV positive also expressed opinions on why HIWe@osit
Aboriginal youth might not take HIV medication. Among these reasons were side effects, life
style, and a dislike of pills or chemicals.

One of my neighbour 9 nigs npoviAtti foand witther ev hleéhm
had AIDS, he was taking theeatments, taking all the pils many, many pills. But now,

he qui tehe®assickarsl tired of towany pills, first of all; too many pills. And

he was drinking a lot, that guy, and he had a really bad seizure from drinking, and after

that happened t h at O6gsu iwh etnhenhepi | | s. [ Nowthedile doesn
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h e 6 s sleepihgigood and anlg drinking a few beers a day, or a glass of wine,
feels that he doesndét need the pills an
(Hazel, FN, Female)

| f
h e

I: So do youltink that there is a reason thatreebody would be on medicatidiuyt not
take it? R: Well, twofold, which is theyJsatrouble doing things dagp-day: they forget,
ortheyjustd may b e t lea gnoudhoar thd medicatiomkes them sick. Like, for
example, my boyfriendt makes him sick sometimés. mean, t herefebts a | ot
| know, but peple have trouble taking themedication because of siééfects, or jus
because of [pause] you knoiustability in their lives, right, because thdyo rave a
good home, orthey judton 6t have food, or wtukmewwhadlondot he
mean? Stuff likéhat.
(Ursula, FN, Female)

For me, |1 donot I|ike to;tdakeoadlt aybodyfe piol |
as much as | gaat all help it. So | wowdl probably, knowing me, try asuch alternative

medicine as | possibly could. If iigt continued to progressivedynd quickly get worse,

then | would go with mer[biomedical] means of gettingyself feeling okay enough to

getthrough.
(Irene, FN, Female)

I: Is there a reason, do you think, that people wiaubt take medication? R: Thtynk
theydre strong enoudtleid rTHewewe stomeperdotsr dirag
to start taking pills, especiallywheney 6 r e not uWhkydeytwouldindt. [ pau
take the pillsisaprettygod questi on. He cdaounsbet tkhneoyw jwuhsyt. d
any mor e. reNManking@ somé pegpi@hen they have AIDS, they just want to
die; they dondt <care.

(Hazel,FN, Female)

Aboriginal medicine

Several HIV positive interview participants spoke of using Aboriginal medicine or traditions to
help manage their HIV. Some spoke of using Aboriginal medicines in place of HIV medication
and others spoke of using Aborigimaedicines as one strategy among many that they were
using tomanageheir HIV.

Edward had stopped taking his HIV medications because he did not like the way they made him
feel. However, he felt confident that Aboriginal medicine would make him feelrbet

If | take my medication, | feel some more sickk Th6 s why | d Mayldetf | ne e d .
can go to my country, | get some noadiion, Amerindian, tisane, vtould be some better.
(Edward, FN, Male)

Unfortunately, at the time of the interviewEdwd had not been back to 6h
long time and therefore had not had access to the medicine he desired.
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Sam had recentlgeconnected witlhis culture and felt that picking medicines and learning about
their properties was an important pafimanaging his HIV.

|l didndt really know mgebackud itt Tihen aftenthist i | | wa
summer, spending a diadnesmaerdfigdmg whére tinggow,tafde s e me
understand what they do, gave metanibre knowledge about whyttry them, why not
pick them and try them? A lot people had tried just herbatedicines and stuff, and
herbal cure for their HIV, and theyoére doi
thisroute. [If hasd ot of powerinyoufcultuieer eds bel i ef

(Sam, FN, Male)

A few participants, although not using Aboriginal traditions or medicines at the time of the
interview, expressed a deep respect for their healing power and a desire to use Aboriginal
medicines and ceremonies iretfuture.

| dondt participate irrealdywd atrs |6 eyaddeok alctd gn
emotional issues that could be brought ut Bnd whatnot that | have ndealt with yet,
so I 6m goi ng t obefdrelgd takevtheexh stefamdaa teroughithats t

level of things. In time, hopefully, | will.
(Sam, FN, Male)

l 6m still pretty sc artevdnttafreakdhe eldgrs ouithgmyt o s we
feelings or my adtil mighaharetie leldemwitsveyatr eidn ¢ ht hat 6 s
inside me for so tbogélbdmendwer goimyg toad

just not ready for thatight now.
(Yvonne, FN, Female)

Among those interview participants who tested negative for HIV, there was also soest inter
the use of Aboriginal traditions to treat HIV should they ever become positive.

I: Do you think that you would ever use an Aggoral tradition? R: Definitelywould.
Definitely woul d. | e fadl that t9pe of Kimess vioeanfor &l ins o u t
Aboriginal means, but | would search, and | would talk to asany elders as | could, as

many people as | could, fmd out what it is that thethought | could do to help me get

through.
(Irene, FN, Female)

Compkmentary and Altermtive Medicine (CAM)

A few interview participants, one HIV positive and one HIV negative, expressed interest in
comgdementary or alternative medicine although their prohibitive expense was cited by one
participant as a reason for not using CAM.

| d liketd take a lot of pills and chemicals; Idon | i ke t o haamueh it i n

as | can at all help it. So [if | were HIV positive] | would probably,  knowing me,
try as much alternative medicins &possibly could. If it justontinued to progresvely
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and quickly get wse, then | would go with moteaditional means of getting myself
feeling okay enough to get through.
(Irene, FN, Female)

| used to take milk thistle for my liver, | used toetdops, | used to take [pause]
spirollena, just diferent stuff, supplements, stufelik t hat . [ Butanylmore donoé't
because] I hav e, cally. bapdied fohtrenutrntional sypplement,
which is an extra 200 bucks a month, but | havé to  actually, | have to get the
application. llostit,tand have t o apmmlaynnegaiird. IBdtl Ipam f
6cause stuff costs money.

(Ursula, FN, Female)

Marijuana Use

Only one interview participant reported that marijuana was an important part of managing his
HIV.

[ | f]f elebmng so badél dm just use this [holds

some yogurt, |l &dm take some natwural

weed, |l can go to eat, good sl eep, and | 6m
(Edward, FN, Male)

Lifestyle Modification

Almostall HIV positive interview participants reported that they had modified their lifestyle in
some way since their positive diagnosis. Drinking less, taking fewer street drugs, eating better
and sleeping more were among the strategies acknowledged byialppats to be helpful in
managing their HIV.

Modifyingdrinking and druguse

Several interview participants reported that cutting back on their drinking or drug use was
essential to managing their HIV.

| dondt stay up unt ie|cluldbingodany ofithat dnagy anfofr.n i Intgd s
justtoohardonmeé he next day. So I watch my drink
much anymore.

(Sam, FN, Male)

[My]HIV is staying really good rightnoga nd | wonot mmadicationtSo go on
mosty | just try to eat healthy andhat gives mé like, if | havegood nutrition, | can
handle myself more.

(Winona, FN, Female)
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One of the reasons my immune systemis healdly 6 caus e él gSuietve | V dr L
have the odd relapse here andrthebuti t 6 s not hi ng wewemgilker ed t o W
i ving in [ we s tttle toke heperoowheraver, éskeloheénarphine, that,
you know, justaslongs | 6 m not d puttinggny hetalth @t xisk.r y day,

(Zelda, FN, Female)

As noted n the above quosgginterview participants were having varying degrees of success in
modifying their drinking or drug using habits although most expressed a desire to stop taking
drugs entirely. Several interview participants had signed on to a methadgnanpin an effort

to break themselves their addiction. Trent,,&80 year old~irst Nationamale, reported that i f |
could have my way | would stop using [drugs]

Some participants reported that stable housing in the city @senve was an essential element

of their plan to cut &ck on drinking and drug used at least some felt thwarted in their efforts

to modify their drinking and drug use behaviour because of their living situation. Trent felt that

part of his problemwasé&ti I | i ve i n [a neighborhood known f
d e f e aAtthatgne df the interview Trent was having trouble staying clean because he was
constantly reminded of his addiction by seeing others use drugs around him. He was flmoki

housing outside of the neighbourhood he referred to.

Other participants reported that stable housing on reserve, away from urban centres that are
associated with drug use, was essential to the way they managed their HIV.

[Gletting off the streetqui t [ i ng] prosti tut i nmpvinghouti t [ i ng]
of [western province 1] bectahsreeéd| wan oitmpsd:!
because] thereds no way longwealthy lidjeavithHy/ [it o b e
| st ay e dvhea [y hugbénd] mentioned hieserve and | just wanted to get the
hell out of [wesern province 1] because Ilwasc ar e d ; |l didndt want t
wewen t o [ west er n wp]havera rooicoeer dilhéafl, Me have a home
t hat we ldad [eefore.dave furniture [and] | have food in my fridge. Before,
when Iwas ifwestern province 1] on the street, | livedshelters, | slept on the street in
front of churches, | st a yeesdtonthe carneraltnights h o p s . I
soliciting my body to old gross men.

(Zelda, FN, Female)

Since wedbve [ moved bmgdks tjoudthebaaeslehearal] | ye v
my whole life has changed, from hgia drunken junkie sleeping parks and youth

centres, to having beautiftdrniture and cable and a phone, abéing able to pay for

my bills, and make sure that my house is clean for my &i$ having my kids clean

every day, and cookingew vy day, and totallyaliffeyentiparsorg Wherea® m a

bef or e | indhoteleoorh angd myrhgtel room would be messy all the time.
Butmyhos e i s al way s awdysfed in mycdpbdardse r e 6 s

(Yvonne, FN, Female)

However, this is not to say that living on resemaswithout its challenges. Several participants
some of whom reported that living on reservd saved or changed their life, also reported that
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the AIDSrelated discrimination that they encouetdon reserve sometimes detheir life
difficult.

[We] can sense some discrimination from peopléudly, | sense a lot of it. kind of get

iitds been realéprgesedaligt one d dismamjnatatl wher e

and [people] wanting uk leave the community. Peogleo mi ng t o us, t el
per son s aiid gt htahtad ,,oulsfiggbaak to gvluese you gulys got your
di s e as ertofwhecefmy husbandwast t acked] él t 6s not as
days, it does come up.

(Zelda, FN, Female)

I havenodot disclosed backohemeoyetisaly aboat e

b a

thanabout me di scl osi ng t ¢ormmyhildreoamndu nsi ht eydéésS hael 6s

afraid for me. She doesndt wangtokichkmeoid|l e t o

U S

the reserve, ebebceaeuns et hsd rnec,leeenwesdyrgpod forime.g 6 s
(Yvonne, FN, Female)
Diet, nutrition andrest
All interview participants reported staying healthy through diet, nutrition and rest as a means of
caring for their HIV.
One of the reasons my immune systemis so heakhy because | dakingeat i ng
care of myself. | make sure | do.
(Zelda, FN, Female)
It changed my n e |lifestyle...[Il] <could

tir
up at 8 o0b6¢cl ock the next day | i ke nothi
things now. You havto take that time for yourself to make sure that you feel better, and

you donét try to push yourself too hardéBe

|l i ke, Al can do it. Il 6dm young, I can do
reallyl ook at yourself in a different view;

can get sicker than most peopWwsandstuffd. And

think after | got diagnosed, | was about 50 pounds overweight. The weight loss |

experienced wasndét because of HIV, it was

more care of myself, like, eating salads and regular meals. Things like that; my diet
changed completely.
(Sam, FN, Male)

Several of our participants were active inj@etdrug users at the time of the interview and some
were still thoroughly entrenched in street life. However, they too were conscious of the role that
nutrition and rest played in keeping them healthy. When asked whdiddloeemanage her HIV,
Winona,aF N f e mal e, maostypjust try o eat Healthy arid that givesdnéke, if |

b

have good nutrition, I can handle myself more
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Likewise, Edward, a FN male, reported modifications in diet and lifestyle as a means of
managing his HIV. At the timef the interviewEdward was living on the stredtowever, at

various points in the interview Edward mentioned eating, getting lots of rest, showering and
relaxing as being good for his mental and physical health. He managed many of these with the
help of Aboriginal AIDS Service Organizations and other support services.

Social/Emotionabupport
Several interview participants reported that the support they received from friends, family and
community was essential to the speed with which they soughaedr® their orgoing welt

being.

After talking to a lot of my friends who are HIV positive and had been through this, they
said, Altoés not onldyi tféosr ay opuera cgeo oodf, nuitndds

where you stand on etrhee nsocuag he forfi eHl dvs. 0céoSaox ead

friend said, Al &6l come with you to the

|l ike. o [So] he came with me [and we] handl

(Sam, FN, Male)

I: It sounds like your family is fairly supportive then?¥eah, they are. Even ifdjo see
them, just about the first question they askhgre did | come from. | telhem | cam
from [aboriginal health centre] andawally, they cook me extra fory dinner or
anything like that. They give meme money for gceries when lleave. | can sit on the
couch, lie down, watch TV, visit my daughter.

(Winona, FN, Female)

|l 6m not really worrying about what other

husband] has been a big supdiporworaryo uwhdatt hp

t hink ltés not what they think, i1itds what
(Zelda, FN, Female)

| candét really say | did it [sought care

pregnant and she was just excitede 8fas, you know, jumping up and down, running

into the bar telling everyone, fAMy sistero

qguit my drinking and drugging and that if

she would take t hthaotaby whlhwaty londime;e Slo qui t

and they sent me to a specialist.
(Yvonne, FN, Female)

Yvonne went on to say that she now enjoys the support of her siblings who live on the same
reserve.

Health services

Interview participants reportedvariety of experiences when &ssing healtnelated services,
obtaining an HIV test, or seeking HIV treatmefbme participantsreferredAboriginalspecific
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health services, othepseferrednon-Aboriginal health services, and still oth@referredooth

but under different circumstances. Some of the more frequent issues that arose in interviews
wereracial or HIV-related discrimination, impersonal servidescomfort with health care
provider andbarriers to access

Access andvailability

Some partiipants fated thaticcess or availabilitwasthe most important element in their
choice of where to seek healttlated services.

Because the [Aboriginal health centre] isfsmar f r om my fleodwggoingt hat |
t here. So i f cdnedlthé&way dowreto theiXMZommuhity Hedalth
Centre], but thhhedsuseil d®@qiuhdeehéeé awedberegao.
medicald the [ABC MedicalClinic], or to another clinic hat 6s cl ose by.

(Beth, FN, Female)

Igoto[name]Clinic | go t her & rjewes ts elr evd acesght noivtédms on
but | went t her e bendfiaatthetime, ad thejust®tl 6lvaeve any
dealt with a few thingswit t hos e g uy s, condantable with them, Sbin j u st
continue © go there.

(Sara Métis, Female)

Aboriginal healthservices

For other participants, the degree of comfort or rapport they felt with their health care provider
outweighed issues of access. In many cases, participants felt more comfortable with Aboriginal
health care providers or health care providers in an Aboriginal environReetitipants who

were more comfortable with Aboriginal health serviaese drawn to a common culture, a aon
judgmental attitude from Aboriginal health care providamsore caing and personalized

service- particularly among publibealth nurses araifamiliarity that comes from longime
association.

The [Aboriginal health centre] is one of the bigglesalth centres for Aborigingdeople
in the communi t vy dhcenires Thay have mirees admttoss onhsikea
so people go there. People that come from different cantiesjAboriginal
communiti es, t h élggoidgpsanietvhere eutsidetbéircanfmanityt a
because t hey @ovagesdrwe ewhateves withtheit cordmunity, that they
just feel more amfortable having an Aboriginaloctor. So when they go there, they feel
more relaxed, and stuff.

(Adam, FN, Male)

| usually try to go see my doctor back home is@ree outside of city] for arkind of
health servicesé So thatoés pappeintmheptsandic h wh
keep up with my regular doctor, and ask him. IfIhavec oncer ns, then it
doctorin [reservent si de [olf] tcG dayfigradie to gooback teee my own

e
0
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doctor wherd feel more comfortable askiigm questions, as opposed to asking a

stranger.

(Carl, FN, Male)
We dondét go to t he fgatthé publiphealttlsnurdeecause; u s u al
itds just easier emdeagueshedCambemosh@aboer agf
and sheds a member of whemrcagoador e msuatlyywhitt.or a
[l aughs] Theyodére justlleave,fandathietyt denwh
know you and tloy Wwberodoetast[okmew|] bbb been he

(Kayla, Inuit, Female)

|l normally access, |ike, the natiwmg organi
own personal reasons, | guess. | access thisepcalled [Aboriginal healtt e nt r e] é So
| 6 | tlpretfy musch access their services for whatever it is that | need for my health
through them.

(Rachel, FN, Female)

Another element of Aboriginal health care that interview participants enjoyed was the integration

of services that was often an elemehfboriginal organizations. In marcases, this offered a

kindof6 osé€ op shoppingéd and in others, it offered
services that one might need.

There is the [Aboriginal health centre], which is in [part of city], antbt of the youth
that come here [to Aboriginal youth drép] also go there when somethirgggoing on
over there. But t he r-relétel that bapgdensatghe pAleoriggnal ma j or
health centre], but when it does, most of the youth fromjhstego over there. So no,
they just bounce arodinfrom place to place. But th&boriginal health centre] has, like,
everything you can imagine for healthe | at ed i ssueséltés al so a
Aboriginal peopl e, saoounsdingcand trgditiondl healngand P1 u s
circles; things like that. | think they have a little office that does, like, HIV testing and
stuff like that.

(Beth, FN, Female)

Just like any other organization here in [eastern Canadian city], they have their ties wi
each other. The youth program at [Aboriginal shelter] has contacts with them here. They
frequently do programs together, and | know the president here, [Mr. X], has close ties
with [Aboriginal health centre]erevatmd tries
them. Yeah, itbés more | ike branches. Li ke,
centre] would be more physical health, [Aboriginal shelter] would be more mental
health. You know, they aién instead of spreading themselves too thin, tbeyd on one
area, and then they have ties with the other organizations.

(Carl, FN, Male)

We get health professionals and people that come in once a week [to Aboriginal
organization], usually on movie nights, and actually use this room for dheir
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theyddo bl ood work or give you flu shots,
you and everything. But that only started
l ongest time. Or a needle exchangeyeasy ogr am

and finally became reality last year.
(Sam, FN, Male)

However,not all participants were happy with the way they were treated at Aboriginal health

centres. Some had concerns around privacy and confidentiality while others had concerns about
mishandling of their files.

Probably I think [Aboriginal health centre] does offer [HIV tests], but parsonal, |
know everybody who works there,sobmod n 6t go t hleGdk!bd dgmoinrog tt
(Carl, FN, Male)

The thing is with the Aboriginabenmunity is what is known aslot of gossip, dot of

people talk, so I think that a lot of people are afraid that if they do gogatctesting,

that this person knowing someahed c ause it os alowayo,evdaroyswh e

hey, y-anddo &s s®ono waknowdaheghe ee ds yal ways t al k

AOh, vVyeadyfromsdamdg oédw dasghmter lear heds trou
(Adam, FN, Male)

Ursularecounted her experience receiving the results of an HIV test at an Aboriginal health
centre She felt her case was handled poorly

| remember when | had my positive test, it was bofaginal health centre] and think
that the way that | found out was really badchuse they had the resultsaitbook, and
there was nobody in the rooand Ifound out about myself befattee doctor even came
in the room. | found out thatwas positive by myself,amdo body é [ T] he book
rightthere;itwas open. é Smessedima ap, ydah.fThahwad peettyy
irresponsibk of them. Bugeah, they cami@ and they realized that the book was there.
Like, AOh, youborse enotth astu.pdp olstedds ,t ol inkoew,! ofeWe | |
But | d o ndinic aryrooretbecausehhaytreally messed up.
(Ursula, FN, Female)

NonAbaiginal healthservices
For other participants, the important element in choice of health care providedtedra

personal rather than cultural. These participants regtirat theyweredrawn to personal
service, regardless of cultural background.

[T]he clinic that | do like is a community healthnce r e t hat i s rilght in

canodt remember whadt ctemd tr ec 0 mnbemplihde idilceh e dlutt t
going to because the nurses are so nice

(Beth, FN, Female)

HIV Testing and Care in Aboriginal Youth



78

6 Cause Igdtda puldid hbadth nursend do my pap smear and my HBéting
than go to a physician. Because the tigss are so cold forme,atdh ey dondt r

care; they donodét act | ike they catheg. Wher e

knowmoreabut y o u, e nwonm dasyttdtadkytad Theest two HIV tests, | got done
with publichealthnuses, and t hewdr ¢ hlegtoh ef e malsenal |
here in[Northern Canadian city 2and in[Northern Canadian city]3 | just prefer
pud i ¢ heal t h nuressestotalkete @and they cah $itand bster,
wheeas a doctor mbaersntdtmeh adwea utshreatheds got
has to see.

(Kayla, Inuit, Female)

I: Do you thinkthat [the health care provider]ds to be someone of Aborigirallture,
ori R: No, no, just someone thatyouew t hat 6s gopea@aplg®@odL iwleg,
very caring and very understanding and very patient.

(Kayla, Inuit, Female)

However, not l participants had satisfactory experiences with-Abtworiginal health care. Some
participants reported experiences of racism and discrimination while others noted the impersonal
nature of norAboriginal health services in their region.

If | was HIV podiive, | would probably [pause]at choose to have the treatmént a

couple of months, just to get used to bein

overacti ve t hy scoverdd untibl endediuginfag@ta mdorthedni
Canadiancity 6, and | had it pobably for 8 years. For me,jitst confirmed my belief

that doctors dondot really care in the nort

anyway, . dlobnvoet stehei nn keorthero Canadién city 8] drombem i n
doctor whodos there.
(Kayla, Inuit, Female)

[ My doctoréds] <col | eaigHi\g sotheykoow whatespéct hi s pr a
when you get [refera e[ldp aws e]h eyfppuse]dSeyn & th efr eeedl
sort of treat you differently if thdgnowttat you ér e Hil svmething. Theys pi t al
wear masks and gloves,&an t hey wondt cpatycr capeeanythimgethat T h ey

you used into the bimzard dispenser, and all thesuff. | still see it happening, and | just
shake my ikedgasd.u Incé mgode educated an this than you goecause
youdre a healthéimamet prafeésksi 9 @am,tto know

me, i toés, 0 Whoy karnegg yhcewr eevidn you treat peopl

(Sam, FN, Male)

|l tsuveapmpdcpast e,
that you need, onodgobasowna] Ipatiénvt@ded) with.0 5 h e
See you next ti me

(Sam, FN, Male)
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Support Services

The experiences of interview participants varied greatly in terms of the support services they
sought following their positive HIV test result. Of those who used support services, Aboriginal
organizations and health centres, Aboriginal AIDS service orgaois, AIDS service
organizations and community or public health clinics were thought to be very helpful.

One of the most frequently mentioned services accessed by HIV positive intervieipaatsi
was a food bank or mepfograns.

[The food bankl has aken off fairly well. WebGve got a
itds used quite heaviihgytgoing.oTheygrablwhdiieg no pr o
need, and for their family members, and ttege it home. Oryoucancomen i f 1t 6s f
friend or a patner or somebodywhé s t oo i | | weod|Inha kaec tiutalilny. dA
deliveries for certainp o p | e . | T we [paused ot abd hogphysically make r e
it to the agency basketeforithem andtake ibtd they honsa &nd u p
drop it off, and put it away fathem. Whatever needs to be done; it could be home visits,
also. It all works out.

(Sam, FN, Male)

| used to go [to aboriginal health centre] to eat, but now | go to the-[mdimoriginal

Al DS resour ce ganedrogran fértHIV adsitiveeope. They have

breakfast and lunch, they have art room, they have laundrthey have

ansver séMostly | fpodtagd t hasasedtlacemernerqg r o o mé

mostly to eat, for thendodal abputitlgueasfrom t y p e

the [aboriginal health centre]the actual clinic, | guesswas talking to them about

something, and maybeeayrthought | needed resourcasd they told me about tide |

guess | was hungry that degnd | was just tryingo figure out where to get food, so they

toldmetmt because | @muMIidV gmo g iot it\ne, meal progr
(Ursula, FN, Female)

| started coming here [to Aboriginal health centrell22 years ago, for 2 years, yeah.
|l t 6s an okgaeyt pfloaocde ; yyoouu get everything. I t 6
(Vanessa, FN, Female)

Yeah, and | come here [to Aboriginal health cehalenost every day, from abofit
ob6bclock to 3 o006clockéWe wat c hfriemds.vcaress, have
atatableabne and t hi n kausehjystward tmpasstsaimaeon mastly
thinking about my family, like, [pause] right now, yeah.
(Winona, FN, Female)

Then there was the [church]; you could eat there every day at lunch. And oécé a

think it was on Sundays, they would have two meals there. There was lse, o0 h, Il ¢
remember that one, but it was rigin skid row, they used to haaesoup line there every
night.

(Yvonne, FN, Female)
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[Aboriginal drop-in] is good place, because evdimel can eat dorheer e. | 6v

shower and eat, clothtag. gGodr ffatakesomé&€ 6 s[ & h

good |l unch at the [mends shelter]. Thatods
(Edward, FN, Male)

What it was, was | used to be a hard drugrpbat right now, a lot of times wheyou

use drugs, you dondét eat too much, and the
down there. So thatds what eat@dbatds what
was.

(Trent, FN, Male)

Participants als spoke frequently of the multitude of services thateavailable under one roof.
Some participants were well connected with various health and social services that were
available in their city, but most preferred to have all their needs met in one place

The other programs [at Aboriginal organization], like movie nights and beadind

crafts and st uf fingmoeesubdtahtialimeals sgiacks are stpfr o v i d

for the clients to come and have aallé part in, it just seems be that moreand more

membershipistso wi ng up é[ We paofessionfals anepeople that tein h

once a wek, usually movie nights, thagtually use this room for theirt hey 6 | | do bl

work or give you flu shotert hey 61 | do anonydeveryghing. esti ng f
(Sam, FN, Male)

| started coming here [to Aboriginal health cent&]/2 years ago, for 2 yeargeah.

|l t6s an okay place; you get f oeothetimgsou get
give you coats and runners and stufft the health program is prettyood, because my

doctor takes good care ofamn Il 6m on met d¢goaddcaranoéme agliistaff likea k e s
that.

(Vanessa, FN, Female)

[NJow I go to the [norAboriginal AIDSresouc e centr e] € prbgaamméos a day

HIV posiive people. They have breakfand lunch, they have an adom, they have

laundry, they have showers, tHegve music, they have a livingom with a fireplace,

t hey have wor ks hopbs gwooheysasgtrobyesytheyae me n

nurses theredietitians, The have, like, everythinglAot of st uf f é. 1t dés r e

find. |l t6s been really hel pful for me to ¢
(Ursula, FN, Female)

| come here to [Aboriginal health centre] to do arts and crafts [but] the majaoity
people justcome o eat éThen -nhwhichdhdsdso do vitle jusdpeaplp with
HI V, and then thertelbsent hlee pbakbmvmhdethec l@ainni c,
doctordés are, and the demnwinst ai Asd théms fIp
recovery prgram | guess.

(Trent, FN, Male)
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Another important feature of support services for people living with W&gcontinuity. A
number of participants remarked on the importance of having a place to go tod@yeviiere
they could see familiar faces, eatasebr simply hangut.

Like, for me, I need it, likel me an, | foperson that | néed sordething

consistent, something every day or sommethg , you knowérésoume an, t he

centr e] hel ps, 6cause | c aomethingthat defaitely every

helps. | mean, that fallsintothadd e gor y. Ther adursd, aadlseaglst peopl

of the same people every day, so thatods re
(Ursula, FN, Female)

| come here [to Aboriginal health centralmost every dayrdm 9:00to3 : 0 0 é We

watch movies, have breakfast. | can see some friends. | can sdldealone and think

why | 6 m t hjestrwantto gassaame tme imostly thinking about my family.
(Winona, FN, Female)

For some interview participantzkey roleof service organizationsasto connect them to other
services or to information.

Here [at Aboriginal organization]tetdés a |
doctor on your behalf and type up a letter, laxpng that you were refeed from this

agency, what it 6goaloteasier wNee yoh dotith at swayns| tt @s |
oneon-one with people now.dts not | i ke jastarnerfber,ramdavkjusagency,

take you and then put ymn a piece of paper and shipu offsomewhere else, and
youdre sedneomreo ell em n doviollowNpohere tdohtleey calayous o
back after abat a month or so, andaskyguDi d t hat go wel |l ? Did vy
needed?0 and stuff.
(Sam, FN, Male)

| neededto have somekd of contr ol becaudjastgotabasi cal |
book, and | read about every possible thin
could find about it. You know, about illness and if you get sicknesses, infections, and how
you can takeare of yourself, and viral loads, CD4, and medications, everything. | read
everything | could about ité.and then | go
got the I|ibrary card, and | justéjumped ri
kind ofcontrol over the whole thing, | guess.

(Ursula, FN, Female)

| just talked to some doctors and they gave mesqmapers to read and that mgsople,
t heydre on pil | sheygotatotobsupptdvithe @atpil @n &Amd t ha

what really heled out.
(Winona, FN, Female)

[After my diagnosis], | started comingregto the Aboriginal communityased

organi zation] and started accessing more a
that, then | got my connections to [AIDS service organizhiod other organizations to
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assist me with everything else.
(Sam, FN, Male)

Finally, a few participants mentioned the importance of Aboriginal specific support services.

Then there was the [Aboriginal centre]. | usedyb there a lot. They had tkeop-in
centre, and they also had a school seittith was mostly for kids thatropped out of
school that wanted to try and finishc h o o | but classand listéntto thei t |
t eacher bec awtbegwereltoo dild hgdeBedausma lodf them had kids
already s bavetheehjid cdré ahah sputhtil they came out with this.

(Yvonne, FN, Female)

[Aboriginal centre] is good place. For First Natn guys that come to the cisgmetimes

t h

is difficult f orslobtorrtetity.Madandem elb @ec ads g olue @ o

under st and wh a.tOn thescitytard ®n teuwnarit notrth@ saime tfaie
(Edward, FN, Male)

Recommendations from participants about health or social care
Some participants made recommenatadirelated to counselling and outreach services.

Thecounsellingof oneonone should be on hdrand available to anyone thshould

need it, O6cause i halfanhouhtbasyeu getithaifermatién,tmai nut e s

result, is usually when yiocaneither do the most good or theost damage to a person
who has that slip of pagp in their hand 6 ¢ a u sdecideshtheit future from that day
forward. And it h ey d ocoudésellingtoad@akwith it, then Lord knows where their

path wil take hem or what they migldgio with that informationifthned on 6t under st a

itf ully, or rendlriezéd etlipatfi otr hé¢ hedins ¢ likeut® h a t

it

think it AfstemMhRr ®gayamo | guess they coul d

(Sam, FN, Male)

Anotherthing about...drug addicts, they will glect their health right? Thegould be
really, really siockt®dmsdrtadey wyhoardditherttioed he .

pe

nurses or the clinics are here,ign g out t o t &beutthpem avaitig for. 't 6s n
people to come; they have to actually go to these people.
(Trent, FN, Male)

So |I think havi ng s o nt¢hbe samhetimey prafegssonafiost r i gi n a
|l i ke a sense of where they canl bdomowat kkng

| 6m stuck for woung.pé¢r gar smwlet Sokepheimkoe a
they could look atand trts, s ome one whYodknhowphab IfmeanThai n a |

r ol

comes and doesging and lets them knowth&t,Yea h, t hi s its$ ast ©0i anidy

stuff likethat. Maybe run the testingato mmuni ty centres; | i ke
have testing here, thereo, you ky odvo whtat
know, but yet somebo@ho looks like someone they could trustndmody who looks
professionals o mebody whods younghathGs nereed/e & oiun
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Aboriginal community is more strong, positive role modeke having an Aboriginal
doctoror nurse come in that is not a part of their community Seeingh at t her ed s
other people outside of their community that are doing things like that.

(Adam, FN, Male)
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Key Findings
Overview
The findings from the study can be grouped into 3 major themes:

o theDecision to Testfor HIV

o theExperienceof having an HV test

o theRelationship between having an HIV test and subsequent decisions regarding care and
treatment

Overall, 413 youths completed surveys and 28 participants were interviewed.
Study Sites

e Surveysand interviews were complet@dpartnership witlh1 community agencies in
Vancouver, Edmonton, Winnipeg, Happy Valépose Bay, Dartmouth, Montreal, Toronto,
Ottawa, and Inuvik.

Sample Characteristics

e Both the survey and interview samples were weighted toward those who have tested for HIV
to refled the interest and may not be representative of the true frequency of testing in the
community.

Survey Respondents

Aboriginal youth (413) from various locations across Canada completed the survey.

e Youth ranged in age from 130 years, with an average agje?1.5 years.

o Fifty-two percent (58%) of participants were femalé7.0% were maland 0.2%
transgender

e The majority of youth (56.2%) identified as Fifgations, followed by Métis (20%8) and
Inuit (10.7%).

e While all youth spoke English (97.8%) andFrench (13.1%), 20% also spoke an
Aboriginal language.

e Most youth seHidentified as heterosexual (84.7%), with 13.1% identifying as
gay/lesbian/twespirit/bisexual.

o Half of the youth had some high school (49.986me still enrolled) and 16.2% had
conpleted school. As well, 22.4% had some ggestondary education. Manyere students
at the time of the study (41.7%).

e Most youth 64.4%) were living in an urban centre with a population over 10,000 people.

e Almost 85% of youth reported income of less t§20,000.

e Just over half (50.8%) had been tested for HIV, with 6.3% of these testing positive. Youth
were recruited from Aboriginal and na&boriginal AIDS service organizations, Aboriginal
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health centres and friendship centres. As such, they were ikedyetd have had access to
HIV counselling and testing than the general Aboriginal youth population.

Interview Participants

Of the 28 youth who patrticipated in interviews:

25 had received testing for HIV with 9 testing positive.

Five of those testing @sitive stated that they had become infected thrantgavenous drug
use four had become infected through sexual transmission

Of those who reporteon their education, 1iad some postecondary educatip 5 had
completed high school, while 12 leftremo| before completing high school

Interviewed youth were slightly older than the sursagnple with an average age of£4
These youth were living in 5 different provinces and 1 territory.

There werel2 men andL6 women.

Themajority of these youthdientified as First Nation@3) but small numbers of Inu{2)
and Métis(1) youth also participated.

Decision to Test
(Survey: n=413 Interviews: n=28)

210 (50.8%) of the 413 youth who participated in the survey had been tested for HIV. These
youth weae more likely to be younger than 20 years, male, heterosexual, a student and not
following traditional Aboriginal practices.

The decision to have an HIV test was not associated with education level, religion, income,
having vaginal sex in the previous ®nths, condom use or the sharing of IDU needles in

the previous 6 months.

The most common reasons cited by youth for having an HIV test were: they had had sex
without a condom (43.6%), they thought that they were pregnant (35.4%), they had an HIV
test on aegular basis (28.9%), they thought that they were at high risk for HIV infection
(23.7%) or it was part of the screening for STDs (20.9%).

Approximately half (49.2%) of the youth who participated in the survey had never been
tested for HIV. The most conon reasons for not have gone for an HIV test included:

feeling at low risk for HIV (45.3%), never having sex with an infected person (34.5%),
always having safe sex (33.3%), and never sharing needles (26.1%).

Findings from the interviews related to sextyadire relevant to the decision to test:

o] Many participants believed that it was common for youth to have a feeling of
invulnerability in relation to their HIV risk.

o] Topics such as HIV, AIDS, and sexuality were not openly talked about in small
reserve commmities.

o] Alternative sexualities (e.g. gay, lesbian) were not well tolerated in some reserves.

e Similarly, participants views about HIV/AIDS are relevant to the decision to have an HIV
test:
o] Many of the interview participants still found HIV/AIDS to be agcdisease
o] About 25% of the youth still believed that AIDS was associated with a death

sentence.
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e The most common reasons for HIV testing include engaging in unprotected sex, being
pregnant osuspecting pregnancy, as part of a regular testing pattérmwedging sel
assessed high risk for becoming infected, becoming involved in a new relationship, or as
part of sexually transmitted infection screening.

e The most common reasons for not having gone for HIV testing include haviragseffsed
low risk for HIV/AIDS, never having sex with an infected person, participating in safe sexual
practices, never sharing needles, being told by a health care provider that their risk was low,
or because they believed themselves to be healthy.

Experience of Testing
(Survey: n=210 Interviews: n=25)

Findings related to the experience of testing are based on 210 surveyed youth and 25 interviewed

youth who had had an HIV test.

e Testing: The majority (60.0%) of the 210 youth who answered questions on their testing
experences had tested at least once within the last two years, and so were able to provide
valuable information on HIV testing services.

e Tester characteristics: The majority of youth (86.5%) had their most recent test in the
community where they lived or weliging at the time of the HIV test; the largest percentage
(34.1%) had gone to a physician for a test. Fifteen percent said the test provider had a similar
cultural background.

¢ Information: 28.1% of youth could not remember what types of informatiorréoeywed
when they went for their most recent test, and 23.3% indicted they were not given any
information. Fifty percent indicated all their questions were answered at their last test, while
26.0% said some of their questions were answered, and 23.5%eiagliestions were not
answered.

e Perceptions of their treatment: Although over thgaarters of youth felt they had been
treated with care (79.9%), respect (77.4%), or kindness (75.9%) when they received an HIV
test, there were a significant minont§no had negative experiences (12.3% said they were
treated with fear, 11.2% with discrimination, and 9.7% with avoidance).

¢ Emotional Reaction to Testing: 79.0% of youth wrote brief statements on the survey about
their emotional reaction to HIV testing. &@lmajority (63.9%) expressed feelings of anxiety
or apprehension about the possibility of testing HIV positive, and 18.7% reported they did
not have any negative emotional reaction, but rather felt comfortable with the testing
experience. A few describe@gative feelings about the HIV test experience itself (feeling
ashamed, embarrassed, or uncomfortable),

e Advice for HIV testing services: Over half (57.6%) of the youth wrote suggestions on the
survey for the improvement of HIV testing services, largartaining to the three
professional relationship components: interpersonal style (respect), emotional support, and
information. In addition, youth expressed concerns about the confidentiality of the test result,
informing others that they were beingted for HIV, and availability of HIV testing
services.

¢ Regular HIV testing was viewed by Aboriginal youth as routine especially when coupled
with checks for other sexually transmitted infections or as part of the standard of medical
care when individua become pregnant.
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While most participants preferred to get tested in hospital or clinic settings, several youth
reported testing at@op-in location due to the flexibility of justhowing up and getting

tested anytime

Motivation to get tested was prarr | | y tallingear@ oo fii t haadthe ddcisian

test was predicated orr@alistic self assessmethiat past risky behavior may have placed

them at greater risk of HIV.

The qualitative findings suggest that the decision to test for HIVgelhadriven as a result

of fear of HIV infectionrather than any realistic assessment of past high risk behavior.

The involvement of parents/partners in the decision to get tested can be both supportive or a
barrier.

o] Whilst some youth have open and hormshmunication with their non
judgmental parents on testing decisions and their sexual behavior, other youth
shared that they feared parental attitudes towards their sexuality, their sexual
relationships, injection drug use and HIV testing.

o] Several partigants commented that their partners were not involved in the
decision to test or attend clinic with them based on the belief that they would not
be supportive of their decision.

The service provider offering HIV testing need not be of a similar cultuckignaund but
havea caring, understanding and patient appraech characteristic

Service providers need to establish a relationship with the youth who get tested without
compromising confidentiality.

o] Participants valued service providers that wecfégssional yet who were still
caring, respectful and understanding.

Anonymous HIV testing services were seen as a means to promote some youth to access
testing services.

o] Camouflaging HIV testing services in the context of general health services was
somehing that the youth supported.

A significant proportion of participants received little or no information on HIV prevention
by service providers.

Relationship between Testing and Care
(Survey: n=26 Interviews: n=9)

Twenty-six youth who participated ithe survey and 9 who participated in an interview were
HIV positive.

Of the 413 youth who were surveyed, 210 (50.8%) had been tested for HIV at least once. Of
these, 26 (12.4%) youth had tested positive. Of the 28 youth we interviewed, 25 had been
tested 6r HIV and 9 had tested positive. These numbers are likely to be higher than those
among Aboriginal youth in general. However, because of the number of youth in our sample
who were experienced testers and HIV positive, they were able to provide valuable
information on the relationship between HIV testing and HIV care.
Testing Late
o Of the 26 youth in the survey sample who reported beingpdiSitive, eight (30.8%)
had symptoms related to HIV/AIDS at the time of diagnosis, including six (23.1%) who
had AIDSat the time of diagnosis. Of the 9 HPpOsitive youth in our interview sample,
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two participants reported having symptoms of HIV at the time of diagridgs suggests
that some Aboriginal youth are getting tested late in the course of disease.
e Delaying Gare

0 After diagnosis and at the time of the survey, 48% of the survey participants had seen a
doctor to discuss HIV treatment optio®.those who provided information on time
interval betweemliagnosis and assessing carel0), 8 sought care within oryear.Of
the 9 HIV positive interview participants, all had been assessed for care, but the time
interval between diagnosis and seeking care varied widely, from a few months to seven
years.

0 Among the reasons for delaying caeeking or not seeking caaeall, interview
participants reported: being scared, beingqaeupied with drugs or alcohol, not caring,
not wanting to live, and not knowing anything about care. This suggests th&tgiost
counselling could be an important point of interventionXboriginal youth.

e Treatment Options

o Ofthe 10 survey participants and 8 interview participants who were treating their HIV at
the time of the surveyhe following treatment methods were most frequently used:
staying healthy through diet, nutrition anceesise; modifying lifestyles by stopping
smoking/drinking/drugging; taking HIV meds; and traditional Aboriginal healing
methods.

e Importance of Syport

o0 Several interview participants reported that stable housing and social/family support were
essential tdelping them manage their HIV. Support services such as Aboriginal AIDS
service organizations, AIDS service organizations and community/public health clinics
were also important.

¢ |Initiative for Anti-retroviral pharmaceutical therapiesRVs)

o Of those notaking HIV meds, a number of reasons were reported including the
following: their doctor did not recommend them, they felt healthy, they were afraid of the
side effects, their lifestyle got in the way and they did not want to take HIV medications.

o Of the 6survey participants and 2 interview participants who were taking HIV
medications at the time of the study, most reported that they started taking meds on the
advice of a doctor once they experienced declining health, low CD4 counts or high viral
loads.

0 When asked if they would start medications in the future, most participants reported that
they would take HIV medication when their health declined, when their CD4 count went
down or their viral load went up, and/or when a doctor recommended it.

o A small numter of participants reported that they would never take HIV medications or
only when they absolutely had to.

o Of those participants who made ptessting recommendations, greater/better counselling
after diagnosis and street outreach were suggested asveffeeians of getting
Aboriginal youth into care.
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Research Translation Activities

A range of research translation activities have been completed, or are planned, to disseminate the
findings from this project.

Presentations

Members othe research teahave sharethe findingsin poster and oral presentaticats
regional, national and international workshapsl conferences (seg@pendixK for details).At
the time of writingl1 presentations had been givessed on the findingédditionally, 5
abstrats andwo nonpeer reviewed articldsave been published.

Manuscripts
Five manuscripts have been outlined and are being written for publication by the research team.
Dissemination Workshop

Il n the fal./l of 2005, a t wod dwaays OhGd ndmu mi tRye g3 onla
Saskatchewan to discuss and verify the findings from the research study and to get community
feedback on the next sem the research proce3e research team was successfiheir

application to CIHRor a $25,00(HIV/AIDS CBR program Aboriginal capacity building

workshopgrant. The finateport of the workshop with power point presentatioradteched (see
AppendcesL &M).
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