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REPORT SUMMARY
This report presents the results of Living with HIV over the Long Term, a
qualitative study led by community-based researchers at the AIDS Committee of
Toronto (ACT) and Casey House. The project developed in response to feedback
from community stakeholders in Toronto that people living long term with HIV –
sometimes referred to as long-term survivors – were not well supported within
the HIV service landscape. Since the introduction of Highly Active Antiretroviral
Therapy (HAART) in 1996, the medications available to treat HIV have been
effective at managing the replication of the virus in the body, improving the health
of people living with HIV. Today, a person diagnosed with HIV able to access and
adhere to HIV medications can anticipate a life expectancy similar to that of
uninfected populations.1 Even though living long term with HIV is the reality for
most people living with the virus, the long-term experience of HIV is poorly
understood. This study was designed to address this knowledge gap and build
our understanding of the priorities and experiences of people living long term with
HIV in Toronto.
We carried out 4 focus groups with 31 people who identified as living long term
with HIV and key informant interviews with 17 service providers and
administrators who work within the HIV-sector. Our focus group discussions and
interviews centred on the following questions:
1) How is the concept or term long-term survivor used and understood in
community and social service contexts?
2) What are the care and service needs, challenges and priorities for people
living long term with HIV?
3) How does the long-term use of health and social services shape
experiences of living with HIV over time?
Participants’ descriptions of living long term with HIV shared much in common
with general depictions of living with chronic illness. Research participants
described: fluctuating periods of health and illness; uncertainty related to disease
progression; the reworking of life expectations and identity; the burden of care
falling largely on the individual living with HIV and their family/social network; and
stigma associated with illness and dependence on government supports. Two

1
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features emerge as central to the experience of living long term with HIV: holistic
healthwork and accumulated impacts.
Holistic healthwork refers to “the active, purposeful work that people living with
HIV do to look after their health”.2 People living with HIV long term described a
broad range of activities, programs, and services that they engage in or access
to manage their health over time. While this healthwork could enable long
periods where their HIV felt managed or contained, our focus group participants
emphasized that regardless of the state of their physical health, they needed to
commit considerable time and energy to healthwork. Accumulated impacts refer
to the ways in which the impact or effects of living with HIV accumulate over time.
For instance, episodes of illness were described as having a cumulative effect on
physical, mental, and financial health, as well as social networks. Key informants
explained that individuals did not always return to their previous state of health
following an episode of acute illness, and that managing these episodes required
one to draw on financial or social supports, which could strain or even exhaust
these resources. Research participants also drew attention to more positive or
productive impacts, particularly in relation to patient/service user knowledge and
expertise, relationship building, and community development. For instance,
research participants described the connections that develop over time between
people living with HIV and service providers or organizations as a significant
outcome of their long-term engagement with HIV-related services. We feel it is
important to frame HIV as a chronic illness, as this understanding may enable us
to develop programs and services that can better acknowledge and respond to
the burden of care associated with HIV and the ways in which its effects
accumulate over time.
We asked focus group participants and key informants to talk about the needs,
priorities, and challenges that people living long term with HIV may experience.
Participants described a broad range of issues which we have grouped in terms
of three key themes: growing older, income and practical supports, and social
and community engagement. Participants also spoke about their experiences
accessing programs and services over the long term. Their feedback suggested
that the way in which services are delivered is perhaps more significant than the
content of any particular program. Research participants highlighted the
importance of flexible services that can respond to an individual’s strengths,
needs, and social context.

2

Mykhalovskiy 2008: 137

Living with HIV Over the Long Term: Community Report

4

Lastly, we asked research participants to reflect on their understanding and use
of the term long-term survivor. There was no consensus across individuals or
groups on the value or definition of the term. In fact, several participants changed
their opinions and ideas about the term through the process of discussion and
reflection. Despite this, individuals diagnosed with HIV pre-HAART were included
in all participants’ definitions of long-term survivor. Participants were also clear
that there were important distinctions or differences between someone who had
been living with HIV long term and someone more recently or newly diagnosed.
Reflecting on our research findings, we end the report with a number of
considerations or recommendations for care and support services appropriate for
HIV as a chronic illness. These include: a focus on relationship building for longterm engagement, person-centred care, continuity of care across sectors, and
integration and specialization of HIV care. We also recommend policy change
that would recognize HIV as a chronic illness, as well as research focused on the
effects and implications of HIV-related stigma. If the integration of HIV care is to
succeed at more effectively responding to the needs of people living with HIV
over time, HIV-related stigma needs to be addressed across health and social
service sectors.
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STUDY BACKGROUND – WHY ASK QUESTIONS ABOUT LIVING
LONG TERM WITH HIV?
Living with HIV Over the Long Term developed in response to feedback from community
stakeholders in Toronto that people living long term with HIV – sometimes referred to as longterm survivors – were not well supported within the HIV service landscape. Although there has
recently been an increased focus on issues related to aging and HIV, it is difficult to find
research or programming focused more specifically on the durational aspects of living with HIV
– work that considers the impact of time (not only age) on the experience of health and
wellness for people living with HIV. Since the introduction of Highly Active Antiretroviral
Therapy (HAART) in 1996, the medications available to treat HIV have been effective at
managing the replication of the virus in the body, improving the health of people living with
HIV. Today, a person diagnosed with HIV able to access and adhere to HIV medications can
anticipate a life expectancy similar to that of uninfected populations.3 The impact of these
medical advances can be seen in the shifting demographic profile related to the disease: in
Canada the number of older people living with HIV has doubled in the past 20 years, and in the
United States more than half of the HIV-positive population will be 50 years or older by 2015.4
Even though living long term with HIV is the reality for most people living with the virus, the
long-term experience of HIV is poorly understood. This study was designed to address this
knowledge gap and build our understanding of the priorities and experiences of people living
long term with HIV in Toronto by asking the following questions:
1) How is the concept or term long-term survivor used and understood in community and
social service contexts?
2) What are the care and service needs, challenges and priorities for people living long
term with HIV?
3) How does the long-term use of health and social services shape experiences of living
with HIV over the long term?
4) What can the experiences of people who have lived long term with HIV tell us about
developing programs and services for HIV as a chronic illness?
There are three key intersecting themes that informed this study: the concept of long-term
survivor, the shifting demographic profile of people living with HIV, and HIV as a chronic
illness. Originally, the objectives of this study focused on addressing ambiguities and
knowledge gaps related to long-term survivors specifically. The long-term survivor identity
emerged before the advent of HAART but its definition and use has evolved with the
3
4
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improvements in the understanding and treatment of the virus.5 We quickly found however,
that this focus was too narrow; the identity remained ambiguous for many of our research
participants, and although most of the people we spoke to saw value in the concept, they were
often ambivalent about its use in relation to HIV. Instead, we found that paying attention more
broadly to the durational aspects of HIV better enabled us to address our research questions
and capture the current context of HIV care.
Research focused on aging and HIV has been important in developing knowledge related to
living long term with the disease. There is a growing body of research aimed at understanding
the intersection of HIV and aging for older people living with HIV, both in terms of their physical
health and the social contexts in which they live.6 However, aging and living long term are
different, though overlapping, issues7. A Vancouver study comparing the experience of aging
between gay men diagnosed pre-HAART and older gay men diagnosed in their 40s and 50s,
identified important differences between the two groups. Those who had lived long term with
HIV were more likely to live in poverty because of years on disability support, to have
experienced AIDS-related multiple losses, and to experience challenging and painful side
effects from long-term use of HIV medications.8 Research has also pointed to the strength and
resiliency of long-term survivors to meet adversity and to advocate for themselves and their
communities.9
We hope this report will contribute to our knowledge of and ability to respond to issues related
to living with HIV, while offering a broader frame for considering the impact of time on the
experience of illness.

Methods and Participants
Living with HIV over the long term was a qualitative study involving focus groups with people
living with HIV and key informant interviews with service providers and administrators working
within the HIV-sector in Toronto. Both focus groups and key informant interviews took place in
the spring and early summer of 2011. Most of our discussions with research participants
focused on issues related to health and social services. We were interested in knowing if the
priorities or needs of people living long term with HIV were addressed in the current service
landscape. As this study was the project of two community-based organizations, we wanted to
understand the experience of living long term with HIV in terms that we could directly apply
within our organizations.

5
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We asked focus group participants to talk about their current priorities and needs, and followed
this discussion with questions about the type of care and support services that could or do
enable them to meet their needs. More specifically, we asked focus group participants to talk
about 1) the range of programs and services they currently use, 2) the differences between
formal and informal supports, 3) their experiences accessing programs and services, and 4)
how their use of services, and/or their connection to community-based organizations, has
changed over time. We also asked focus group participants if they considered themselves to
be long-term survivors, and how or if they used this term. (See Appendix I – Focus Group
Discussion Guide)
Similarly, we asked key informants to share with us their ideas regarding the needs and
priorities of people who have lived long term with HIV, and what gaps or barriers they felt these
individuals may experience in terms of the services available to them. We also asked key
informants how they understood the term long-term survivor, if their organizations had any
care and support services designed for or used primarily by long-term survivors, and if they or
their organizations experienced challenges in terms of understanding and meeting the needs
of their service users who have lived long term with HIV. (See Appendix II – Key Informant
Interview Guide)
What emerged was a picture of living long term with HIV framed around the particular
experience of using health and social services. This picture is limited - understanding the lived
experience of individuals through their use and experiences with institutionally-defined
responses to health and illness is partial. Although we sought to understand the experience of
long-term survivorship, in many ways the object of our study was our institutional response(s)
to HIV and its suitability for people who have lived long term with this disease.
FOCUS GROUPS: INDIVIDUALS LIVING LONG TERM WITH HIV
A recruitment flyer was posted at AIDS Service Organizations (ASOs) in Toronto and
circulated through the online networks of various HIV-related organizations and groups. Four
focus groups were carried out with 31 individuals who self-identified as living long term with
HIV. Focus group discussions were audio recorded, each lasting about 2 hours. Participants
were also asked to complete a short socio-demographic questionnaire.
The average age of participants was 47 years (ranging from 20 to 68). Individuals had been
living with HIV for an average of 18 years (ranging from 6 to 30 years). Twenty three (74%) of
the participants were male, 7 (23%) were female and one identified as a transwoman. Fifteen
(48%) participants identified as gay, 12 (39%) as heterosexual, 3 (10%) as bisexual and 1 as
two-spirited.
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Twenty-six of the 31 focus group participants self-identified their ethno-racial background. Half
(13/26) of these participants identified as Caucasian, four (15%) as Aboriginal and four (15%)
as African (other categories included Caribbean, Middle Eastern, other).
Demographics
Age
Years living with HIV
Gender
Ethnicity
(self-identified)
Annual income

Employment
*Individuals identified all that apply

N (%) / Mean (range), n=31
47 years (20 – 68)
18 years (6 – 30)
23 (74%) male
7 (23%) female
1 transgender person
14 (45%) Caucasian
5 (16%) African/Caribbean/Black
4 (13%) Aboriginal
23 (74%) < $20,000
4 (13%) $20,000 - $50,000
2 (6%) $50,000 - $69,000
2 (6%) Did not respond
1 (3%) Working, full-time
3 (10%) Working, part-time
24 (77%) Accessing disability insurance

TABLE 1: FOCUS GROUP PARTICIPANT CHARACTERISTICS

KEY INFORMANT INTERVIEWS: SERVICE PROVIDERS AND ADMINISTRATORS
We carried out 14 key informant interviews with 17 service providers and administrators.
Individuals were identified by the research team and invited to participate in an hour-long
interview that was audio recorded. Seven front-line workers and 10 managers/directors from
11 different organizations participated. The participating organizations included ASOs and
hospitals within the Toronto-area (see acknowledgements for a full list of participating
organizations).
ANALYSIS
Each focus group discussion and key informant interview was transcribed. Three members of
the research team read all the transcripts, developed the coding framework and coded the
data. The full research team discussed the emerging themes and provided feedback on the
analysis process.
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UNDERSTANDING HIV AS A CHRONIC ILLNESS
The descriptions of living long term with HIV offered by our research participants included a
number of components common to general depictions of living with chronic illness. Framing
HIV as a chronic illness is not novel; depictions of HIV as a chronic illness started as early as
the late 1980’s.10 However, this depiction is often understood as emerging or as in-process –
the shift in understanding HIV as predominately a chronic illness, rather than an acute and
consistently fatal disease, is not universal. The ongoing characterization of HIV as emerging as
a chronic illness relates in part to the slow and inequitable access to antiretroviral treatment
(ART) in the Global South.11 In addition, there are concerns that viewing HIV as a chronic
illness contributes to notions of HIV as a mostly manageable and stable illness, contradicting
the lived experiences of many people who are HIV-positive. 12 And in some cases, the
mismatched distinction between infectious versus chronic diseases may have delayed the
development of policy and healthcare strategies for HIV as a chronic illness. Currently HIV is
classified as an infectious disease by the Public Health Agency of Canada, although its
definition of chronic disease could mostly be applied to HIV: “chronic diseases, also known as
noncommunicable diseases or NCDs, are diseases that are persistent and generally slow in
progression which can be treated but not cured.”13 Many of our research participants drew
comparisons between HIV and other chronic illnesses, and often expressed concerns that
although defining HIV as a chronic illness could help normalize the disease, it could also
reduce public concern or urgency around the disease.
Male2: Well today it’s more treated like… the psychology of it all is treated more
like, “well, he’s got HIV. Well, he’s basically like a diabetic”, okay? It’s not
contagious if he does what he’s supposed to and he’s been treatable and the
disease should be somewhat contained. Okay, it’s not like it was years ago,
you figure oh it was bed sheets, and the hospitals they were putting down
disposable bed sheets. I mean, the whole thing was just bent out of shape,
but now it’s evolved.
Male4: I think the dangerous part of that is that that mentality filters up to
Government as saying, oh well everyone’s living longer and everyone’s
taking their meds and everyone’s being treated, and everyone’s… So we

10
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kind of start pulling back on our funding because, you know, we want to give
people $500 extra a year in the bank accounts from saved taxes. (FG3)
Because research participants often described living long term with HIV using experiences that
shared important similarities with general depictions of living with chronic illness, we found it
useful to explore the literature on chronic illness. We see an opportunity to contribute to this
literature by introducing common experiences shared by our research participants. By drawing
on this literature, we seek to complicate ideas that stability and manageability are fundamental
markers of HIV as a chronic illness.

Living with HIV Over the Long term and Chronic Illness
Experience
Chronic diseases are rarely curable and often have a prolonged and lifelong course, with
fluctuating periods of health and illness or episodic disability. 14 Ongoing or potential
fluctuations in health are often depicted as requiring a constant reworking of identity, as one
reorganizes their expectations or assessment of their life course.15 Living with chronic illness
also requires individuals to cope with uncertainty related to disease progression.16 Much of the
literature focuses on the concepts of self-care, self-management, and/or healthwork as the
burden of managing chronic illness generally falls on the individual living with illness, and their
families, friends, and/or communities. 17 Relatedly, doctor/patient roles fluctuate, as the
individual living with chronic illness develops knowledge and expertise related to their illness.
Also identified in the literature is some degree of tension or competing role/behaviour
expectations for people living with chronic illness – not only will they fluctuate between periods
of health and illness, they may simultaneously inhabit roles related to being sick and being
healthy.18 Stigma is identified as a feature of illness experiences generally. In the context of
chronic illness, stigma is often linked to notions of illness as avoidable, the result of an
individual’s poor choices, lifestyle, and/or behaviour.19
Literature that highlights the structural dynamics that shape lived experience argue that, in the
context of neoliberal economies, health is a commodity that individuals are expected to invest
in by utilizing self-care and self-improvement strategies.20 In this context, the ongoing use of
government-funded support is interpreted as a moral failing, and the consequent loss of

14
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autonomy is often experienced as a challenge to self-concept and identity.21 Managing the
visibility of illness is also a part of chronic disease experience as individuals work to make
markers of illness visible in order to access resources, and in other contexts work to conceal
illness in order to avoid stigma and discrimination.22
HOLISTIC HEALTHWORK
All of these features or aspects of living with chronic illness emerged when research
participants talked about living long term with HIV. Throughout this report you will find accounts
of fluctuating periods of health and illness, uncertainty related to disease progression, and
experiences of stigma. Because we asked focus group participants to talk about the different
programs and services they’ve used, we also heard a lot about the ways in which they manage
or take care of their health. Sometimes referred to as self-care or self-management, we prefer
to use the concept of healthwork to refer to these activities, borrowing from Mykhalovskiy and
McCoy who describe the term as referring to “the active, purposeful work that people living
with HIV do to look after their health”.23 In the community-based research project, Making Care
Visible, the concept of healthwork was used as a methodological tool to understand how
people living with HIV make decisions related to HIV medications. They found the term useful
as it enabled them to consider “the wide range of practices that people engage in around their
health, without defining in advance what the work might or should involve”.24 Similarly, in
talking about their use of programs and services and connection to community-based
organizations, research participants in our study identified various activities as part of the work
of taking care of one’s self and community:
Well, I mean, I access my doctor every three months. I access the laboratories
that do my blood work every three months, one more if necessary. I access the
pharmacy in order to get my meds. I access [ASO] for food, for haircuts, for
financial assistance. I access [ASO] for counseling, support groups. I volunteer at
both those organizations. (Male5, FG3)
Whenever I hear of [a research project] I try to do it because I feel that I don’t
have a job, I’m not doing anything else, I may as well contribute something to the
data or at least to make something out of my experience that they can use for
future use. (Male2, FG3)
Focus group participants described a broad range of activities, programs, and services that
they engage in or access, including counselling, support groups, food programs, social
21
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programs, income supports, case management, massage, respite care, and volunteering.
Because our recruitment strategy relied on the networks and connections related to ASOs, the
people who participated in our focus groups were likely overly representative of individuals
who are significantly engaged in HIV-related programs and services (not all people living with
HIV access ASOs, and may draw from other resources to support their healthwork). The
individuals who participated in our focus groups describe relatively constant and significant
engagement with healthcare systems, institutions, and professionals. While this healthwork
may enable long periods where their HIV feels managed or contained, our focus group
participants emphasized that regardless of the state of their physical health, they still needed
to commit considerable time and energy to healthwork. Engaging in healthwork also provided
participants some sense of control over the uncertainly related to fluctuations in health and
wellness. This presented a challenge, as many participants needed to access external or
government funded resources to maintain their health, yet sometimes found they were denied
these resources precisely because their efforts were proving successful:
But you’re also penalized, I mean, I’ve lived this long, I’ve worked really damn
hard to be healthy, to take care so that I don’t have to go to the dentist, so that I
don’t have … not that I don’t when that happens, I have to. But the issue is that
I’m working really hard, and then they’re going to cut my special allowance for
food off the menu kind of routine because you’re too healthy. (Male1, FG3)
Research participants described the healthwork necessary to manage HIV over the long term
as requiring a holistic approach to health and illness, because these are states of being
shaped by multiple and interacting factors. This is not an uncommon understanding of health
and illness, as concepts/theoretical approaches including the social determinants of health25,
syndemics,26 and intersectionality27 seek to understand illness within the social, economic,
cultural, political, and geographic contexts of lived experience. Research participants talked
about the ways in which poverty, metal health issues, co-morbidities, discrimination, and social
isolation amplify the experience of illness. One key informant explained, “when one piece goes
often another piece goes, often another piece goes. And oftentimes we can see just a decompensation in a person’s depression can lead to poor sleeping habits, poor diet and
eventually the meds go, right, that sort of investment in yourself”(KI-4). Healthwork therefore,
required attending to these multiple dimensions or areas of life, which, depending on one’s
resources, could be difficult. As one focus group participant put it, “HIV is not my problem, it's
everything else.” (Female2, FG3)

25
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ACCUMULATED IMPACTS
In addition to the interconnection or interaction of multiple factors on health and well-being,
participants described the experience of living with HIV as having an accumulated impact over
time. Episodes of illness were described as having a cumulative effect on one’s physical,
mental, and financial health, as well as social networks. Key informants explained that
individuals did not always return to their previous state of health following an episode of acute
illness, and that managing these episodes required one to draw on financial and social
supports, which could strain or even exhaust these resources.
In addition to episodes of acute illness, the ongoing healthwork that individuals engage in to
manage their health was also described as having an accumulated impact over time. For
instance, the impact of accessing disability-related income supports was described as
producing financial insecurity and over time, could led to challenges related to self-esteem and
social engagement:
Male1: … another problem with those groups is financial issues. There is a lot of
assumptions on their part sometimes that you have the finances to be able to go
to a restaurant. Do you know how much it costs to go to a restaurant just for
dinner? Or if you want… there’s certain fees involved. So, I mean, there’s
restrictions there in that regard, I mean, that’s great, you can join these groups
and I understand that. But if you’re not financially prepared or have the funds to
be able to keep up with the rest of these people- you know, and sometimes
having been so long poor, and not having a lot of money, you’re up against
people who do … they talk about their latest trip to the Caribbean or, you know,
it’s just- I can’t relate.
Interviewer: You feel left out?
Male1: Well you do and you become more isolated and then you go home and
you stay home because you don’t want to go back again. (FG3)
Research participants also drew attention to more positive impacts that accumulate over time,
particularly in relation to patient/service user knowledge and expertise, relationship building,
and community development. For instance, research participants described the connections
that develop among people living with HIV over time as a significant outcome of long-term
engagement with HIV-related services:
First of all I think they’re a bit of a brethren. That’s funny but, at least around here,
they often know of one another. They’ve had long contact with one another in the
community. And they’re ... they track one another in terms of how folks are doing.
And they often recall times when they weren’t unwell. (KI-12)
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Relationship building was also identified by focus group participants and key informants as an
important consideration related to service engagement over the long term. As one focus group
participant explained, “because I see this person on a weekly basis, that’s enormously helpful
for me … when I think of my future and all the uncertainties, it suddenly seems very important
to me because there’s a continuous consistency there.” (Male1, FG2) This was important in
terms of the relationship between service user and service provider or organization, where the
personal connection developed over time could impact service use and outcome:
Because you see a client from giving birth, I mean, none of us have been here
eighteen years, but you see people pretty long term and then to stop a service is
hard. But for positive kids they can go onto other services, but that is not an easy
transition to make … those kids are seen from birth. The people in that clinic have
seen them from birth to eighteen. That’s a really hard transition for them to make.
(KI-8)
And similar to accounts of living with other chronic illnesses, research participants also
discussed how people living with HIV develop knowledge and expertise related to their illness
and the services available to them:
I think clearly one of the things that we do see well, long-term survivors are also –
many have incredible assets and skills and strengths in terms of the ability,
because they’ve been HIV-positive for so long that they’ve seen all of the multiple
layers of the evolutions of this disease and the different interventions and
treatments and all that, so some of them are better educated than some of their
doctors. (KI-4)
Examples of the accumulated impact of living with HIV can be found throughout this
report as research participants consistently drew attention to the importance of
understanding and addressing accumulated impacts in terms of both the content and
delivery of care and support services.
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DEFINING AND UNDERSTANDING THE TERM LONG-TERM

SURVIVOR
The term long-term survivor emerged early in the HIV epidemic to refer to individuals who were
living beyond clinical expectations. This term is sometimes used inter-changeably with the term
“long-term non-progressor”, referring specifically to individuals who maintained a relatively high
CD4 count in the absence of anti-retroviral therapy.28 The term has evolved and was not
universally applied or understood by our research participants. In order to contextualize the
voices and experiences of individual participants in this study, and increase our understanding
of current definitions and use of the term long-term survivor, we explored the meaning of the
term directly. In the focus groups, participants who identified as living long term with HIV were
asked to describe how they understood the concept of long-term survivor and whether or not
they identified as long-term survivors. Key informants (service providers and administrators)
were asked how they would define the term and whether or not they used it in their work.
Individuals who were diagnosed at the start of the HIV epidemic, before the advent of HAART,
were the only individuals included in all descriptions of long-term survivors (regardless of
medication history). For some of our research participants, these were the only individuals for
whom this term applied. This group was referred to by one participant as “the pioneers” who
continue to be “the thin edge of a wedge that tills the soil that hasn’t been tilled yet”. (KI-5)
Individuals diagnosed pre-HAART were felt to be united by a collective community experience.
Participants identified shared experiences of stigma, trauma and loss as common to
individuals in this group. These experiences, even if they occurred decades ago, were felt to
strongly influence their current experiences and ways in which they seek support. Our
research participants identified receiving a diagnosis with a very short life expectancy as a
universal and defining experience for individuals who were diagnosed pre-HAART. For
example, one participant explained how his diagnosis immediately affected his family: “I was
told six months and I had four children and they took away the kids and everything and that
was 30 years ago. And nothing happened in six months.” (Male3, FG1) One service provider
reflected on how this diagnosis experience also relates to early activism, and still influences
the needs and experiences of the cohort today:
... for a lot of people being told, you know, having the sense that they are not
going to live very long and all of the stories of the 80s and look at the ways people
were diagnosed, the kind of horrific bigotry and contempt that they encountered in
the medical system, the lack of support on many, many levels. Potential positives
28
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around community development and activism, anger and the way that mobilizes
people and the way it also plays out defences, so for some people they are reexploring what drove them for so many years, you know, kind of finding new ways
of being. So, loss of work, loss of health, loss of friends, stigma, development of
new identities around that, trying to cope with that, the way stigma can reignite
developmental issues related to shame. (KI-7)
Participants felt that the experience and impact of diagnosis is quite different today. As one key
informant said:
I think with recently diagnosed people, they don’t carry the weight or they don’t
have the history of a lot of the brutality I think that people living with HIV over a
longer period have seen. They’re almost invariably more hopeful, knowing that
treatments are available, know that some of the long-term side effects may be
able to be avoided. They may have very minimal disruptions in their
work. They’re often employed people. So there’s a vast difference between longterm survivors and newly diagnosed I would say, yeah. (KI-3)
This account of what it might be like to be newly diagnosed in the present day can be
contrasted to the experience of individuals in the focus groups. One focus group participant
explained his experience of diagnosis:
Back in the 80s there wasn’t even a test to even discover that you were HIV
positive because for me it’s going on to 26 years and I went through no testing, no
- then testing, then false testing, then the health board coming down on you, then
it being declared that you’ve got two to three years to live, get your affairs in order
and then through the procedure of experimental drugs...
He talked about his medical struggles but then how this experience has influenced how he
lives much more broadly:
Trying to now... having to deal with trying to validate your life or your existence is
the hardest thing for me right now. (Male3, FG3)
Discussion of the early epidemic often involved reference to the political and social norms at
the time. “Because the investment in the cause was different then, it was because everyone
was dying and we all had to get together and look after everybody that was dying and it
galvanised all of us. I don’t know anybody my age that didn’t sit on a care team.”(KI-4). One
key informant referred to HIV as not just a disease but a “politic” (KI-3). For those diagnosed
before HAART, participants frequently expressed the interconnectedness of the medical
diagnosis of HIV and the socio-political experience of living through that period of time. Both
focus group participants and key informants emphasized the importance of respecting these
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experiences and activities of long-term survivors “looking to the future, I mean, I would hope
that that would be respected for the huge impact it has on people’s lives.” (KI-14)
Although the experiences of this pioneering cohort are unique, there may be important
similarities to the experiences of individuals diagnosed with HIV after the introduction of
HAART. This may be more apparent in circumstances where individuals are coming from
countries, for example, where HIV medications are not readily available or where trauma and
loss related to socio-political conflict are common. This cohort of pioneers offers important
opportunities for understanding medical, psychiatric and psychosocial issues related to living
with HIV, and the associated medications and complications. Insight on these issues could
inform not only the care of the cohort members themselves but also the current and future care
and support of all others living with HIV.
Although those diagnosed pre-HAART were included in all participants’ definitions of long-term
survivor, there was no consensus across individuals or groups on the value or definition of the
term. Individuals themselves changed their opinions and understanding of the term through
the process of discussion and reflection.
Some focus group participants immediately identified with the term and acknowledged it as
something they were proud of, viewing it positively. Others seemed somewhat indifferent about
the term (“I never thought about it until now. I’m just thinking, you know” [Male2, FG2]). Some
tentatively agreed that they were a ‘long-term survivor’ but felt it was not something they
owned or was a part of their identity. One focus group participant responded to the question of
whether the term was meaningful to them by saying “I just don’t know what else to call it”
(Male7, FG1) another said “It’s okay, but I don’t use it personally” (Male1, FG2).
Although not a common view, a few focus group participants explicitly resisted the term
because either they did not want to use a disease specific identifier (“why do I have to name
myself after a disease, it’s just an illness” [Female2, FG1]) or they did not agree with some
implications of the word “survivor” (“I have a problem with the word ‘survivor’ because I don’t
feel like a victim” [Female2, FG2]).
In addition to the issues raised by those living with HIV, there were additional concerns from
service providers and administrators. Although key informants might have a definition of this
term they did not feel that this was consistent with how individuals living with HIV might
identify.
... I have a definition in my mind, I’m not sure they have the same definition, so if
they do say, ‘I’m a long-term survivor’, I say, and ‘when were you diagnosed?’
and ‘when did you go on medication?’. So I can fill in the blanks in my own head.
And I try not to... I would never say to somebody, ‘well then you’re not, strictly
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speaking, a long-term survivor’. I just leave it at that and I just need to understand
what the situation really is. (KI-13)
There were no external criteria that could be set or that were felt to be appropriate for using the
term long-term survivor, unless the individual also chose to identify with the term. Definitions
proposed and discussed varied from living five years with HIV to including individuals who had
“survived” the start of the epidemic and the community experience, regardless of their HIV
status. The question was also posed as to whether a youth who had been living with HIV their
entire life but did not know their status should be considered a long-term survivor. A few key
informants described the term as having always been fluid, changing meaning as the
experience of living with HIV changed.
So even the term long-term survivor I see shifting over time because the long
term won’t mean anything anymore … because long term is like 20 years, five
years, ten years, are we going to have debates about this? (KI-5)
However, the lack of clarity in defining the term was not felt to preclude the utility and
importance of the identity. As one key informant explained, “...there is a certain segment of the
[people living with HIV] population that clearly identifies that way and owns that as an identity,
and I think that identity is incredibly important in terms of the multiple layers of what that means
for people...” (KI-4).
The identity of long-term survivor was felt to be important for some individuals to allow
individuals with potentially similar experiences to come together. “So, if you don’t have a name
for something then people don’t even know how to find you.” (KI-5). One focus group
participant described how he uses the term to help educate others:
I personally do use the term long-term survivor when referencing myself. Usually
I’ll say “I’m living with HIV” as opposed to “dying of AIDS” or something like that,
in a positive context. But I’ll use the term sometimes in conversation as “longterm survivor”’ because I find it an easier reference point for some of the people
that I’m talking to, for them to get their head around what I’m trying to say... and if
I can show somebody that I’m living with it 24 years and if they’ve just been newly
diagnosed, then that doesn’t necessarily hopefully mean that it’s, as it once was
regarded, a death sentence or the negativity they’re experiencing about their own
future prognosis. They realize that it has to be put in context. (Male3, FG2)
There was a clear sense that long-term survivors, however they were defined, were a discrete
group from those who were newly diagnosed. This distinction usually came up in the context of
services and their target audiences. A dichotomy often emerged from services designed for
“younger, newer people” (Male3, FG3) versus others who were identified in one focus group as
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“the bulk of PHAs who have been living with it for say three, four, five years or more”
(Female2, FG1) or “people that’s 20, 25 years diagnosed” (Male2, FG3).
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LIVING WITH HIV OVER THE LONG TERM – PRIORITY ISSUES
We asked focus group participants and key informants to talk about the needs, priorities, and
challenges that people living long term with HIV may experience. Participants described a
broad range of issues which we have grouped in terms of three key themes: growing older,
income and practical supports, and social and community engagement.

Growing Older with HIV
All research participants identified aging with HIV as an emerging and pressing issue that
requires immediate attention. Although the length of time a person had lived with HIV was
described as having accumulated impacts that were distinct from their age, research
participants also stressed the ways in which growing older could accelerate or increase
accumulated impacts. While they acknowledged that aging was a normal and universal
experience, they were concerned that for people living with HIV, physical decline could occur
earlier, and would be complicated by a lack of adequate infrastructure and resources. In the
context of aging, the accumulated impact and amplification of illness related to living long term
with HIV were described as real challenges for maintaining health and wellbeing:
I think there’s anxiety around sort of long-term care, if you will. So, living with HIV
for 20 years I’m now getting to an age where I’m starting to experience agerelated problems as well. My medication and my HIV status is exacerbating some
of those problems. Like how will my needs be met as this … because it’s only
going to get worse, not better as I get older. (KI-10.2)
Key informants and focus group participants used terms like “premature aging”, “rapid aging”
or “accelerated aging” to describe a concern they saw as applying to people living with HIV,
and more challenging for older adults who had been HIV-positive for many years. Accelerated
aging was explained as the appearance of various health issues associated with older age, but
developing 10 to 20 years earlier in people living with HIV. These health challenges were
described as occurring rapidly and in succession:
Now that’s the spectrum with which we deal with. But you know, “oh my god I’ve
got osteomyelitis in my knee - oh I have to have my knee removed” … “They’re
going to fuse my leg”, okay. So that gets done and you think you’re doing okay
and “oh my god, I’ve got an abscess in my foot now and...” And for many of them,
as hard as they try to overcome, it seems like they often are just facing a new
illness and with greater frequency as they age. (KI-12)
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Health complications were sometimes attributed to long-term exposure to HIV medication
and/or a long-term exposure to HIV, and participants were often unclear if these age-related
issues could be treated or cured. Key informants described doubt as to whether they had
acquired enough knowledge to quickly respond to these health problems. Uncertainty related
to HIV and aging was expressed as a challenge for service providers as well as people living
with HIV. Key informants in particular expressed frustration for being unable to anticipate the
health-related needs of their services users:
I am thinking about what’s next and I can’t anticipate it because the folks I’m
hanging out with, I’m kind of behind them. And as they live their experiences I’m
going, “Oh, my God, we do need to be thinking about dementia, we do need to be
thinking about physical abilities, we do need to be thinking about…” I can’t even
imagine social connections for people. And I hadn’t anticipated thinking of those
things. So I’m always half a step behind, going “are our current [programs]
actually relevant?” And I have to listen really hard to what the issues are that
these folks are bringing forward and respond well. (KI-5)
Key informants and focus group participants spoke specifically about cognitive health issues
related to aging, with several focus group participants indicating that they had begun to
experience health challenges in this area. Participants wondered how inevitable cognitive
decline would be for them, and how cognitive impairments would impact their ability to care for
themselves and manage their health. They also expressed concerns about the dearth of
services related to cognitive health, and wanting to access supports to help prevent, treat, or
live with cognitive health issues:
I guess a big issue for me is that I did testing for cognitive, but I was disappointed.
After I got the report it said you have some issues, but they don't tell you where to
go to get help with that issue. And my doctor got the report, he just looked at it,
he didn't say “we can send you there”. So I was very … because cognitive issues
are exploding in the community, it's a big issue. But I was never told where to go.
So I always have to, which I'm doing now, I'm going to try to find a place that can
say, well, “here's what we got on paper, and here's how you can deal with it, you
can improve your brain”. But I was very disappointed, you get tested but you're
not told, if you get results, where to go to get help … I was like, I've got three
reports saying that I can't live independently, I need help. Finance has to be taken
care of, you know, I have to be assisted. And they left me there. I got a nice
printout, but where do you go? And every time we called somewhere, “no we can’t
help you”, “no we can’t help you”. (Male6, FG1)
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Similarly, many key informants expressed concerns related to the impact that cognitive
impairments would have on one’s capacity to manage their healthcare needs. As one key
informant explained: “…about 30% of our clients have a significant cognitive impairment. To
the point where they, you know, can’t live on their own, require a substitute decision maker. Or
lack the capacity to engage in caring for themselves.” (KI-12)
Research participants also shared concerns related to social isolation for people as they age
with HIV, both in terms of the negative impact of isolation on people’s mental health, and the
challenge of managing one’s health and well-being independently as needs increase. Many
described declines in the informal supports they could draw from, a decline that may have
begun in the early 80s as people lost friends and family to the epidemic and the stigma that
surrounded HIV/AIDS.
As you get older, especially coming through the AIDS era, a lot of the peer groups
that I probably would’ve grown up with or still have around, etc, have died.
They’re not there. I have one person left that I know from that era. So and
through, you know, other issues, medical issues and so on and so forth, you have
a tendency of not involving yourself socially as much as you used to. But as you
get older it gets harder … Right. I have, you know, difficulties in regards to dealing
with somebody who’s younger sometimes because I can’t talk to them about
something that I felt good about, you know, years ago, or had a good time years
ago, or I can’t, you know, in that regard. Maybe it’s just my lack of social skills. But
it’s like sometimes it’s kind of difficult. (Male1, FG3)
With increased health needs and fewer informal supports to draw from, most of our research
participants talked about concerns related to the institutional care and support services that
older people living with HIV will be able to access. Although research participants described
living long term with HIV as leading to skills in terms of navigating health and social services –
as one focus group participant put it, “all of us can advocate for ourselves and coordinate
ourselves out of a paper bag” (Female2, FG1) - many suggested that the complex care issues
that emerge as one grows older could lead to more challenging experiences related to
navigating and finding services. And while ASOs were often described as a useful and easy
starting point to access HIV-related services, they were not described as being well connected
to aging-related services:
I think one of the things that I am noticing is that some of those … the complex
care issues that seem to be occurring … seem to have created circumstances
where they are less able to do that navigation piece. Our systems have become
more complicated too, right, and our systems are changing, you know, the LHIN
[Local Health Integration Networks] and how our health systems are intersecting
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with the social service systems and the housing systems, they’re shifting and
changing and so that skills set, right, also. And so it speaks to that whole
navigation piece. (KI-4)
Both service users and service providers described a steep learning curve as they began to
navigate long-term care and gerontological services. Some key informants discussed agerelated access barriers, “inherently that’s one of the very big challenges we face, is they have
a body that presents with those physical needs, and they need access to those kinds of
services, but they’re not old enough to get those kinds of services, which are often agespecific” (KI-12). A second key informant went on to explain that disclosing the individual’s HIV
status was often the only way to ensure access to needed services:
If I don’t say, you know, “HIV positive with family history of osteoporosis”, or
somehow make it clear that … even like, most of the criteria for that particular tests
are … mostly it’s in women, not in men, who get that test and mostly it’s women of a
certain age, so you know, when they get a requisition for a young man and you
don’t specify this person has, you know… you could say a long-standing chronic
medical disease, but even if you said long-standing chronic medical disease, they’d
e-mail you back or call you back and say, what? What disease? Right, like … I
don’t, you know, MS [multiple sclerosis], that won’t cut it for you, right? So yeah, you
do have to disclose the status. (KI-13)
However, stigma related to HIV and sexual orientation was a huge concern for research
participants when discussing services for older adults, many sharing stories of people living
with HIV who received subpar care, or were denied care entirely, by long-term care facilities.
Research participants feared that long-term care facilities do not have the capacity to support
people living with HIV, and several key informants had begun to work with various long-term
care facilities with the aim of improving the kind of support people living with HIV could receive
from these institutions. Several of our key informants expressed concern that older long-term
survivors would again experience discrimination and trauma when accessing geriatric or longterm care facilities:
So what happens is a schism is created where the HIV, again, becomes a politic
so many years later because on the forefront of appropriate resources for people
who are older, again, it’s not available much the same way it was in the 80s in
health care, not available for people … so the same sort of thing is happening
just, you know, 30, 35 years later for the people who are still [pause] had to fight
the first fight are now continuing to fight another fight. (KI-14)
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Income and Practical Supports
Research participants identified needs related to income and practical supports as an ongoing
and significant concern for many people living with HIV. When these needs were unaddressed
or poorly addressed for long periods of time, the consequences accumulated and extended
into all aspects of a person’s life. Research participants consistently identified income,
housing, and food as priorities for people living long term with HIV. Disability-related income
supports were described as inadequate, although some research participants distinguished
between private long-term disability supports and the government disability supports, the
former providing greater financial stability and health coverage. However, once individuals
reach 65, they can no longer access private or government income support programs, and
must rely on the Canada Pension Plan (CPP), Old Age Security (AOS) and any savings or
private pension plans they invested in. Research participants described this as a challenge,
particularly for those diagnosed before the advent of HAART. Many stopped working when
they were first diagnosed and have been accessing income supports for much of their adult
life. Because it is often difficult to save money when living on a fixed income, they feared
entering older age with great financial insecurity:
Well the problem is that when you live longer you’re starting to chew into your
savings. You’re looking in your mind short term five years, ten years. Well, if
you’re living 15, 20, whatever years after that, all of a sudden you look at your
savings account, it’s not there. So what do I do? I’m forced into a whole other
realm of need, okay. So the Government doesn’t give a shit about that, they want
you to save, save, save. But if you live longer and you’re not working how the hell
can you save, you know, where the hell is the savings? You’ve lived off of that to
survive. (Male2, FG3)
Focus group participants, most of whom were accessing disability supports, described
consistent challenges meeting their needs related to housing, food, and health-related
expenses that are not covered by provincial health insurance (dental care, psychologists,
mobility supports, homecare). Some challenges were related to bureaucratic mistakes that left
individuals without income support or drug coverage. Other challenges related to being
ineligible for many support services because they were too healthy or made too much money.
I just went with my friend to the, like, you mentioned the [food bank]. And I went
with my friend to help him carry groceries back. And I showed them [my] ODSP
[Ontario Disability Support Program] thing and he said, “well, you can only come
once a month and you can only get so much because you make too much”. How
can anybody on ODSP make too much? (Male4, FG1)
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The issue of housekeeping or housecleaning came up in two of our focus groups. Several
participants explained that they were physically unable to regularly and properly clean their
home. They framed housecleaning as an important support to maintaining comfort and dignity
– however they were unable to find a subsidized service they could afford. One older
participant explained,
I’ve tried, to get some sort of a subsidized housecleaning. Somebody comes in
and helps, because there’s certain tasks I can no longer do. I can’t scrub the floor;
I cannot scrub the sinks or the basins or the rest of it or the bathtub, okay. I
physically cannot do it. I break into a cold sweat, you know, it’s exhausting. So I’m
saying, is there a housekeeping facility that I can go to and access. And they say,
“oh yeah, oh yeah, at $20 to $28 an hour.” Well, for Christ sake, if I had that kind
of money I wouldn’t be bothering you to say “Is there…” you know, I’d just go hire
someone. I know it’s going to get worse because my health is not always going to
be as good as it is today. And who the hell is going to do all this housekeeping if I
want to maintain a roof over my head? I don’t want to live in a pigsty. (Male2,
FG3)
Focus group participants did describe practical support services designed for people living with
HIV as much more accessible. For example, this focus group participant described accessing
a food bank at an ASO, “I know I can rely on them when I don’t have money … I can see that
there is in our community, they know what we need. Yes and we go there, they don’t ask me
for how much income you have, because whatever income you can get, it’s easy to spend the
money.” (Female1, FG2)
Participants also described serious limitations in terms of the income and practical supports
available. One focus group participant explained “With the money you can't live like a normal
person anyway. You can never go on vacation, you can never have a Christmas”; she later
added, in relation to subsidized housing, “I didn't like it at all because you have a room, you
can't have pets, you can't have your friends over really and you just can't have a life, right.
Can't have a life at all.” (Female2, FG1). Many focus group participants also described the
experience of accessing and being dependent of practical supports demoralizing, “it's just like,
now I'm in the [supportive housing] situation, again, and I hate it. I feel like I'm three years
old.” (Female1, FG1)
All of our research participants described these challenges as having a negative impact on
their health and overall well-being. Challenges related to accessing supports were linked to
stress and anxiety “trying to get coverage, it can be a bit weird. It can be taxing, it can be
stressful” (Male4, FG3). And living within the means of available supports was described as
isolating and as possibly leading to depression and other mental health issues. Both focus
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group participants and key informants identified employment supports and rehabilitation as
priorities for the HIV-sector to meet the needs of people who have lived long term with HIV.
Research participants often connected employment as an avenue to regain dignity, validation,
autonomy, and break isolation.
I think for a lot of people, especially if we’re looking at guys who could of course
be as young as in their 30s, sometimes in their 40s and 50s, is that they’ve been
on disability for a long period of time. And it’s a huge, huge question for people
about whether or not they can go back to work. They may have been on ODSP
[Ontario Disability Support Program] for extended periods of time, finding
themselves bored or anxious or motivated to look for work … I think is a really
critical part of what long-term survivors are looking for because they’ve survived
beyond what they had anticipated and that’s a huge element of course that we’re
looking at here. So it applies to rehabilitation and enabling people and facilitating
people going back into the work force. (KI-3)
Research participants described challenges in re-entering the workforce after a long gap, and
were thankful for programs that enabled them to learn necessary skills (“I am very computer
illiterate”) or return to school. However, not all focus group participants knew about the
existence of these supports and there was a sense that employment-related programming and
rehabilitation should be better promoted. At the same time, many research participants shared
concerns about potential employment experiences. People may be able to return to work, but
the employment opportunities available to them may not be ideal. As one key informant
explained, “And so a big challenge for us is how do you work with the client to successfully get
them to return to work and also be able to get some satisfaction of what they do and be able to
retain employment.” (KI-10.3) Focus group participants were particularly concerned about
being able to engage in the healthwork they needed to, while employed. They worried about
having to disclose their HIV status in order to obtain accommodations from their employers,
and having to work in an environment where they experienced stigma related to HIV and
requiring workplace accommodations:
It’s good the school that I go to, there is accommodations, all open, the disability
program. But after that program I would like to have an employment where people
understand my situation. I’m doing this for the placement now, but people are
wondering if what they say is true. Today I had two appointments and I had a
meeting at work, but arriving today at 12:00, the person [I] had the meeting [with]
… was saying it was like it was my mistake. But I called that I had two
appointments in the morning, so they don’t know. At school, I’ve been there for
two years, the Faculty Coordinator is aware of everything. Exposing myself in
placement, it can be something else, so I’m really frustrated there. And I’m
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thinking about problems of employment; so I want to have employment where
they understand. (Female3, FG2)

Social and Community Engagement
Our research participants identified isolation as an issue that many people who have lived long
term with HIV struggle with. Research participants attributed isolation to a number of causes
including: side effects of medications, lipodystrophy, poverty, multiple losses, stigma, mental
health issues, and mobility issues. They also frequently discussed the broad impacts of
isolation, including ongoing dependence on income supports, depression, decreased social
skills, boredom, and increased or deepening isolation. Programming that enables or increases
social engagement was favoured by both focus group participants and key informants. This
included employment programs, support groups, and social programs and drop-ins. In this
respect, ASOs were often positioned as an important companion or support in the healthwork
of people living long term with HIV:
What I was going to say with regard to support services, for me it hasn’t always
just been what the agencies are designed to give you in the way of counselling or
the essentials, market, the food bank or the meals program or whatever you will.
For me over the years what it’s become is it has given me structure to my week
and it has given me a reason to live and bring myself out of my depression.
Because again, coming downtown, like no family and friends either chuck me onto
the garbage heap or didn’t want to know me anymore; I hadn’t worked in a
number of years, so when I came downtown it was a chance to reacquaint with
who I want to be, who I am. (Male3, FG2)
Several research participants discussed volunteering as a way to keep busy, be social, and
engage in community issues. However, one key informant raised a concern related to
volunteer work when people are living on limited income support:
A lot of them, you know, get caught up in all these activities and volunteer work,
but at the end of the day, a lot of them … a lot of our clients feel that they’re not
doing anything for themselves. It’s like a kind of burn-out; they give, give, give,
they want something back too … In terms of something for their own life, for their
own future, because they’re on a very limited income. (KI-2)
Both focus group participants and key informants talked about the value of social programming
that allows them to have fun, socialize and “just get your mind off things” (Male3, FG3). This
included outings and trips to a play, amusement park, or zoo – activities that were not focused
on HIV, but where “you would physically go somewhere with a group that were all in the same
boat so no one was judging anyone. And we’d have for a couple of hours a good time,
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socialize and the rest of it”. (Male3, FG3) Some key informants also recommended drop-in
style programming with some facilitated activities, like cooking or art therapy. One key
informant explained:
A lot of people need contained environments. Like being alone at home isn’t doing
it but they have a hard time tolerating a group or learning a task. But to have a
situation where they are with other people and they are doing things that help
them, that might be helpful … a place where people can go and they are doing
something and there is food shared and it is very meaningful and there is not this
weird construct of mental health being placed on top of it. (KI-7)
Support groups were often described as important and impactful programs, “those support
groups, you know, they push you higher and higher and you get yourself established from one
point to another” (Male7, FG3). In particular, the peer element of these groups was highlighted
by key informants as an essential feature of the HIV-sector:
I think that the support that people can get from other long-term survivors is we
can’t [pause] it’s so hard to estimate the value of that because what happens
when people come back to me and their inner group that’s connected and is going
well, no amount of what I could say or do could replicate or contribute to what
they get from being with other people in a well facilitated group. So I think we
need more of those groups. (KI-3)
In addition to particular programs and services, some of our research participants suggested
ASOs look beyond programmatic or institutional responses related to isolation. Instead they
argued that ASOs could also play a role in broader community development efforts by
prioritizing relationship building and community mobilization that was not attached to a
particular program, service, or need:
I think we need different questions, and it’s not about “what are your needs
here?”, it’s about “who are you?” and “what are your big questions?” and can we
help each other with these big questions ... “need” is too small. Identity questions
are right because then they’re about belonging and relationship to - ASOs are one
part of it … like, we’re a means to an end, right; we help people find each other.
We help people sit together and ask good questions and think long thoughts and
that’s actually helpful for them, and they don’t just see themselves as having
needs that an agency is supposed to fill. It creates a different relationship as
participants in [their] own experience. (KI-5)
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ACCESSING CARE AND SUPPORT SERVICES OVER THE LONG
TERM
You see when they designed the programs they didn’t think people were going to
live that long anyway. So how can you build up a program where you don’t even
think it will be needed? (Male3, FG3)
Throughout our focus groups and interviews, research participants described ASOs as an
important and/or potential source of support for people living long term with HIV. Support with
the ongoing healthwork that is often part of the chronic illness experience, as well as support
during episodes of illness and periods of transition. However, as the quote above indicates,
many of our focus group participants felt that the programs and services available at most
ASOs weren’t designed for people who have lived long term with HIV. Our research
participants offered insights and recommendations in this regard. Many of their suggestions
were related to the content of programs and services, wanting to see more programming
related to aging, social and peer engagement, as well as income supports and employment.
Research participants also shared concerns that the current system of health and social
supports could not support people’s ongoing efforts to maintain a state of health and wellness
when living with a chronic illness like HIV. This emerged consistently when focus group
participants described challenges related to accessing income and other practical supports. It
also emerged when key informants described the range of services necessary to prevent and
recover from episodes of acute illness. One key informant reflected on her own experience to
illustrate her concern:
So I use the example, I had my knee replaced last year. So I got 12 sessions
of physio, secondary to having my knee replaced, right? I had to get myself
to the hospital. I had to get myself to the physio clinic. And get myself back
home again every day. For 12 sessions. Which I ended up doing every other
day because it was just a nightmare … and I’m well-resourced. I have a car,
I have a family, I have money, I can actually pay. But can you imagine if you
didn’t? So these guys don’t have the money or the access to services. I
think people don’t see everything that surrounds medical care, like housing
and food and issues like that as part of their health. (KI-12)
Research participants also had a lot to say about how services were delivered. In many ways,
service delivery emerged in our interviews and discussions as more significant than the
content of any particular program. Both key informants and focus group participants described
the importance of services that were flexible or individualized. Key informants who work one-
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on-one with people living with HIV described tailoring their style or approach to their clients.
Most key informants highlighted the current range of services available as important, even
highlighting how participation in other programs positively impacts the outcome of their own
work with clients. One key informant explained that a range of services was important because
“it is not one size fits all” after expressing concerns related to the consequences of providing
too little or too much support, “If you give too much to someone they get deskilled. So some
people need to be out in a place where they are cooking or they are shopping or they lose
those skills. You are doing them a disservice if you are supplying all of that”. (KI-7)
Participants highlighted the importance of care that considered the whole person. As one key
informant explained, “I think it is our job to actually take into consideration their whole lives
even if I can’t respond to their whole lives.” (KI-5) Many focus group participants described this
in terms of being defined by their illness:
Don’t look at me and say “Oh, you are living with HIV and everybody else
having AIDS, all of those needs are the same.” No, each one of us inside
here has different needs and different criteria … So look at each individual
differently. So that is one of the first things that the organizations need to do,
but “Oh, that doesn’t fit this HIV patient.” We are not an HIV patient. (Male4,
FG2)
Focus group participants also described challenges when they felt patronized by service
providers who provided support they didn’t need. While some participants indicated they were
happy to have service providers advocate on their behalf, others found this demeaning or
unnecessary, as this participant explains, “they wanted me to set time to fill out a [Canadian
Pension Program] form. I'm like, ‘I have a degree, what's wrong with you? You think I can't
read?’ I was horrified.” (Female2, FG1) What we heard throughout most of our focus groups
and interviews was the value of service providers who ask questions and listen to what their
clients tell them:
I think one of the areas that concerned me is that if people have been
positive for so long, assumptions are made that everything is fine. Oh yes,
they’re taking their medications. Yes, they seem to be happy and so on. So
that I think there’s a risk of assuming that people are fine until there’s a kind
of crisis thing that happens that they end up coming to me for … just
checking in with long-term survivors about, “hey it’s been a long time that
you’ve been on disability and you’ve been really feeling well. How’s that
going?” Without pressuring people, but asking questions so that people feel
they can be brought up or, “it’s been a long time since you’ve been in a
relationship, are you okay with that or are you feeling like you’re looking for
other possibilities or where are you at?” Because I think people can be, in a
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medical setting particularly like this, if the numbers look good, they’re
adherent, they seem to be fine, then they’re rushed in and out, and that
concerns me. (KI-3)
In general, understanding the key features of living long term with HIV – holistic healthwork
and accumulated impacts – determined participants’ experiences in accessing or providing
services. Systems and programs that could support the healthwork necessary to manage HIV
over time, and respond to the accumulated impacts of living with this disease (in terms of both
positive and negative effects) were described as useful by our research participants.
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HIV OVER THE LONG TERM: CONSIDERATIONS AND
RECOMMENDATIONS
Our recommendations are grounded in the voices of those living with HIV over the long term
and the service providers who support them. Understanding HIV over the long term requires
that we consider the durational aspects of living with the disease, the historical context that
shapes individuals’ experiences with HIV, and the ways in which illness experience changes
both over time and across the lifespan. By focusing on the HIV over time, our research
participants described HIV with all of the features common to chronic illness experience. In
particular, ongoing holistic healthwork and the accumulation of impacts emerged as
fundamental aspects of living with HIV over the long term. By understanding HIV as a chronic
illness, we may better acknowledge and respond to the burden of care associated with HIV
and the way in which its effects accumulate over time. The recommendations emerging from
this study are focused on this understanding of HIV. We offer 7 recommendation grouped
under 3 categories: programs, services, and systems; research; and policy.
PROGRAMS, SERVICES, AND SYSTEMS
Our research suggests that understanding the burden of care associated with HIV is
fundamental to the development and provision of health and social services that support
people living with HIV and their communities. Ensuring that people living with HIV have access
to HIV medications is one critical component of adequate treatment. Supporting long-term
adherence to these medications in the context of the social determinants of health and
individual’s informed choice is perhaps a more significant aspect of HIV treatment.
Programming that asks the question, “what do you need to manage you illness?” and asks this
question consistently taps into the expertise of people living with HIV and considers the
changing experience of illness over the life course. With this in mind, we have four
programming-related recommendations:
Relationship building for long-term engagement: The potential for long-term relationship
building is important in terms of providing or accessing care related to chronic illness. Our
focus group participants described the relationships they had developed with service providers
and organizations as fundamental to their healthwork. We recommend relationship building be
considered an important component of care that can sustain long-term engagement with
organizations. Over time, relationships may need to shift or grow in order to accommodate
changing roles or levels of engagement.
Person-centred care and support: All of our research participants described the importance of
tailoring services to individuals. Their feedback highlighted the range and variation of support
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needs among people living with HIV, and how these needs may change over time. They also
emphasized the importance of considering the whole person, including their social networks
and contexts, when addressing health-related issues. In many ways, their feedback points to
the concept of person-centred or patient-centred care, “care that asserts that patients are
persons and partners in care and should not be reduced to their disease alone.”29 Participant
feedback suggests that many ASOs provide care that is person-centred – a commitment to the
greater involvement of people living with HIV (GIPA) provides this foundation to service
delivery and engagement. However, accessing services outside of the HIV-sector was
consistently described as frustrating, often as a result of narrow eligibility requirements that
limited access. Our research findings suggest that people living with HIV will benefit from
services and systems that are person-centred across sectors.
Continuity of care: The concept of continuity of care is related to the quality of care over time,
and refers to the extent to which services are delivered as part of a coordinated and
uninterrupted succession of events consistent with the medical care needs of patients.30 Our
research suggests a need for greater continuity in the delivery of care across sectors. This was
true for participants accessing aging-related services, but also emerged in their discussions of
experiences with income supports, housing services, and practical assistance.
Integration and specialization: The medical and community response to the HIV epidemic
resulted in the creation and then expansion of HIV-specific services and supports. Our
research findings suggest, building on our recommendation for greater continuity of care, that
services developed for people living with HIV should be better integrated into broader health
and social service systems. However, our research participants also indicated that some
specialized services for people living with HIV, as well as community development efforts, are
essential for appropriate and person-centred care. Greater integration does not necessitate the
dismantling of the HIV service sector, but may require some shifts related to service provision,
along with greater communication and coordination between sectors. In order for integration to
meet the needs of people living long term with HIV, systemic changes toward person-centred
care and the elimination of HIV-related sigma must occur across sectors.
RESEARCH
In order to implement our recommendation related to programs, services, and systems, we feel
need to strengthen or develop knowledge in the following areas:
Develop knowledge about how to work collaboratively, across systems and sectors: Health
services research that examines the relationship that ASOs have with other sectors, and their
29
30
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role or capacity to connect people living with HIV to other services, may help to support greater
continuity of care. Research that examines the way in which other sectors work together, for
instance mental health and long-term care, may also support knowledge development on this
topic.
Develop an understanding about HIV-related stigma in the context of service integration: Our
plans for the future must be informed by the effects and implications of HIV stigma and also
continue to work to identify interventions and measures to address this barrier. Given the
complexity of HIV and the history of stigma within the healthcare system, we recommend that
various care models, HIV-specific and not, be rigorously evaluated before major changes are
made. Evaluations must consider not only outcomes of those that engage in the care model
but also accessibility, retention and the client experience. Stigma remains an important barrier
to promoting health in those living with HIV.
POLICY
Recognize HIV as a chronic illness in public policy: Although HIV is described as a “chronic,
progressive illness” by the Public Health Agency of Canada, it remains classified only as an
infectious disease. HIV is included in the provincial chronic disease management
policies/strategies in only three provinces (Newfoundland, New Brunswick, and
Saskatchewan). Our research findings suggest that HIV over the long term is indeed
experienced as a chronic illness, and we recommend policy change to reflect this. We would
like to see supports related to the ongoing management of HIV illness - supports related to
income and employment, housing, medical adherence - be clearly prioritized as part of HIV
treatment. Perhaps the influence of emerging approaches to HIV – treatment as prevention31
and the treatment cascade32 – will support a more holistic approach in terms of HIV care.
However, we feel that classifying HIV as a chronic illness can strengthen arguments for HIV
treatment that is grounded in the tenets of health promotion.

31
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APPENDICES
Appendix I – Focus Group Discussion Guide
1) Do you consider yourself to be a long-term survivor?
a. What does the term mean to you?
2) What kinds of health and support services do you use in Toronto?
a. How have the services you use changed since you were first diagnosed with HIV?
3) Imagine you were speaking to a PHA who was new to Toronto, and this individual wanted
to know how to connect to a range of services.
a. How would you recommend he or she find services? [probe: go online, connect with
an ASO, connect with a case manager]
b. Do you think it will be easy for this individual to connect to services?
c. Are some services easy to find and access and others more difficult? Which ones
are easy? Which ones are difficult?
4) Where else do you get support? [probe: family, friends, work]
a. How do informal supports like family and friends differ from the kinds of support
services you might get at an ASO?
5) What are the priority issues or concerns in your life? [Probe: education, employment,
income, relationships, physical or mental health, etc.]
a. What kinds of supports or services could help you with these priorities/concerns?
b. Are you aware of whether there are services in place that can support you with these
priorities?
c. Where are there gaps or challenges for you in finding the support or care you need
to achieve your goals?
6) How are you connected to the work of community-based AIDS organizations (CBAOs)?
[Probe: as a volunteer, employee, donor, etc.]
a. If you are not connected, any reason why not?
b. Has your connection to CBAOs changed over time? How so?
7) What do you think people living with HIV, and the organizations that support them, should
know about living with HIV over the long term?
8) Have you been involved with research in the past? How so? [Probe: as a research
participant, research assistant, community advisory committee member, etc.]
a. What do you think researchers should know about the needs, priorities, and
challenges of research participants and/or research assistants who are also living
with HIV?
b. Are there research questions about living with HIV over the long term that you would
like to see addressed.
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9) We are planning on releasing the results of this study as a report and summary online and

in print. Are there other ways you would like to learn about the results of this study?
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Appendix II – Key Informant Interview Guide
1) Before we talk about long-term survivorship, could you briefly tell us about your job – what kind
of work does it entail?
2) A key part of this research project is to understand how the term long-term survivor is used in
our work, and what it signifies in terms of the populations we work with. We would like to know
if you and/or your organization use the term and in what context.
a. Do you, or your organization, have a working definition of the term long-term
survivor? What is it?
b. Do your clients/service users ever refer to themselves or to other PHAs as long-term
survivors? What do you think they mean by long-term survivor?
c. What do you think of the term? Is it useful or meaningful? Should we continue to
use it within the HIV sector?
3) What kinds of needs and/or challenges do you think people who have lived long term with HIV
experience? [Probe: could you provide examples of what you have seen in your work?]
a. What do you think their priorities are? How are these priorities different (if at all) from
people who were more recently diagnosed with HIV?
4) (using an agreed upon definition) What care or support services do long-term survivors access
at your organization?
a. Are those different from the programs and services other clients use?
b. Are there programs or services currently in place specifically designed to meet the
needs of long-term survivors?
c. Are long-term survivors involved in other ways? (if applicable) Are many of your
volunteers long-term survivors?
d. If you are unable to answer this question, is there anyone else within your
organization that we should talk to? (the volunteer coordinator for instance)
5) Do you think there are gaps or barriers in terms of the services available to people living long
term with HIV? How so?
6) What challenges do you face in understanding and meeting the needs of people living long
term with HIV?
a. How do you currently manage those challenges?
b. What would better enable you to meet the needs of long-term survivors in your
work?
c. What questions emerge for you or your organization about long-term survivorship
and HIV?
7) We are planning on releasing the results of this study as a report and summary online and in

print. Are there other ways you would like to learn about the results of this study?
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