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Gaps in health and social care services to older
adults living with HIV:a qualitative study on the
perspectives of older adults and service providers

Abstract

Medical and social science research on older adults living with HIV (OAHIV) has
shed light on the significant health needs and the many psychosocial difficulties
experienced by this population. Despite the obvious need for health and social care
services among OAHIV, few studies have addressed their experiences with regard to
these resources. This study attempts to identify the challenges, difficulties and gaps
found within social and health services intended for those located at the intersection of
HIV and aging. Using a qualitative methodology, this study explores the perspectives
of both older adults living with HIV (OAHIV) and their healthcare providers in order
to document gaps in service delivery. Semi-structured interviews were conducted
with 50 participants, including 38 OAHIV and 12 healthcare providers working with
this population. Analysis was undertaken to identify themes related to challenges
at individual and structural levels of practice. Several challenges were identified
including; a) within the individual healthcare encounter with HIV specialists, b)
accessing non-HIV related health services, and c) a lack of psychosocial resources,
HIV community resources and residential resources addressing the intersection of
HIV and aging. Interpreting our results through the theoretical lens of intersectionality
helped identify transversal problems associated with the intersection of HIV and aging
including inadequacy of resources and discrimination. Recommendations for changes
to policy and practice are highlighted.
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Introduction

The aging of people living with HIV (PLHIV), along with the rise
in new HIV infections in people aged 50 and over, has attracted an
increasing amount of interest among researchers and practitioners.
Within both research and practice, PLHIV have been identified as
an « aging » cohort beginning at the age of 50, due to the reality of
premature aging and comorbidity associated with living with HIV.
Medical research on the accelerated aging of PLHIV and the multiple
comorbidities associated with HIV and aging has shed light on the
significant health needs of this population.>* Social science research
has also revealed the many psychosocial difficulties experienced by
older adults living with HIV (OAHIV).>? Older adults living with HIV
(OAHIV) are particularly vulnerable to mental health problems,*!*!!
isolation,>? and HIV and age-related stigma'®!>!3 In addition,
OAHIV often find themselves confronted by a lack of emotional and
instrumental support from the community due to distance from family
and the absence of intimate partners.'>!® This lack of informal support
results in a situation whereby OAHIV may be required to seek support
from formal resources.>*'¢!”

Despite the obvious need for health and social care services among
OAHIYV, few studies have addressed their experiences with regard to
these resources. Some authors have pointed to structural challenges
related to service delivery and the inadequacy of resources addressing
both HIV and aging.'*!"” This inadequate response is largely blamed
on a silo-effect, in which HIV-specific and ageing-specific resources

'According to the seminal works of Butler, ageism is defined as a “process
of systematic stereotyping or discrimination against people because they are
old”."”7

work in isolation from each other and have no means of organizing
joint initiatives. While HIV/AIDS service organizations are often not
be prepared to accommodate an aging population, and may even be
openly ageist, resources intended for older people often fail to consider
HIV/AIDS-related challenges resulting in a situation whereby neither
sector is prepared to address complex care issues.'s!?

The results of the small body of empirical research addressing HIV
and aging confirm the rarity of services that specifically respond to the
needs associated with this intersection.?* The few empirical studies
that have considered difficulties experienced by OAHIV regarding
their use of formal services have suggested that a primary obstacle to
access involves a lack of information on existing resources.* Other
obstacles related to non-HIV-specialized health and social care services
include organizational challenges, with OAHIV citing complexity
and accessibility as major issues, including lengthy waiting times for
service.” The final obstacle regarding access to non-HIV-specialized
services is relational, with OAHIV fearing stigmatizing attitudes of
professionals towards their HIV status or to their “less acceptable”
lifestyles.**

Some studies on the experience of service use among OAHIV have
emphasized the age-related stigma found within HIV-organizations,'®
along with the stigma associated with HIV within generalized health
and social care services for older adults.** A few studies make
specific reference to HIV-related stigma®?' and homophobia®?! within
residential services for older people experiencing reduced autonomy.

Studies on the difficulties experienced by OAHIV when using
services reveal a lack of consideration for the intersection of HIV and
aging in HIV-related services, as well as a lack of consideration for
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the interaction of various forms of stigma experienced by OAHIV due
to their positioning at the intersection of several stigmatized social
positions, including but not limited to age, gender, sexual orientation
and class. In order to call attention to this reality, this article uses
an intersectionality approach. The relevance of this approach has
already been demonstrated through research on service access and the
experiences of older marginalized populations, such as lesbian, gay
and bisexual seniors.”*?* According to the intersectionality approach,
attempts to understand the experiences of individuals should not rest
upon the analysis of a single aspect of their identity. Instead, it requires
consideration for how multiple social locations intersect (gender,
sexual orientation, age, etc.), and result in particularized forms of
structural oppression (sexism, homophobia, racism, ageism, etc.).=!

This study attempts to identify the challenges, difficulties and gaps
found within social and health services intended for those located
at the intersection of HIV and aging through their own perspectives
regarding these challenges, and through the perspectives of healthcare
professionals that work with this population.

Methods

This research project used a qualitative approach designed to focus
on uncovering the meaning people attribute to their experiences of
health and social services in order to elaborate a deeper understanding
of the experiences of individuals and the meaning they give to these
experiences.” The data was collected from a Montreal (Canada)
medical clinic specializing in HIV/AIDS over a two-year period.

Recruitment and sampling

The sample included 38 OAHIV and 12 healthcare professionals
recruited in the same HIV clinic. Inclusion criteria for OAHIV
included being at least 50 years of age and living with HIV. The age
of participants ranged from 50 to 73 years, 23 of whom were in their
fifties and 15 of whom were aged 60 and over. In order to reflect
the diversity of OAHIV subpopulations, the sample was diversified
according to a variety of criteria, including gender, sexual orientation,
date of diagnosis, and whether or not they had been infected through
drug injection. With regard to gender and sexual diversity, the sample
included 12 men who have sex with men (MSM), 14 heterosexual
women and 12 heterosexual men. Furthermore, eight participants were
ex-injection drug users (IDU). With regard to the date of diagnosis, 8
participants were diagnosed less than 10 years before recruitment, or
at the start of the 2000s, when HIV acquired the status of chronic
disease following the arrival of HAART in 1996, while the remaining
thirty participants were diagnosed 10 to 25 years before recruitment.
Sampling for healthcare professionals included nine physicians (three
women and six men) and three nurses (one woman and two men).
Among these professionals, half were aged 30 to 50 (including all
nurses) and the other half were over 50. It should also be noted that
half of all participants had been working in the field of HIV for 20
years or more and had therefore experienced the first years of the HIV/
AIDS epidemic.

Data collection and ethical considerations

This research was based on semi-structured individual interviews
conducted in the research offices of the clinic where the participants
were recruited (except for cases involving travel difficulties for
OAHIV). According to ethical guidelines?, all participants were
informed of the research objectives and asked to sign a consent
form ahead of time to remind them of their right to not answer

2Ethical approval was received by the Research Ethics Board of McGill
University (Canada)
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questions or to remove themselves from the project at any time.
Procedures were also implemented to protect confidentiality and
anonymity. The OAHIV interviews lasted an average of two and a
half hours, while the professional interviews lasted an average of
1 hour. The OAHIV interviews focused on the impact of HIV and
aging on various aspects of their personal and social lives, along with
experiences regarding health and social care services. The central
themes that were discussed with professionals included the challenges
surrounding the aging of their PLHIV clientele, the specificities of
providing support to OALHIV, perceptions regarding the resources
currently available to OALHIV, perspectives regarding collaborative
efforts with other resources, and the solutions required to improve
their work and the situations of OALHIV. The interviews concluded
with a sociodemographic questionnaire distributed to both groups of
respondents.

Data analysis

The interviews were transcribed in full. The analysis of the data
was based on a thematic analysis (Braun et Clarke, 2006), which
relies on an ongoing process of comparison between the collected data
and the established codes and categories. This was done using QDA
Miner software. After reading the first interviews, we were able to
determine the first list of categories and codes according to recurring
themes identified in the responses, along with themes contained in
the interview grid and literature. By regularly reviewing the material
associated with each code, we were able to refine these codes and
identify our categories of analysis. Both the OAHIV and professional
interviews were coded separately to allow for the emergence of
specific codes for each group. However, a comparison of both bodies
of data allowed us to create common analytic categories. These
categories primarily included “difficulties/challenges associated with
HIV specialists”, “difficulties associated with non-HIV-specialized
health services”, “challenges associated with psychosocial care”, and
“challenges associated with residential resources”. Finally, different
measures were used to validate the results, including triangulation
of data sources (OAHIV and service providers), cross interpretation
between and among research team members, and member checking
results with both OAHIV and the clinical stakeholders that work with
this population, as well as those that work within various community
organizations in Quebec.*

Findings

An analysis of the responses from both providers and older adults
living with HIV highlights their points of convergence, despite the
slight variations that appear. The themes discussed by participants
involved the challenges and difficulties associated with follow-up
by HIV specialists, the problems of accessibility to non-HIV-related
services, the lack of psychosocial resources targeting the intersection
of HIV and aging, the gaps and inadequacies in HIV-related
community resources, and the limitations of residential resources.

Challenges and difficulties of follow-up by HIV
specialists

The first challenge discussed by both groups of participants involved
the necessity to provide global healthcare follow-up to OAHIV due
to the multiple comorbidities that afflict the population. For service
providers, this involved shifting from specialized medicine to general
or family medicine, as follow-up moved from a focus on the control
of HIV infection to the monitoring of age-related problems. This
change in practice was seen as demotivating for some practitioners:
“Providing care to young people, sick but young, was very motivating,
gratifying. We were in the struggle, working for the cause. And now, the
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cause turned into cholesterol and high blood pressure!” (Phys)®. For
some other practitioners, this transition in practice was perceived as
stressful and time consuming because it required further development
of knowledge: “It means I have to return to studying a lot because,
for many years, I only focussed on their HIV"” (Phys). Although most
of the older adults living with HIV interviewed appeared satisfied
with medical follow-up for concerns other than HIV, some expressed
disappointment toward physicians who did not give any attention to
their other health problems. “Everything revolves around HIV. I tried
to talk about my back a little, but... She didn't plan on that (...) There's
no room for anything else.” (Wom)

The second difficulty identified by both HIV specialists and older
adults living with HIV involved a reduction in the time devoted to
medical consultations, which limited communication. Several OAHIV
noted a decrease in their physician’s allotted time, as compared to
their first years receiving follow-up. In discussing his HIV specialist,
one participant stated: “He definitely works harder than he did, in the
sense that you can tell he has a heavier patient caseload. So we can't
talk as much.” (IDU-HM) Physicians, for their part, deplored the lack
of time they had for their older patients. They claimed it interfered
with both the quality of their medical follow-up and their ability to
maintain relationships of trust.“4 half hour with each patient, at
least, would be perfect. In general, people appreciate being there and
being able to talk, not just about their health problems, but simply
to say: ‘I'm a grandfather. Look at this photo..” (Phys) According
to these professionals, the time aspect appeared all the more crucial
for OAHIV because this population was often seen as isolated and
seeking psychological support from their treating physician.

While less common, the reality of ageism was indicated by several
participants. Some physicians recognized their occasional irritation
with certain OAHIV (due to their slowness, for example), which they
attributed to aging. “The older ones, they take a long time to change
(...) They take off their shirt... [mimicking the slow gestures] Oh, my
goodness! You know, that’s the older clientele. They re less mobile,
they have more osteoarthritis.” (Phys) Although less common, ageist
attitudes were reported by a few OAHIV. One participant stated that
her physician finds her more of a “hypochondriac with age.” Another
MSM participant mentioned an experience of ageist prejudice on
the part of his physician regarding his intimate life. “She said: ‘You
fifty-somethings are always complaining! You're all the same! You
all want to look younger so you can keep seducing (...) And you're
Sfrustrated!”(MSM)

Access difficulties for non-HIV-related health services

The main issue that emerged from the responses of participants
with regard to non-HIV-related health services involved access
difficulties. Both professionals and OAHIV reported a preoccupation
with long waiting times across the health network, whether it involved
access to medical examinations or scheduling medical consultations
with specialists. This challenge was made all the more problematic
because OAHIV suffer from a number of health issues associated
with the interaction of HIV and aging, or with the undesirable effects
of antiretroviral medication. Physicians who attempted to schedule
their own medical appointments for patients struggled with the same
difficulties, as waiting times threatened the vital prognosis of OAHIV.
“I lost a patient to lung cancer because he was never seen. It took nine

3The abbreviations that follow quotations correspond to the following code:
Wom=woman; IDU-W=female injection drug user or former injection
drug user; HM=heterosexual man; IDU-HM=heterosexual male injection
drug user or former injection drug user; MSM=man who has sex with men;
Phys=physician; Nur=nurse.
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month to see him before the investigation could start. I tried to make
phone calls but nothing came of it.”” (Phys)

The second problem, widely reported by OAHIV participants
and professionals alike, involved HIV-related stigma that hinders
access to certain health services. Both cohorts identified specialists
and paramedical professionals as often reticent to treat OAHIV. “As
soon as they arrive and identify their seropositivity, the doors close
a little (...) If they re constantly being transferred to another waiting
list, something clearly isn't working.” (Phys)

Several OAHIV reported differential treatment on the part
of healthcare professionals due to their infection status.“In the
emergency room, they tend to isolate you into a corner and forget
about you (...) A lot of people [with HIV] go through that.” (Wom)
In some cases, HIV-related stigma by non-HIV-specialized healthcare
professionals extended to refusing to provide care. I started getting
something on my penis, like a gash, so he [my HIV specialist] sent
me to a specialist. He touched me for a few seconds: ‘Ah, you're fine!
You're fine, go away!’ I could tell I was bothering him. But when I
spoke to another specialist, he sent me for x-rays.” (MSM)

Finally, and in addition to HIV-related stigma, certain participants
reported negative attitudes toward their status as IDU. In this
situation, participants related that problems involving waiting times
and refusal to provide care were due to the stigma associated with
drug addiction. “When you re catalogued like I am, you're a society
leftover. You can feel it. You can see it (...) I had to meet with three
surgeons before one of them agreed to take care of me.” (HM-IDU)

Lack of HIV and age-related psychosocial resources

Service providers and OAHIV agreed about the lack of
psychosocial services available to address HIV and age-related
needs. “Support from a social worker, that’s what's missing. There
aren't any for the HIVs. Our patients are going through difficult
times, and there’s no support.” (Phys) “Many of them suffer alone
at home, anxious, depressed (...) Some of them would need a lot more
psychological monitoring... I've met several who had been lefi to
themselves.” (MSM)

Several professionals also highlighted the problematic silo that
exists pointing to HIV-specialized and generalized psychosocial
services. While the HIV-specialized structures were reported to fail
to consider aging as a problem, generalized services failed to provide
a suitable response to the psychological difficulties associated with
HIV. “the STBBI [sexually transmissible and blood-borne infections]
psychological services counter, they only want people who are having
trouble with the diagnosis, or the antiretrovirals. Then the problem of
aging (...) they don't think it’s an HIV-related problem, so we have to
send them to mainstream services where they don 't have the expertise
or adaptability required for this [HIV].” (Phys)

Insufficient and inadequate HIV community resources

Practitioners and OAHIV agreed that the community sector did
not provide a sufficient response regarding the needs of OAHIV.
Participants confirmed that a shortage of community organizations
specializing in HIV, brought on by years of federal budget cuts
throughout the sector, contributed to this situation. “Before, we had
a committee of people living with HIV, right here (...) It no longer
exists. It closed down... Unfortunately. Because, here in Montreal, it
was the only committee that offered a lot of help.” (HM) “There are

Sfewer groups and fewer services available to them (...) The community

sector used to have more presence.” (Phys)
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While the reduction of community resources concerned all PLHIV,
the trend was considered especially alarming for OAHIV, because
their numbers are on the rise. “There are more and more [people 50
and over] because people used to die very early ten or so years ago.
But today, they live longer (...) There will certainly be fewer and fewer
community resources as the demand increases.” (Nur)

Beyond the shortage of community organizations, existing
inadequacies within organizations was also mentioned by participants.
Several OAHIV deplored the absence of programs and resources that
specifically target the 50 and over population. In fact, many among
them mentioned the gap that often exists between their concerns
and those of younger people. They believed they would have more
to gain from sharing their experiences with people in their own age
group but had little opportunity to do so. “Whether we like it or not,
the twenty to fifty group, it doesn't work. Our needs are too different.
We have different lifestyles.” (Wom) Responses from participants
also highlighted the need for programs to expand their scope beyond
psychological support and discussion groups to include socialization
in order to help them overcome their social and intimate isolation.
“There really aren't many resources for [older] gay men who come
from bars or the gay scene. What those men also want is a way to
meet each other. Not sure there are many.” (Phys) “That’s what I was
looking for. If there was an organization for men and women aged 50
and over where we could meet, maybe I could find a partner.” (HM)

Non-existent or unsuitable residential resources

Participant responses revealed their fears regarding future housing
possibilities for OAHIV with a loss of autonomy. Professionals and
OAHIV agreed on the absence of residential resources intended for
OAHIV, even though their needs and numbers will likely increase in
the coming years. For example, one participant talked about the fact
that palliative care centres are not adapted to an aging population with
HIV. “In the best of worlds, we would have more housing options. Not
Just for end-of-life, but for older, seropositive people.” (Phys)

Similarly, OAHIV worried about their future and wondered
where they will spend their final years, especially in the face of loss
of autonomy. “The CHSLD [long term care residence] is for older
people. Will there be a hospital for older people living with HIV?
Whats the future like? It’s not reassuring.” (IDU-W) Furthermore,
some insisted on the necessity of adequate medical support, along
with personnel that are trained to handle the specific medical needs
associated with HIV and aging within long term care services.

A lack of resources that specifically target the OAHIV population
raised another concern regarding the risk of experiencing stigma
within senior’s residences and long-term care facilities from both
residents and caregivers alike. “Thats what I'm afraid of. When you
get older, they’ll stick you in a corner because you have HIV, and
the girl won t want to wash you because you have HIV.” (HM) Both
groups of participants also mentioned the risk that HIV-related stigma
can intersect with homophobia. “You go to a retirement home, and
you have to hide the fact that you re a homosexual (...) Sometimes, it
takes a long time to come out of the closet. You don 't want to have to
get back in when you’re older.” (MSM)

Discussion

The findings from this study identify the many challenges and
gaps that exist within services designed to respond to HIV and age-
related needs. The results shed light on the inadequacies that exist
within services available to OAHIV, along with the lack of resources
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specifically geared toward this clientele. Beyond the validation of
empirical data and the challenges addressed by other studies?*?>%
interpreting our results according to the theoretical intersectionality
framework helped identify three transversal problems across all
formal resources. These are: 1) an inadequacy of resources to respond
to the needs associated with HIV and aging, 2) structural problems
within the health and social care service system which are amplified
for OAHIV, and 3) the multiple forms of discrimination experienced
by OAHIV due to their position at the intersection of HIV and aging.
For OAHIYV, these three types of problems will often interact and
manifest simultaneously.

Firstly, the inadequacy of services when responding to the
intersection of HIV and aging was considered a central factor in the
discourse of both OAHIV and practitioners interviewed for this study.
With regard to HIV physicians, the obligation to shift from a practice
exclusively focussed on HIV to one which is more generalized is
experienced negatively, whether that be because of a lack of interest
or of adequate knowledge. This reality is partially explained by the
specialization of practitioners, with those who had been trained
specifically in the field of infectious disease reporting less discomfort
with respect to treatment of comorbidities related to age, than those
who had been trained in general medicine. This reality is supported
by the literature.?

The impact of silos identified by several authors.'®! has been
confirmed by our study as one of the sources of resource inadequacy.
Within psychosocial services, the inability to respond to the difficulties
associated with the intersection of HIV and aging might stem from the
organization of the health system, which distinguishes psychological
services offered to the general population, including older people,
from those intended for PLHIV. A significant lack of consideration for
aging is also present within community organizations associated with
HIV and creates shortcomings, such as a lack of programs intended
exclusively for an older clientele, or programs that respond to unique
needs, such as overcoming isolation. Finally, participants identified
the inadequacy of residential services that are limited to palliative care
services within the HIV sector and do not take into account the need
for housing for OAHIV, who may live for many years, with or without
a loss of autonomy.

The second source of difficulties identified involves structural
problems within the health system which appear to have significant
repercussions for the OAHIV population. Firstly, the limited duration
of medical consultations is seen as a problem that dramatically affects
OAHIV due to their isolation and significant need for psychological
support, considering that physicians often constitute an essential
resource in this regard. Difficulties in accessing specialized services
creates particularly harmful repercussions for OAHIV due to their
significant health needs, particularly for those experiencing multiple
comorbidities.>* Similarly, the lack of psychological resources, is
particularly detrimental to OAHIV due to the prevalence of mental
health problems within this population.*!*!! Finally, the reduction in
HIV community resources, has a significant impact on older adults,
particularly considering the significant rise in the number of people
aged 50 and over diagnosed with this condition.

The third difficulty facing OAHIV involves multiple forms of
discrimination within various types of social and health services due to
their positioning at the intersection of several categories of oppression
(HIV, old age, drug use, sexual minority status). Several studies have
documented the interplay between ageism in HIV services and HIV-
related stigma within generalized and gerontological social and health
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services, including residential care. 82%* Our research has highlighted
some of the ageist behaviours exhibited by healthcare professionals
specializing in HIV as well as discriminatory attitudes towards HIV
within general health services. For IDUs specifically, discrimination
regarding past or present injection drug use within general health
services, as well as the risk of experiencing HIV-related stigma in
senior’s residences, may intersect with other forms of stigma, such as
homophobia.

This research presents several limits. The main one involves
the recruitment of participants, all of whom were selected from
the same medical clinic specializing in HIV. Different responses
might have emerged had the recruitment been conducted across
several HIV-specialized sites such as community organizations, or
across geographical contexts such as small-town or rural locations.
Furthermore, while our research was based on responses from fifty
participants, the number of healthcare professionals interviewed, along
with the low sampling diversification of professionals (physicians
and nurses), remains small and does not allow for the generalization
of results. It would be worthwhile if future studies were to include
stakeholders from various sectors and professions like psychology,
social work, community organizations, and senior’s residences.**>®

Conclusion

Service providers have an important role to play in challenging
ageist stereotypes and encouraging discussion about ageing within
HIV-related services and HIV in ageing services. Organizations
can support practitioners in doing so by adequately preparing them
to address a topic that is difficult for service providers to address.
Considering that service providers and OAHIV mentioned the
importance of having time to develop rapport and trust, creating
opportunities for this occur is essential. Since restrictions on time
are significant for physicians, counseling initiatives might be better
placed in the hands of community nurses and other allied health
professionals. Ensuring the availability of longer-term counselling
would be a challenging undertaking, particularly in the current
climate of scarcity within public sector health care and social services.
Support programs, as well as community follow-up are other services
that organizations can build to ensure that there is opportunity to
address ageing with HIV. Specific attention to issues facing people
with ageing-related concerns (such as dementia and other cognitive
impairments) is essential given the unique experiences and concerns
of this population. Counselling and educational initiatives targeting
OAHIV should involve addressing issues such as internalized stigma,
self-esteem and identity and social isolation.

Training for service providers would be beneficial in promoting
knowledge and addressing discomfort in line with multiple stigma
related to HIV and aging. Finally, policy initiatives designed to
build expertise across systems and specialties and that supports
the development of intersectional services must be made a priority.
This includes the development of interdisciplinary teams that can be
accessed through both HIV and ageing services, and within residential
settings, in order to ensure that responses are designed with the needs
and realities of OAHIV in mind. Only then will stigma resulting
from intersectional forms of discrimination in health care be reduced
and the particular medical and psychosocial concerns of OAHIV be
addressed.
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