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Ageism: the -ism affecting the lives of older people living

with HIV

Giovanni Guaraldi, Jovana Milic, Mario Cascio, Cristina Mussini, Esteban Martinez, Jules Levin, Daniele Calzavara, Rebecca Mbewe, Julian Falutz,

Chloe Orkin, Matteo Cesari, Jeffrey V Lazarus

WHO defines ageism as stereotypes, prejudice, and discrimination based on age. Ageism is a multidimensional
concept that encompasses multiple components related to the individual, the social group, and the institution in
different cultural and environmental settings. In people ageing with HIV these elements include self-stigma,
discrimination in society, and experiences in care, many of which are unique to older people. In this Position Paper, we
use experience of people with HIV and clinicians taking care of them to explore these issues in high-income countries.
The intersectionality of multiple -isms, which affect the lives of older people living with HIV, and ageism enhance
several HIV-related issues, including self-inflicted stigma, and loneliness. Research is needed to explore how ageism
contributes to worse physical, mental, and social wellbeing outcomes for people with HIV. The model of care for older
people living with HIV needs to go beyond virological success by adopting a geriatric mindset, which is attentive to the
challenge of ageism and is proactive in promoting a comprehensive approach for the ageing population. All
stakeholders and the community should work together to co-create institutional strategies and educational programmes
and enable respectful intergenerational dialogue to foster a stigma-free future for older people living with HIV.

Introduction

At the AIDS 2022 conference in Montreal (QC, Canada),
and more recently at the International AIDS Society 2023
conference in Brisbane (QLD, Australia), older people
living with HIV expressed dismay and a growing concern
about ageism. The Silver Zone at the 2022 conference
was the first ever networking space at an international
meeting for older people with HIV; and soon after that
pioneering educational experience, older and younger
people living with HIV and HIV researchers and
clinicians realised the urgency to address stigma and
discrimination associated with ageism.

The rationale for this Position Paper was to retrace the
nature of ageism in HIV, as described in WHO’s Global
Report on Ageism.' First, the authors who are living
with HIV shared their personal and peers’ experiences
of ageism. Second, the authors who are health-care
workers presented case reports and unstructured
interviews done during routine clinical, proactive care. We
selected vignettes to provide anecdotal evidence that best
describes the scale, effect, and determinants of ageism.
With real stories, we highlight the struggles of older
people living with HIV and provide insights that could
guide meaningful interventions and recommendations.
We examine the nature and determinants of ageism in
people living with HIV in high-income countries and
outline the effect of ageism on health. Finally, we provide
strategies to reduce discrimination.

We hope that this Position Paper will also encourage
a broad discussion of ageing and ageism in people living
with HIV in low-income and middle-income countries
and their needs, which is largely unexplored.

Ageism: nature and determinants

The WHO definition of ageism includes stereotypes
(how we think), prejudice (how we feel), and
discrimination (how we act) because of age.! Ageism is

a multidimensional concept that encompasses multiple
components related to the individual, the social group,
and the institution in different cultural and environmental
settings.? The clinicial vignette presents an older person
living with HIV, Bruno (panel 1), who was among the
14% of patients who disengaged from care at his centre
during the COVID-19 pandemic.’ This case illustrates
some examples of the WHO ageism definition and
depicts the pernicious role that loneliness can play in
exacerbating the scenario of the case individual.

Institutional ageism, as experienced by Bruno in the
relationship with his new general practitioner, refers to
the laws, rules, social norms, policies, and practices of
institutions that place individuals at a disadvantage
because of their age. This facet of ageism can manifest
itself across different settings, such as those providing
health and social care, in the workplace, the media, and
the legal system.'" Interpersonal ageism arises from
interactions with other groups of people in a community.

The prevalence of ageist attitudes differs among
countries and cultures. The highest prevalence of ageism
has been reported in low-income and middle-income
countries (eg, India, Nigeria, and Yemen) where up to
39% of survey participants reported ageist attitudes.*
Interpersonal ageism might also differ within countries
and intersect with socioeconomic status. For example,
a wealthy person might be able to afford better care in
older age, whereas a person with low income might be
forced to seek care in a setting with inadequate resources
to serve older people, which could result in an overall
worse experience.

Institutional and interpersonal ageism might influence
and enhance a more personal form of ageism
(e, self-ageism). Bruno was undervaluing himself.
Unlike his treatment for HIV, he did not interrupt
treatment for other comorbidities (eg, hypertension or
hypothyroidism). In addition, Bruno seemed to self
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perceive as an old and socially isolated person living in
a nursing home and consequently preferred death to
loneliness. HIV status clearly had an effect on this
feeling.

Other aspects of identity also intersect to affect the
experience of ageism. In the case of Bruno, his sexual
orientation might have contributed with his age to create
a greater sense of isolation. In an Australian survey
including 752 lesbian and gay adults aged 60 years and
older, only 51% of lesbian women and 64% of gay men felt
comfortable disclosing their sexual orientation to health-
care providers. Individuals who disclosed their status were
less likely to experience self-directed homophobia or
discrimination.’ In another survey including 613 gay men
and lesbian women, gay men with concerns regarding
acceptance of their sexuality by others reported higher
psychological distress and lower resilience, especially when
they experienced greater levels of surrounding ageism.*

Self-ageism in people living with HIV is complex and
sometimes individuals can face unique challenges not
experienced by people living without HIV, such as
survivor guilt. Panel 2 depicts personal insights shared by
older people living with HIV in different regions. Many
people living with HIV have not had the opportunity to
build a professional career due to their short-term future
perspectives and, as a result, live in conditions of
economic hardship. This adverse situation has had a
strong effect on their futures. Furthermore, many have
lost most of their loved ones (family and friends) and, as
such, survivor guilt and social isolation are frequent
among older people living with HIV. The burden of
stigma, including self-stigma and loneliness, has become
challenging for many people living with HIV.

The factors that contribute to ageism in people living
with HIV and the interventions that might contribute to
fighting ageism are manifold (figure 1).! The vignettes we
present (panels 2 and 3) underline that there might be sex
and gender identity-based differences in how people living
with HIV transition to older age. This process might also
differ by geographical context. Ageism is prevalent and
ubiquitous, but it remains largely unrecognised and
unchallenged in society and in health care. According to
WHO, ageism “damages health and dignity as well as
economies. It denies people’s human rights and their
ability to reach their full potential. Addressing ageism is
critical for creating a more equal world in which the
dignity and rights of every human being are respected
and protected.”

Effects of ageism in people living with HIV

For many older people living with HIV, the intersection
of stigma, self-stigma, and ageism can lead to self-
protecting withdrawal from social life and sexuality.
This withdrawal can result in frailty, depression,
loneliness, and poor engagement with the health-care
system. Ageism is not only a social construct; it has
an important effect on the physical and mental health of
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Panel 1: Multifaceted nature and consequences of ageism

Clinician's account

Bruno is a White gay man, aged 85 years, from a small village in northern Italy, who has
been living with HIV for 28 years. He has no relatives and lives alone. He has developed
severe lipodystrophy. Clinical efforts initially focused on prevention of comorbidities and
frailty but have shifted to their treatment. In 2021, he was among the 14% of patients
who disengaged from care during the COVID-19 pandemic. When the clinic was able
finally to speak to him by telephone, he explained that he was discharged to a nursing
home after a long stay in hospital with COVID-19-related pneumonia. His general
practitioner (whom he did not find welcoming) had retired. Bruno was assigned to a new
general practitioner, whom he had never met. The choice to be admitted to the nursing
home was partly due to his perceived loss of support from younger people from his village
as most of his peers had died or avoided any social activities because of COVID-19. When
Bruno entered the nursing home, he did not notify his health-care providers nor other
nursing home residents that he lived with HIV, and consequently decided to stop
antiretroviral therapy. Bruno did, however, continue treatments for other age-related
conditions. In the past, Bruno spent a lot of time at the public house in the village;
however, fewer older people interact with him nowadays, and when they do, they
sometimes make derogatory remarks about him being slow and having a big stomach.
He is aware that antiretroviral therapy is lifesaving, but he consciously refuses it. He
admits that he would prefer death to feeling lonely. He says that in comparison with other
residents in the nursing home, being alone with no children or nephews or nieces makes
him feel as though his life is less valuable.

From a peer case worker from the UK

A Black woman of African heritage aged 67 years presented several times at different
intervals to primary care with various ongoing health concerns. These concerns included
weight loss, fatigue, and a loss of appetite. Among the more serious of health concerns,
she presented deteriorating eyesight, which was unexplainable. Due to her age, and
supposedly the assumption that she had not been sexually active, she was not offered,
nor did she undergo testing for any sexually transmitted infections, including HIV. It is
possible that she might have acquired the virus several years before while still married to
her husband who had since died. Her health continued to deteriorate until she presented
with late-stage HIV and required hospitalisation. It was then that she was diagnosed with
HIV. However, by this time she had completely lost her sight as a consequence of
cytomegalovirus. At this point, nothing could be done to correct her sight.

an individual. Ageism is associated with a variety of
outcomes, such as mortality and physical or functional
poor health, including frailty” Frailty is a relevant
clinical outcome as it is considered a construct to
address the complexity of ageing. Frailty is a well known
negative driver that affects health trajectories marked by
reduced strength, endurance, and physiological function
that leads to an increased risk of disabilities or other
unfavourable health outcomes.® In an HIV setting,
a longitudinal study including more than 1000 people
living with HIV and people who were HIV-negative
showed that negative self-perception of ageing (ie, older
subjective age and low ageing satisfaction) was
associated with frailty transitions (from either a
non-frail to frail, frail to non-frail, pre-frail to frail, or
frail to pre-frail) when compared with non-frail people.’
Loneliness worsens cardiovascular risk and is associated
with a higher risk of death in some studies.”"
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Panel 2: Why is ageing with HIV difficult?

An older man living with HIV in Europe

“You know, sometimes you even feel guilty about complaining
about your health: people would think what the hell, you're still
alive unlike so many others, what's there to complain about?”
Many people who have been living with HIV for over 20 years
have gone through significant psychological trauma. Research
finds that a high percentage of people living with HIV
experience depression and strong levels of anxiety, which is
understandable for a condition that is serious, life-threatening,
and surrounded by so much stigma and discrimination.

Living long term with HIV is often accompanied by a feeling of
being suspended in time with a low perception of the natural
lifecycle of time passing. We were doomed to die, spending and
wasting all our money and not investing in the future.
Becoming older is a physiological process and throughout life,
we all experience, in a non-linear fashion, the progressive
decline of our intrinsic capacity. For many people living with
HIV who were diagnosed before 1996, the time of their
diagnosis marked a date beyond which time stopped. These
individuals were told they were going to die at a young age
and, thus, planning ahead for projects, such as professional or
economic engagements and relationships, was worth nothing.
Even in the era of antiretroviral therapy, this distorted vision of
time has somehow remained in many older individuals.

An older man living with HIV in the USA

“There is a misperception that stigma has improved significantly,
at least in Western countries. That is far from the truth. | feel no
one wants to start a long-term relationship with a person living
with HIV. You can hear both older and younger people living with
HIV say ‘we are doing great’. This reflects the fact that they don’t
fully understand the potential impact of premature ageing. They
think undetectable viral load is everything and the stigma is
solved by U=U (ie, undetectable=untransmittable). But when you
are 65 and live with multiple comorbidities and mental and
physical disabilities, U=U is meaningless. We are self-stigmatized

In developing a public health response to ageing, WHO

has built a conceptual framework to consider health
status in ageing individuals. The term healthy ageing has
been issued to promote a positive approach to ageing that
relies on the reserves and capacities of an individual
rather than on the accumulation of deficits and impair-
ments. In 2015, the World Report on Aging and Health
attempted to combine clinical and public health
outcomes for ageing by defining healthy ageing as the
process of developing and maintaining the functional
ability that enables wellbeing in older age.? The
functional ability construct stems from the interaction of
two entities: intrinsic capacity, which is the composite of
all cognitive and physical functioning of the individual,
and the environment (figure 2). In particular, the intrinsic
capacity construct might be perceived as an evolution of
the frailty concept that takes into special consideration

as different and no one wants to help us, not even our own
community.”

Ayoung transgender woman living with HIV in Latin America
“lam 37 years old, and | feel distressed about aging more
rapidly and fear that my body will progressively become more
masculine. When | was a 13-year-old girl all what | wanted was
to become a woman taking gender-affirming hormone therapy
at any cost. Now | know | will be taking hormone therapy
lifelong; however,  am concerned of the long-term impact it
may have in my physical and mental health.”

From an older man living with HIV in Europe

“Since my 40s, | have felt more vulnerable to adverse health
problems, leading to a perception of feeling old rather than
actually being old. Nevertheless, | sometimes have the
impression of feeling younger than | actually am, as | experience
difficulties in accepting the changes related to the advent of
older age. At the same time, though, | also have the feeling of
being vulnerable and frail, and older than | actually am. The
uncertainties of the early days emerge once again today
because we don’t know what the future reserves for us.”

From an older man living with HIV in the USA

“Ordinary activities that healthier people living without HIV can
perform without difficulty are overwhelming for older people
living with HIV, including making telephone connections with
their HIV clinics, transportation, shopping, preparing food and
dressing. Many older people living with HIV feel shame for
being physically or mentally impaired or, in fact, disabled. We
need to teach our HIV system, including doctors, government
leaders, and people living with HIV advocates, to not be ageist
and to understand the problem and improve the situation. In
low- and middle-income countries there are inadequate
infrastructure to provide care and services for older people
living with HIV. In the high-income countries these are not
prioritised or provided adequately in most HIV clinics.”

the need of worldwide implementation of prevention, the
continuum of the ageing process, and the opportunities
offered by novel (and next-to-come) technologies."”

In people with HIV, the course of intrinsic capacity
trajectory might be lower than in the general population
due to the higher burden of comorbidities and frailty.
More importantly, an observation can be made regarding
the gap between intrinsic capacity and functional ability,
underscoring that the effect of the environment relies
on multiple factors such as welfare, health system,
community support, HIV stigma, and ageism. We argue
that in people with HIV (and in other marginalised
populations), this gap is wider than what has been
observed in the general population. This gap might
diverge starting from the high-capacity period due to,
among other factors, the intersection of HIV stigma
and ageism.

www.thelancet.com/hiv Vol 11 January 2024
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Ageism also has a worldwide economic impact primarily
affecting disadvantaged groups. The loss of financial
security and subsequent poverty can lead to a rapid decline
in health, early mortality, and reliance on state welfare
systems.*" Yet, there is a scarcity of studies exploring how
ageism contributes to poverty in people living with HIV.
Researchers should undertake more studies analysing the
intersection of HIV stigma and ageism across high-
income, middle-income, and low-income countries. At the
institutional level, awareness about the increased life
expectancy of people living with HIV is still low. This lack
of awareness might further limit their social and economic
perspective, for example the possibility to obtain bank
loans or insurance, and lower self-esteem as it relates to
embarking on future life plans.

Sexuality is another important aspect of older people’s
relationships, which ageism could affect. Little is known
about HIV knowledge and sexual practices in older
adults across the world, and physicians often do not
explore this health domain.* Conversely, older adults are
often not seen as sexually active. This misconception
means physicians can ignore the sexual health needs of
older adults, and care providers are less likely to associate
HIV-related symptoms to HIV acquisition. Prevalence of
late HIV presentation (CD4 count below 350 cells per pL)
increases with age, ranging from 33% among people
aged 15-19 years at diagnosis to 65% among people aged
50 years or older.”

Women living with HIV face various challenges in
addition to their age (panel 3). Their sex, race, and
cultural and faith beliefs often compound their negative
experiences of living with HIV.

From a public health perspective, sexual health needs
of older people living with HIV should be addressed if
we are to achieve the ambitious UNAIDS 95-95-95
strategy (ie, 95% of all people living with HIV to know
their HIV status, 95% of all people with diagnosed HIV
infection to receive sustained antiretroviral therapy,
and 95% of all people receiving antiretroviral therapy
to have viral suppression by 2025). Older individuals
might not perceive risk of sexually transmitted
infections.™ Reports from Botswana, the country
with the second highest HIV prevalence in the world,
indicate that sexually transmitted infection rates
have increased in older men (age 50-64 vyears)
from 17- 2% (2004) to 27-8% (2013), and in older women
from 16-3% (2004) to 21-9% (2013).” Moreover, current
pre-exposure prophylaxis regimens based on tenofovir
disoproxil fumarate could cause higher bone and
kidney toxicities in older people. Nevertheless, specific
studies have not been conducted in this age group.”

Strategies to reduce ageism

Policy and law

Despite all the effects of ageism on older people living
with HIV, specific legal instruments to end prejudice and
discrimination are not present in all countries or
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Figure 1: Factors contributing to ageism in people living with HIV and interventions that might contribute to

fighting ageism

Panel 3: The lost motherhood

From a menopausal woman living with HIV

“When my period stopped 2 years ago, | initially didn’t care
that much. I discussed it with my infectious diseases doctor
during my routine HIV visit, and a lot of anger came out when
he told me | was obviously in menopause, given my age

(52 years old). In my twenties | got pregnant, and | had an
abortion. | was afraid of mother-to-child transmission of HIV.
But now [ am aware that any women living with HIV can have
a healthy child. It was too late for me. | realized my
motherhood had been stolen from me.”

From a peer case-worker

“For women, the possibility of mother-to-child transmission
of HIV meant that women avoided pregnancy and thus often
missed the window of opportunity to have children. Fast
forward to now, these women are menopausal and suffer the
trauma of the fact that they will never have children of their
own in which this was something they would have wanted.”

universally well applied. Most international human
rights instruments do not explicitly list age as a prohibited
ground for discrimination. In the HIV field, strong
changes in policy and laws have led to free access to HIV
care and recognition of the rights of people living with
HIV. This occurred when Italian law 135/90 was enacted,
guaranteeing the right to health and the dignity of people
living with HIV, and making it possible for a high level of
quality of care to be achieved.” Another example is
Uganda, which was one of the first countries to reach the
UNAIDS 90-90-90 goals for 2020 in Africa. Active
government involvement played a major role in reducing
HIV transmission and scaling antiretroviral therapy
coverage, even in remote areas.” This success was based
on the development of national strategies to manage the
HIV epidemic and the personal commitment of major

e55




Position Paper

For the Fast-Track Cities

initiative see https://www.fast-
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Figure 2: A public health framework for healthy ageing

policy makers to discuss HIV as a public health priority.
Uganda was a pioneer in opening voluntary HIV testing
centres in sub-Saharan Africa, despite the prevalent
discrimination against the LGBT+ community.”

In 2019, the HIV Outcomes initiative in the EU,
promoted by a group of HIV experts and people living
with HIV, launched a call to action. European policy
makers were asked to take concrete actions to ensure that
the long-term health outcomes and quality of life of
people living with HIV are high on the political agenda.
The call to action highlights the value of promoting
wellbeing, preventing comorbidities, and eliminating
stigma and discrimination to improve people’s lives.
These actions will, in turn, help reduce future public
expenditure, increase productivity, and extend the
working lives of people living with HIV.*

Political commitment to fighting HIV stigma is also
included in the Paris declaration, which supports the
Fast-Track Cities initiative. This is a global partnership
between cities and municipalities around the world that
focuses on reaching zero new HIV infections and
zero AIDS-related deaths. Among other initiatives, it
provides financial backing for the Growing Older Wiser
and Stronger (GROWS) project, which is a collaboration
between The Sophia Forum, Positively UK, National
AIDS Map, and University College London, to develop
a sustainable support programme for women older than
40 years living with HIV and ageing in the UK. To extract
the main themes about the concerns of ageing with HIV
among women, evidence was gathered from existing
research studies, the PRIME study, and We Are Still Here,
and research done specifically for the GROWS project.
These themes included both professional and personal

(peer) support, stigma, social issues, financial concerns,
and physical and psychological concerns. Policy strategy
to reduce ageism might be perceived differently according
to geographical, sociocultural, and economic context.”

An  interesting example of policy making
recommendations is seen within the Situating the
Preferences and Needs for Aging Care among
HIV-positive Elderly people in Ontario within the UN
Principles for Older Persons project.” Its objectives are
to make recommendations to policy makers, health-care
leaders, and organisational decision makers that prompt
changes that would improve the quality of life of older
adults with HIV. This improvement in quality of life
could be via increased access to existing services or
advising the development of new programmes.*

Although no systematic reviews are available about the
effects of policies and laws on addressing ageism in the
general population, evidence on the effectiveness of laws
in tackling ageism and other -isms supports the use of
this strategy to reduce or to eliminate it. By 2030,
modelling suggests that 75% of people living with HIV
will be older than 60 years, and 40% older than 75 years.
Older people living with HIV will be the largest part of
the entire population with HIV. In this setting, there
should be a focus on antidiscrimination laws and policies
aiming to eliminate ageism. It will be equally important
to assess contributing factors to effectiveness.”

Educational and research interventions

Research shows that educational interventions are
among the most effective strategies for reducing ageism
against older people. Educational interventions seek
primarily to transmit information and knowledge. They
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operate on the assumption that stereotypes, prejudices,
and discrimination are the result of ignorance, mistaken
information, misconceptions, and simplistic thinking.
Teaching more complex thinking skills will allow people
living with HIV to consciously reconsider and update
their beliefs, feelings, and behaviours, thereby leading to
a decrease in ageism. In addition to new educational
methodologies, psychology or social psychology could
play an important role by offering more complex
emotional reasoning skills in addition to critical thinking
skills. Empathy refers to the ability to sense other people’s
emotions and imagine what someone else might be
thinking or feeling.*® Empathy-enhancing activities aim
to generate identification with, and awareness of, another
person or group’s suffering, generally through
perspective-taking exercises used to counter stereotypes,
prejudice, and discrimination.

A pioneering educational experience was The Silver
Zone at the AIDS 2022 conference in Montreal, which
was the first ever networking space for older people with
HIV at an international AIDS conference.” The Silver
Zone was a place to socialise and mobilise, where older
people living with HIV could feel included and
appreciated. People living with HIV could increase their
visibility, promote awareness of their strengths, and
share experiences, challenges, and strategies for ageing.
The networking space featured live and recorded
presentations and interactive workshops on topics of
interest for ageing and older people living with HIV.
The agenda included categories such as ageing and
sexuality, mental health, quality of life, comorbidity, and
community engagement. Intergenerational dialogue
(panel 4) among people living with HIV from different
age groups highlighted the specific needs of people with
HIV from a lifecycle perspective and aimed to address
ageism via a mutual understanding of the capacities and
difficulties faced by people at different stages of their
lives.” One of the objectives of The Silver Zone was to set
the basis, via a call to action, for the creation of a global
coalition of ageing and older people living with HIV to
advocate for changes in policy and clinical practice that
could improve the wellbeing of ageing and older people.
A short-term result of this initiative was the launch of the
International Coalition of Older People with HIV
(iCOPe HIV), a worldwide consortium of more than
150 HIV associations that endorsed The Glasgow
Manifesto to promote equitable health outcomes.” Of
note, the iCOPe HIV acronym pays tribute to WHO’s
ICOPE (ie, Integrated care for older people) programme
developed for the general population.” One of the key
messages of these initiatives and educational activities is
that ageing well and living with HIV is possible. A healthy
ageing goal requires a patient-centred approach and
warrants a reshaped HIV health-care model.”

Educational activities might also refer to co-produced
community academic programmes and medical
education, and education of the next generation of

www.thelancet.com/hiv Vol 11 January 2024

HIV activists. Infectious disease specialists and general
practitioners, nurses, and pharmacists who care for
people with HIV might profit from educational activities
including a toolkit already available online.** Educational
and intergenerational contact interventions should be
implemented among all age groups. Research activities
are of paramount importance. Since 2012, the Office of
AIDS Research of the National Institutes of Health
commissioned a working group to develop an outline
of the current state of knowledge and areas of crucial
need for research in HIV and ageing.” This Position
Paper highlights that research should also explore
how ageism contributes to worse physical, mental, and
social wellbeing outcomes and intersectionality with
socioeconomic status, employment, sex, and education.

Panel 4: Intergenerational gap and dialogue

From an older person living with HIV from the USA

“I feel we have been completely left out from the discussion on ending the epidemic and
this is only used to refer to PrEP [pre-exposure prophylaxis] or cure. This is in fact ageism
by the HIV community. These movements have no idea they are stigmatizing older people
living with HIV oryounger people living long term with HIV, increasing self or internalized
stigma.”

From a clinician from Italy

“Sometimes | feel distressed in engaging junior medical doctors and scientists in HIV care
and research. Junior colleagues appear to be more interested in antibiotic stewardship or
antimicrobial resistance rather than HIV. New generation of colleagues live in a different
historical context. They did not have to fight AIDS like we did, and they perceive HIV much
like any other chronic condition. Nevertheless, | am still optimistic. In the past 3 years,
due to COVID pandemic, | was at the forefront of COVID care together with my junior
colleagues. Something magical happened. Intergenerational barriers were immediately
broken. We supported each other and realised that it was incredibly important to transfer
the success of HIV care to the fight against fears and stigma generated by COVID-19.

| believe HIV will still represent a reference model and HIV medicine will continue to be an
incubator for a new generation of doctors and scientists who are able to put the
individual in the centre of care.”

From an older person living with HIV in the USA

“I have been working for years with younger advocates and my feeling is that younger HIV
activists have difficulties to grasp and understand or appreciate these aging issues. They
think this aging problem will not happen to them...that it's only happening to us who had
HIV for 30 years and took the early bad drugs. Of course, they and none of us know exactly
how this will affect them, but there will be many of them suffering this premature aging
and comorbidity problem, too.”

From ayounger person living with HIV in Europe

“An intergenerational exchange can address ageism among people with HIV, helping to
potentiate knowledge, expertise, experience of older adults and, at the same time, a
better understanding of younger adults living with HIV. It seems that the big difference
between adults who lived through the 1980s and 1990s and younger people, with
respect to the topic of HIV, is death. Grown-ups believe that young people don't give a
damn about ageing and death, young people often come to terms with a different kind of
death, made up more of social stigma and discrimination, than a confrontation with
actual death. In intergenerational dialogue, | believe there is a need for openness on both
sides: from accepting a different, more fluid and inclusive community, to understanding
that social dynamics are different but not unapproachable.”
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Panel 5: Recommendations

Institutional ageism

«  Clinical care systems need to be reshaped to meet the
needs of older people living with HIV, including geriatric
syndrome screening, integrated care, and support and
referral systems that include provision of adequate time
for medical visits with a focus on improving wellness and
functional status

+ HIV doctors and clinicians should receive training on how
to provide comprehensive care for older people living
with HIV

« Government authorities and international HIV
organisations need to provide the resources, support, and
funding to implement these changes

«  More and better research is needed to identify
interventions for ageing-related immune deficits; people
living with HIV should be involved in discussions around
what research is needed

»  Promote anti-ageism law and policy reform with advocacy
activities

» Funding bodies and regulators to insist on the inclusion of
older people in trials and not to provide, solicit, or
approve drugs without data on older adults

«+ Conference organisers to include sessions on ageing
with HIV

Interpersonal ageism

« Elaborate educational programmes and intergenerational
dialogue

»  Community co-produced educational activities to engage
younger community members with older members and
the scientific community, more generally

Self-ageism
»  More research is needed to address the effects of social
isolation and, specifically, loneliness on HIV outcomes

Conclusion

This Position Paper resulted from a dialogue between
younger and older scientists and people with HIV. They
all agreed that ageism is an under-addressed issue in the
HIV setting. Therefore, the WHO campaign to fight
ageism needs to raise awareness in the HIV setting to
develop dedicated actions to combat it (panel 5).

We have described the intersectionality of multiple
-isms, which affect the lives of older people living with
HIV, and imply a multiplication effect of the many
stigmas that people with HIV often experience, making
ageism enhance several HIV-related issues, including
self-inflicted stigma, and loneliness. At-risk communities
are particularly susceptible to experiencing these aspects.
Ageism can be considered the last pillar of this stigma
cascade and the most important barrier to achieving
healthy ageing in people living with HIV. The model of
care for older people living with HIV needs to extend
beyond virological success by adopting a geriatric

mindset, which is attentive to the challenge of ageism and
is proactive in promoting a comprehensive approach
for the ageing population. All stakeholders and the
community should work together to co-create institutional
strategies and educational programmes, and respectfully
enable intergenerational dialogue to foster a HIV stigma-
free future.
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