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Abstract

Low- and middle-income countries are home to 80% of older people with HIV (OPWH).
Ukrainian OPWH experience higher mortality and decreased antiretroviral therapy (ART)
initiation than younger patients, but there is little data examining OPWH?’s perspectives around
new diagnosis and impact on care. In this study, we examined accounts of 30 newly diagnosed
OPWH in Ukraine, exploring challenges faced in the peri-diagnosis period. Themes emerged
representing the longitudinal coping process: OPWH (1) viewed themselves as low risk before
diagnosis; (2) experienced HIV diagnosis as a traumatic event challenging their self-image; (3)
used disclosure to seek support among a small circle of family, friends, or health care providers;
(4) avoided disclosure to outsiders including primary care providers for fears of stigma and
breaches in confidentiality; (5) viewed age as an asset; and (6) used HIV diagnosis as starting
point for growth. These findings highlight the need for age-specific programming to increase HIV
knowledge and coping, increase screening, and improve long-term planning.
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Introduction

Older People With HIV (OPWH) in Ukraine

OPWH, commonly defined as people living with HIV (PLWH) >50 years old, are a growing
population that has historically been overlooked by HIV interventions (Kirk & Goetz, 2009;
Nachega et al., 2012). It is estimated that 80% of all OPWH live in low- and middle-income
countries and that OPWH represent 20% of all PLWH (Autenrieth et al., 2018). In Ukraine,
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15% of new HIV diagnoses occur in people over the age of 50, and this percentage is
increasing (Rozanova, 2018). Our ongoing research has also shown that OPWH in Ukraine
experience delays in antiretroviral therapy (ART) initiation and are over 3 times more likely
to be lost to follow-up compared with younger patients (Allen et al., 2020a, 2020b). Despite
these figures, there are a lack of targeted prevention or treatment programs for OPWH in
Ukraine. HIV Interventions have largely focused on addressing the high-risk subgroups seen
as early drivers of the HIV epidemic in Ukraine, such as intravenous drug users (IVDU),
prisoners, and sex workers, despite heterosexual sex becoming the most common route of
transmission in the early 2000s (“HIV and AIDS in Ukraine,” 2020). OPWH have only
recently been identified as a population of interest for public health interventions in the
country (Velika et al., 2021).

Coping Among OPWH

The ability to cope with a new diagnosis is influenced by contextual factors, including

the age of the individual (Y. Chen et al., 2018; Folkman et al., 1987), disease process
(Moskowitz et al., 2009), and cultural context (See & Essau, 2010; Torsch & Ma, 2000).
OPWH face a number of challenges with HIV diagnosis compared with other PLWH,
including significant delays in diagnosis (Kirk & Goetz, 2009; Longo et al., 2008; Rotily
et al., 2000), leading to high incidence of opportunistic infection and immunodeficiency
(Girardi et al., 2007; Kirk & Goetz, 2009), delays in ART initiation, increased mortality
(Edwards et al., 2015), and increased incidence of physical and psychological comorbidity
(Grov et al., 2010; Nachega et al., 2012; Rueda et al., 2014; Vance et al., 2010). They

are also at increased risk for social isolation and may be less likely than other PLWH

to seek social support, psychological help, or information about their illness (Goodkin

et al., 2003). In Ukraine, OPWH may face specific cultural challenges to HIV diagnosis
including multigenerational living (Libanova, 2014), which may pose challenges to HIV
disclosure, and low pensions that place many older adults in an economically vulnerable
position (Blyumina, 2005). New health care reforms in the country aimed at strengthening
primary care systems also have important implications for the diagnosis of HIV in OPWH
as new incentives become available to transition HIV care from specialty centers to family
practitioners (Romaniuk & Semigina, 2018), creating issues surrounding physician rapport
and concerns about breaches of confidentiality that may influence coping (Hughes &
Lewinson, 2015).

No studies to our knowledge have examined coping with HIV among OPWH immediately
after diagnosis in any global context and there are no known studies examining coping with
HIV in Ukraine. However, research conducted primarily in the United States examining
experiences of individuals aging with HIV or experiences of older individuals several years
after HIV diagnosis has found OPWH to be a resilient population, despite the significant
challenges they face (Emlet et al., 2011; Fang et al., 2015; Fumaz et al., 2015; Siegel et al.,
1998). A recent study by Rosenfeld et al. (2018) examined strategies that OPWH used to
improve well-being and identified volunteering, accentuating the positives in life, comparing
their health with that of others, and attributing a benign meaning to HIVV medication as
coping strategies. Notably, the study excluded OPWH diagnosed within the last 12 months,
citing a high mental health burden among those newly diagnosed (Rosenfeld et al., 2018).
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A study conducted by Beuthin et al. (2015) identified the narrative storylines of those aging
with HIV theorized to influence how individuals live with HIV, including embodiment of
illness, sense making, death and loss, secrets and stigma, identity, and seeking connection.
Spirituality has also been identified as a factor in coping for OPWH (Siegel & Schrimshaw,
2002; Slomka et al., 2013). Interventions targeting coping in OPWH have shown promise
in reducing depressive symptoms (Heckman et al., 2011) and increasing positive forms of
coping (Heckman et al., 2001,2006).

Theoretical Framework

In this study we explore how newly diagnosed (within 6 months) OPWH in Ukraine
experience HIV diagnosis and identify coping strategies. Our approach in analyzing the
data was guided by the Transactional Model of Stress and Coping (Lazarus & Folkman,
1984), describing both coping strategies and the context surrounding diagnosis. The Lazarus
and Folkman model was chosen as the theoretical framework because it is a well-defined
model that is widely cited and used in a wide variety of settings (Folkman, 2010), including
among patients with HIV (Atkinson et al., 2008; Graham, 2015; Remien et al., 2006). While
it has not been used in the Ukrainian context, it has been used in studies of coping in other
populations in the wider Eastern Europe and Central Asia (EECA) region, including Russia
(Dolgova & Rokitskaya, 2020; Lutsenko, 2020). This model was particularly appealing
because of its emphasis on coping as a nonlinear process, which allowed us to explore

HIV diagnosis as a participant-defined stressor and examine patient accounts of coping
mechanisms and feelings toward diagnosis over time.

In the Lazarus and Folkman (1984) model, coping is defined as cognitive and behavioral
actions to manage stressors that exceed the individual’s ability to handle them. The model,
summarized in Figure 1, describes coping as dependent on a series of appraisals of the
stressor and is highly dependent on personal and contextual factors that influence how a
stressor is perceived. Primary appraisal occurs as an individual judges if the stressor poses
a threat, whereas secondary appraisal involves evaluation of resources and coping strategies
to address the threat, and reappraisal involves reevaluation of the stressor. Coping strategies
then focus on confronting the source of stress (problem-focused coping) or on managing
emotions (emotion-focused coping) (Lazarus & Folkman, 1984). While the texts were
analyzed inductively, the Lazarus and Folkman model served as the theoretical lens while
reading transcripts and interpreting results, with special attention paid to how participants’
appraisal of HIV diagnosis was evolving (in their own words and description) from the
time of diagnosis to the time of the interview and what internal and external resources
participants utilized.

Study Focus Inspired by Gaps in Extant Knowledge

In this study, we drew inspiration from several gaps in the literature and from themes that
were conspicuous in their absence. No studies to our knowledge have examined coping
strategies among newly diagnosed OPWH (within 6 months of their diagnosis) in any
setting, as extant published studies either excluded OPWH who were newly diagnosed
(Rosenfeld et al., 2018), examined OPWH diagnosed many years prior (Beuthin et al., 2015;
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Fumaz et al., 2015; Solomon et al., 2014), or included a mix of newly diagnosed OPWH and
those who had learned about their status long ago (Emlet et al., 2011; Siegel et al., 1998;
Siegel & Schrimshaw, 2002). In the Ukrainian context, this early period after diagnosis is
of particular concern given ongoing work demonstrating significantly higher rates of loss to
follow-up after diagnosis among OPWH compared with younger patients, highlighting the
need for intervention during this critical time (Allen et al., 2020b). Furthermore, research
on coping in OPWH has primarily been conducted in the United States or Western Europe
(Emlet et al., 2011; Fumaz et al., 2015). Studies in Eastern Europe or Central Asia are
critically lacking, despite a high prevalence of HIV in the region (UNAIDS, 2020). To

our knowledge, this is the first study to examine coping with a new HIV diagnosis among
OPWH in Ukraine or the EECA region more broadly.

Finally, research on HIV in Ukraine has traditionally followed the epidemiology of the

HIV epidemic, with a heavy focus on the intersection of HIV with intravenous (1V) drug
use or comorbidities like hepatitis C (Mazhnaya et al., 2017; Ranjit et al., 2019; Tan et

al., 2020). With emerging recognition of the increasing proportion of incident HIV cases
among older people, research and programmatic HIV care in Ukraine must also shift to
include the aging population (Rozanova, 2018). Using qualitative interviews of OPWH soon
after diagnosis, we expand existing knowledge about how members of this understudied
population understand HIV and find a way to live with it.

Participant Recruitment

In-depth interviews (IDIs) were conducted with 30 OPWH who met inclusion criteria: aged
50 years and older, diagnosed with HIV within the last 6 months, and receiving care at

the Kyiv AIDS Center. The Kyiv AIDS Center is the flagship state institution for HIV

care that consists of three clinical facilities and is the main center for HIV-related clinical
care in Kyiv and the surrounding region (Kyivska Oblast), providing care for approximately
14,000 patients. Kyiv, Ukraine’s capital, is the epicenter of the HIV epidemic with 23,000
diagnosed PLWH, placing it in the top 30 most profoundly impacted cities globally (“How
Kyiv Fights the HIV/AIDS Epidemic,” 2017). The AIDS Center in Kyiv was chosen for our
study due to the centralized HIV care, minimizing selection bias, as well as the large volume
of patients to facilitate enrollment. HIV testing and treatment in Ukraine is free of charge
for all registered patients, as are basic lab tests and doctors’ appointments. Patients must pay
out of pocket for any additional tests or medications for comorbid conditions. Since 2016,
Ukraine has employed the “Test and Treat” approach, with HIV providers prescribing and
dispensing ART to patients as soon as possible after diagnosis, without restrictions based on
CD4 count. About 300 OPWH are diagnosed at the AIDS Center per year.

Potential participants were identified by the Center’s psychologist, who meets with every
new patient entering care. The psychologist offered eligible patients a description of the
study; if interested, the potential participant then met with the interviewer who explained
the study, and if a patient was willing to participate in IDI, written informed consent was
obtained including for audio recording. Approval of the protocol was obtained from the
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Human Investigation Committee at Yale University and the Institutional Review Board
(IRB) at the Ukrainian Institute of Public Health Policy in Kyiv, Ukraine.

Data Collection

We developed the interview guide for newly diagnosed OPWH based on the domains
emerging from interviews we had conducted previously with HIV care providers and the
literature (Chiao et al., 1999; Martin et al., 2008; Rubtsova et al., 2017; Sankar et al., 2011).
Interview questions focused on the circumstances of participants’ HIV diagnosis, reaction
and attitude toward diagnosis, knowledge about HIV, health and treatment history, risk
behaviors, disclosure of HIV status or intent of disclosure, and attitude toward the future.

After informed consent, interviews were conducted in a private location in the clinic for 30
to 60 minutes and were audio recorded. Participants were advised that they could skip any
question they did not wish to answer, and that they could terminate the interview at any

time. Participants received 200 UAH (~US$7) for participating in the IDI. As the interviewer
was fluent in both Russian and Ukrainian, participants could choose the language to be
interviewed in, and all participants completed the interview in Russian. The sampling was
purposive, as we strove to ensure the participants’ diversity including both men and women
of a variety of ages over 50, as well as those with different comorbidities. We ceased
interviews when thematic saturation was reached. In total, 30 participants completed IDls.

Data Analysis

Audio files were transcribed verbatim and analysis of texts was conducted in Russian.
Transcripts were coded using the latent content analysis method described by Graneheim
and Lundman (2004) and Lindbom et al. (2017; Graneheim & Lundman, 2004; Lindbom et
al., 2017). Transcripts from the same five interviews were closely read with personal notes
to attain a general overview of the material. The ideas from the notes were then discussed
and summarized into condensed meaning units, each of which was given a succinct name,
or code. This list of inductively created codes formed a codebook that was iteratively refined
through team discussion and then applied to code all 30 interview transcripts (including

the initially read five). To ensure rigor, we held biweekly team meetings to review coding
and made collective decisions about any excerpts that were hard to interpret and code. The
coding process took 5 months. During the coding of the data, new codes could be added if
new ideas were identified that had not been captured by the existing codes, and previously
coded interview transcripts were then reread to ensure ideas captured by the newly created
code had not been missed there. At the final stages of the analysis, categories were also
aggregated into larger, more general themes that described their collective meaning. Regular
meetings were held throughout the process. Reflexivity was practiced during meetings, and
alternative interpretation of text was considered prior to making final decisions. Although
we did not initially agree, consensus was reached through discussion. MaxQDA software
was used for organizing qualitative data analysis.

Overview of Results

This study examined the HIV diagnosis accounts of newly diagnosed OPWH in Ukraine
with the goal of understanding the specific challenges that OPWH face in the peri-diagnosis
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period. We found that OPWH perception of HIV diagnosis evolved quickly in this period,
with many describing these changes as a longitudinal process beginning before diagnosis
and ongoing at the time of interview. As OPWH reflected on this process, several common
themes emerged. OPWH (1) viewed themselves as low risk for HIV; (2) experienced
diagnosis as a traumatic event that challenged self-image; (3) disclosed and sought support
among a small circle of family, friends, and/or health care providers; (4) avoided disclosure
for fears of anticipated stigma and involuntary disclosure; (5) viewed age as an asset; and (6)
used HIV diagnosis as starting point for growth. Overall, OPWH generally reported negative
attitudes toward their HIV status at the time of diagnosis but could view their diagnosis more
optimistically over time.

Sample Characteristics

Patient demographic and HIV treatment characteristics are shown in Supplemental Table I.
Among 30 OPWH, the mean age was 58 years, and 53.3% were female. The mean time
since diagnosis was 2.1 months with 22/30 (73.3%) participants currently taking ART and
13/30 (43%) reporting a history of opportunistic infection. Heterosexual sex was the most
commonly reported risk factor for HIV transmission (18/30, 60%), followed by injection
drug use (5/30, 16.7%) and being men who have sex with men (MSM; 1/30, 3.3%), though
20% declined to identify a risk factor. Location and circumstance of HIV diagnosis is
summarized in Supplemental Table I1. Diagnosis most commonly occurred in the outpatient
setting during routine screening (12/30, 40%) or during hospitalization with an infectious
process (11/30, 36%).

Low self-perceived HIV risk.—Before diagnosis, most OPWH viewed HIV as a
stigmatized condition primarily affecting drug users or sex workers, leading many patients
to view HIV as a disease of others that could not affect them. Participants often made a

clear distinction between “ordinary people” (in reference to themselves) and people who met
their expectations of a person with HIV. This sentiment is illustrated by one male participant
who spoke about how his understanding of HIV from the media led him to believe that he
was not a person who could be affected. Describing his understanding of HIV at the time of
diagnosis, he made a clear distinction between himself and those who he believed were at
risk:

| figured that [people with HIV] are drug users ... needles and so on. Therefore,
I did not communicate with drug users and | am myself not a drug user.
Homosexuals—this is the same, and | am also not one.

Participants often struggled to reconcile their diagnosis with their view that they were not at
risk for the disease in the first place.

Many had little awareness about HIV and equated risk of HIV with not living a “healthy
lifestyle,” believing that HIV and a healthy lifestyle were incongruent. As a female
participant stated, “all that | knew [of HIV/] was what was advertised on television” and

as another pointedly stated, “I knew that this virus was a dangerous disease but it happened
that it didn’t concern me as | lead a regular lifestyle, well 1 didn’t think that | would get it so
I was not worried about it.”
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While participants used the phrase “healthy lifestyle” regarding the absence of drug use or
high-risk sexual practices, it was also closely tied to their identity as older adults and how
participants viewed themselves in a broader sense. As one female participant expressed, “I
never thought that [HIV] would someday touch me ... I am a family person ... I’m 60 years
old, I never did bad things, in this sense—a healthy lifestyle.” For her, “healthy lifestyle”
was a reflection of her identity as an older woman who lived a morally acceptable life. Four
participants who were diagnosed as a result of their heterosexual partner being diagnosed
with HIV similarly expressed shock at their diagnosis and struggled to identify themselves
as being at risk prior to learning about their partner’s status.

A notable exception to viewing themselves as low risk for HIV were participants who were
either currently using IV drugs or had a history of drug use in the past. These patients

had a higher awareness of HIV at baseline and of their susceptibility to HIV. As one male
participant with a history of IV drug use stated, “I have scolded myself my whole life for

the diagnosis of HIV. | repeatedly jumped from drug to abstinence, | forced myself and

then again relapsed. Well psychologically | long ago set myself up for this.” While these
participants recognized their HIV risk, they also believed that their history of drug use meant
that they had not led a “healthy lifestyle.”

HIV diagnosis as a traumatic event.—Participants described their HIV diagnosis as an
emotionally and physically traumatic event. Their most common reactions toward diagnosis
were “shock,” “fear,” and “shame.” Emotional reactions to diagnosis could be extreme. As
one male participant described, after his diagnosis he felt like he no longer wanted to live: “I
for the whole week walked like a zombie. | even, honestly, wanted ... to die.” Some patients
described lasting psychological consequences of diagnosis with one participant even quitting
her job over fears of her coworkers finding out about her HIV. Another male participant, a
widower in his 60s, remembered how HIV had worsened his existing feelings of isolation
and made him feel “humiliated.” For him, HIV was a condition in which “you are not whole
... You have an illness in which you are not a whole person.” A female participant compared
the fear in receiving HIV diagnosis with someone learning they have cancer: “Who knows
what is better, cancer or HIV.”

These feelings were exacerbated in those who viewed diagnosis as challenging their self-
image. Having received HIV diagnosis, participants were forced to reconcile their view of
themselves with their negative associations surrounding HIV. For one female participant,
HIV diagnosis challenged her view of herself as an “ordinary,” older person.

It is hard for me, because there is this stereotype that this is a disease of a certain
segment of the population, some garbage of society ... You don’t want to associate
yourself with that group, so that you are then abnormal ... But you find yourself in
this environment, this is very uncomfortable, you know, it is very depressing.

This participant also compared her experience of HIV diagnosis with her previous diagnosis
of cancer, saying that her diagnosis of HIV was more difficult because she was fighting
feelings of guilt: “The worst thing is that you blame yourself ... you did something wrong
... The guilty feeling eats you up.”
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Many patients described their HIV diagnosis as a physically traumatic process, as the road
to diagnosis was often long and arduous. This was especially true for the one third of
patients diagnosed while hospitalized with an infectious process in the setting of acute and
serious illnesses. Many of them described extensive hospitalizations, often seeing multiple
specialists before being tested for HIV. One male participant recalled being evaluated by five
different specialists over two hospitalizations before he was tested for HIV, while another
described over a year of being in a “terrible state of health” with multiple illnesses, viral
lung conditions, and a 15-kg weight loss before physicians tested him for HIV. Others were
diagnosed in the setting of severe illness like one female participant, who had presented to
her primary care doctor for a runny nose but soon ended up unconscious for 4 days with
meningoencephalitis. A late diagnosis led directly to physical disability in three participants,
impacting their ability to work or creating difficulty returning to their normal life.

Serious illness contributed to the difficulty of receiving an HIV diagnosis. For one male
participant, HIV diagnosis challenged his view of his own health as he had considered
himself healthier than many people of similar age: “I am a healthy man! ... | know that
many do not live to my age! ... Where is this from? It was an enormous shock!” These
participants commonly viewed their physical recovery as the most difficult part of life. As
one participant stated, “the hardest thing is to recover,” while another participant stated, “to
be treated to live even a little more ... we must pull ourselves together, as they say, to not
lose heart.”

Use disclosure to seek support among a small circle of family, friends, and/or
health care providers.—The majority of OPWH had chosen to disclose to at least

one close family member or friend, with children and partners being the most common.
Participants overall received positive responses, with many confidantes becoming actively
involved in their treatment. One female participant described how her daughter helped her
learn more about HIV: “My daughter was in shock for two days. Then | went to her and we
searched the internet together, to learn everything. We learned, and now everything is well.”
The son of another female participant encouraged her to accept her diagnosis: “As my son
says, you simply have to be confident in yourself, love yourself. Well you got this [HIV] but
no one is to blame, and you have to love yourself so that you can care for yourself.”

Others described their disclosure as changing their relationship with the person they
disclosed to, often for the better. For the same participant, her diagnosis became easier to
handle when she “stopped hiding in herself” and told her children about it. Her relationships
with children became the best part of her life.

The best is that | have children, loved ones who understand me, grandchildren who
make me happy, and relationships which became much better between me and my
children. They became more caring towards me.

Another participant said her son became much more supportive since she disclosed her
diagnosis: “He began to treat me better. Earlier he didn’t call ... and now he comes running
every day and brings me something to eat.”

Qual Health Res. Author manuscript; available in PMC 2022 March 17.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Allen et al.

Page 9

Health care professionals were cited as a large source of support for the participants as they
learned of their diagnosis. One female participant spoke about her communication with a
social worker:

Especially at the first stage, when you get there, it is like ice water is poured on
you, you are in shock. Then, of course, when there is a social worker, a girl that
calmly explained to me that | should not be afraid, it is very important. It’s very
important that you are not alone with this problem. I can always call her, she told
me to call at any time, if there is any problem—this is very important.

Another participant described how her social worker was instrumental immediately after she
was diagnosed, and connected her to care.

It’s good that the social worker came and | didn’t have to go to the AIDS Center
on my own, that the girl came and took me by the hand. It is good that they called
her from the hospital because | would not have come on my own in my life, to be
honest ... You can talk to the social worker about everything, because she knows
everything.

Selective disclosure and anticipated stigma.—Participants used discretion about
disclosure to avoid disclosing to people they felt would react poorly. In some cases, the
choice to not disclose was to protect their relationships due to high anticipated stigma. One
female participant explained her reasoning for disclosing to her son but not to her daughter,
as her daughter had once tried to get her coworker fired for being HIV-positive. Another
refused to tell her children for fear they would not let her see her grandchildren:

I will never tell [my children] about [HIV]. I do not know their reaction. | have a
granddaughter, who is one year old, and there should soon be another one from [my
son], well from my son, next year. | can’t tell them. What if they would not want
me to visit.

Other participants framed their decision to not disclose as a means to protect loved ones
from the emotional difficultly they had experienced themselves in receiving their diagnosis.
One woman was afraid to disclose to her mother and children for fear that the news would
cause them too much stress:

They will be scared, I’m more afraid for my mother so that she doesn’t have a heart
attack, she’s already older. All these explanations about modern drugs and other
things will not have an effect on her and especially on the children.

None of the employed participants had chosen to disclose their status to colleagues out
of fear that “they would not understand [me]” or fear of being fired. As one participant
explained,

Many simply don’t want to lose their jobs because, as far as | know, they can’t
officially fire me because I have HIV but they can persistently ask me and create
conditions so that | leave.

OPWH were wary about disclosing to certain health care professionals and sought treatment
environments where their condition would be understood. Most participants would rather
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not disclose their HIV status to physicians outside of the AIDS Center unless they were
directly asked, and almost all indicated that they were resistant to changing care from

the AIDS Center to a family physician. Participants strongly associated their primary care
clinics with their communities; they feared that they would lose confidentiality, and news
of their diagnosis would spread in the community. One woman reacted to news that ART
treatment could be moved to community clinics saying, “Believe me, then the whole clinic
and everyone on earth will know about this [HIV diagnosis]. | do not agree with this,
completely disagree.” Another preferred to continue treatment at the AIDS Center because
she felt it preserved her anonymity:

I don’t know how they [family doctors] would react to this, let’s say, if | [disclosed]
in the clinic near my residence. | don’t know. Here, simply, they have specialists
and everything is the same. No one advertises anything here. Here no one knows
anything about you. No one asks anything. They only know your name and that’s it.
But there—no, | would not want to talk to anyone about it.

Beyond fear of involuntary disclosure, participants like this woman anticipated stigma from
non-HIV health care professionals and did not know how to disclose HIV to other clinicians/
providers. As another stated,

[At the AIDS Center] the attitude is good. The nurses are caring, the staff, the
doctors good, here—yes, but to strangers it is ... |1 don’t even know how to admit to
someone if | was staying in a hospital somewhere, | don’t know at all.

Overall, participants at this early stage after diagnosis expressed a strong preference for
preserving their confidentiality, seeking care at specialized AIDS clinics, and eschewed care
in primary care settings.

View age as an asset.—Age was invoked as a positive in participants’ ability to embrace
uncertainty of life and to cope with their diagnosis. As one male participant said of his
diagnosis,

It made me nervous, but ... in the end, | am [more than 50] years old, not 20
[laughs], and life ... I would, of course, like to live another 30 years ... but what
will happen—will happen.

Her age allowed a female participant to focus on living: “What can be good at this age—
good weather, yes. As they say, a good mood in the morning. It is necessary that we don’t
get fixated on all of this. And live further.” Another female participant expressed a similar
sentiment: “I’m 60 years old, | understand honestly that there is nothing to be done but live.
She also felt that being diagnosed at this age had allowed her to live the majority of her life
without the burden of HIV:

It is good that | am not young anymore, that | am not with anyone and | do not need
men ... If | were young and | would have spread [HIV], everything would have
been mined, it would have been tough.

She also described feeling that being diagnosed at an older age put her in a better position
than younger people:
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... by this age, you know, I’m not scared anymore. When | see pregnant girls in the
hallway, I’'m scared for them, | feel sorry for them. I think—God they are young,
they give birth, but | already lived and everything was fine, okay ... Of course,

it’s scary ... but looking at the youth, it’s a little for me, well, you can’t say it’s
calming ... it’s really scary for them. I think how they will live, because they have
everything ahead.

As evident in both participants’ statements, participants appreciated that being diagnosed at
an older age had allowed them to live most of their life as a “normal person” and allowed
them to navigate major life events without HIV.

By drawing on past experiences and age as an asset, OPWH could reframe the unexpected
HIV diagnosis as another life event that they were capable of overcoming. One male
participant described his outlook on the future by comparing it to his past struggles with
finances, deaths of loved ones, and other health issues, while another said he was able to
begin to view HIV as something that he must actively fight against: “I had this in my life,
not only ups, but also downs. | understood that if a person does not pull himself together
and does not begin to do something to be good, then it will not be good.” For others,
comparisons of HIV with other chronic diseases helped frame the diagnosis as a familiar
condition that could be managed. As one stated,

And here 1 think, that there should be information about HIVV—that it is not fatal,
that this is a state which cannot fully be cured, but ... that you need to live with it
... like diabetes or hepatitis—you live and you live.

HIV diagnosis as a foundation for personal growth.—Despite all the difficulties
experienced through HIV diagnosis, many identified that knowledge had empowered them
to make changes. One female participant described a day where she could feel positive about
her diagnosis as it was something that she was actively treating: “I am happy because | know
of my illness.” Another echoed her:

[what is] good—probably that, at the end of the day, | knew that | was sick. And
now | will fight with this illness, infection. | will be careful and not infect anyone
... Well, now | know, at least, about it, about the problem and | will try to resolve,
to treat. That is it. It is good that I found out.

Participants described their diagnosis as an opportunity to reconsider their priorities. They
spoke about three (often interconnected) ways in which their diagnosis had impacted their
view of the future: (a) embracing life, (b) focusing on relationships, and (c) prioritizing
health.

One woman described how being diagnosed with HIV forced her to consider her mortality
and embrace living in the moment: “The main thing is quality of life, and not who is

sick with what. The quality of life, and how much you will live. That’s all. You need to
understand that you can die from the flu tomorrow.”

Others used diagnosis as an opportunity to begin prioritizing their health. For another
participant, being “as healthy as possible” was what allowed her to look to the future with
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optimism. For participants who reported current or past drug use as a route of transmission,
this was especially apparent. Two participants who were actively using drugs at the time of
diagnosis cited their diagnosis as an incentive to make changes in their lifestyle by quitting
drugs or starting drug treatment. One woman, who had since quit using drugs, explained
that her diagnosis gave her relief as it was an opportunity for her to confront an issue [HIV
infection] that she had suspected but not confirmed: “I knew it. | knew it. Therefore, |
embraced it. Honestly, the kind of certainty at last, | am dealing with this issue already.”

HIV diagnosis made another participant focus on her relationships, both with her children
and those around her:

You know, psychologically, | rejoice every day. | try to share more of my attention
with my children. | became calmer, surprisingly. It would seem | would worry but
it is the opposite, | became calmer. Calmer in my relation to people, towards their
moods, towards their flaws, | try to smooth sharp comers because who knows what
will happen in a month, in two months ...

For many, living in the moment meant refocusing on relationships. One participant said that
the biggest change in her life was “my relationship to life ... You know | started to live
more, well as they say, | do not need money, money, money, not money but relationships.
Relationships with family, relationships with loved ones.”

Discussion

Mapping patients’” accounts of HIV diagnosis to Lazarus and Folkman’s model provides a
framework for understanding how OPWH experience HIV diagnosis and find a way to move
forward. Understanding this adjustment process is essential for informing the development
of strategies to improve rapid engagement of OPWH in HIV care. Figure 1 provides a
graphical representation of the Lazarus and Folkman transactional model of stress and
coping adapted for Ukrainian OPWH. HIV diagnosis represented a significant stressor,
Themes 1 and 2 exemplified primary appraisal, Themes 3 and 4 exemplified secondary
appraisal, and Themes 5 and 6 exemplified early emotion-based coping mechanisms. As
participants began primary appraisal, several factors appeared to influence how OPWH
experienced HIV diagnosis as a stressful event. These included a low level of baseline HIV
knowledge, harmful stereotypes about people with HIV, conception of self as an “ordinary”
older person, and lack of recognition of personal risk (Theme 1). HIV diagnosis was
characterized as both a psychologically and physically traumatic event that often challenged
self-image and identity, contributing to the stress of diagnosis (Theme 2). Participants sought
assistance addressing HIV diagnosis through the process of secondary appraisal, confiding
in the family, friends, and health care workers who were likely to be supportive (Theme 3),
and avoiding disclosure to those who would not, including primary care providers (Theme
4). Anticipated stigma and fears of breaches in confidentiality were the biggest barriers to
secondary appraisal. Participants also demonstrated early use of emotion-focused coping
mechanisms, including positive interpretation and growth by viewing age as a strength
(Theme 5) and HIV diagnosis as a starting point for personal development (Theme 6).
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The importance of knowledge and education about HIV was repeatedly emphasized by
OPWH. In the process of primary appraisal, previous education about HIV (or lack thereof)
played a large role in how OPWH evaluated and experienced HIV diagnosis as a stressor.
Stereotypes about those with HIV as drug users or sex workers were often cited as the only
source of baseline HIV knowledge among participants, with many citing these stereotypes
as a major factor in their lack of self-perceived risk (Theme 1) and contributing to the
identity crisis that participants described upon diagnosis (Theme 2). These findings also
reveal that OPWH strongly associate HIV as a disease of a very specific population (i.e.,
substance users, MSM, sex work). This conception of HIV is likely closely connected to

the epidemiology of HIV in Ukraine and the efforts undertaken to control the epidemic.
According to major international reports (UNAIDS, 2020; WHO Regional Office for
Europe, European Centre for Disease Prevention and Control, 2017), Ukraine had one of the
fastest growing HIV epidemics in the world, largely fueled by IV drug use in the setting of
stark economic and health care collapse coinciding with the fall of the Soviet Union. Early
large-scale prevention efforts to combat the epidemic focused heavily on addressing key
populations, such as 1V drug user and sex workers, and were overall successful in expanding
HIV testing, ART availability, and opioid treatment programs. Education surrounding HIV
followed suit, largely focused on addressing the epidemic in key populations (Colborne,
2017; Ministry of Health of Ukraine, 2015). These aggressive efforts led to a slowing of new
cases, and in 2008, heterosexual sex appeared to become the most commonly reported route
of transmission in Ukraine (Vitek et al., 2014; WHO Regional Office for Europe, European
Centre for Disease Prevention and Control, 2017).

While the epidemiology of the HIV epidemic has shifted, our research reveals that the
stereotypes of HIV among older adults in Ukraine have not. While no studies in Ukraine
have assessed HIV knowledge specifically among older adults, a study conducted in Ukraine
among PLWH of all ages identified a lack of knowledge about HIV as a major barrier

to linkage to care (Kiriazova et al., 2018). The results of this study, as well as findings
globally in other settings showing that OPWH possess low levels of knowledge about HIV
(Henderson et al., 2004) and do not perceive themselves to be at risk for HIV (Altschuler
et al., 2008; Jackson et al., 2005; Maes & Louis, 2003), suggest that HIVV knowledge and
risk perception may be lower in Ukrainian OPWH compared with younger patients and
may contribute to the low linkage to care seen in Ukraine (Allen et al., 2020b). In general,
increased awareness of HIV in older adults and the variety of mechanisms by which HIV
is transmitted is needed among the general population, providers, and at the institutional
level in Ukraine. Frameworks for HIV educational campaigns aimed at older people in

the United States have been developed (Orel et al., 2005), well received (Altschuler et

al., 2004), and shown to decrease unprotected sex (Illa et al., 2010). Informal surveillance
in Kyiv revealed that there are currently no organizations that offer formal age-specific
programming. Age-inclusive educational interventions in the Ukrainian context are needed
to address stereotypes, stigma, and perceptions of risk among both the public and older
adults.

In secondary appraisal, as participants began to evaluate the support available to them, they
turned to close contacts or health care professionals (Theme 3). Disclosure to a confidante
among people with HIV of all ages has been shown to play an important role in HIV
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acceptance and treatment (Horter et al., 2017; Nam et al., 2008) and in mental health and
wellness (Rosenfeld et al., 2018). While disclosure patterns among OPWH are understudied,
one study conducted by Emlet et al. (2011) in the United States found that OPWH were less
likely than younger patients to disclose HIV status and that disclosure was associated with
increasing time since diagnosis and having a close confidante (Emlet, 2006a). Our findings
suggest that the majority of OPWH in Ukraine had disclosed to at least one family member
or friend within 6 months of diagnosis. Health care workers, especially social workers, were
noted by participants to be particularly important immediately after diagnosis before OPWH
were able to involve close confidantes. Older people in Ukraine face specific challenges
engaging in dialogue about issues of sexual wellness, including with their providers. This

is likely related to views of older adults as moral authorities in society and stereotypes
about the asexuality of older adults. This may be especially true of older women, who are
more likely to be scrutinized or have their sexual or substance use behavior equated to
moral failings. These views of older people contribute to the lack of perceived risk and
difficulties accepting the diagnosis. From ongoing work among HIV providers, many of
whom are also older, discomfort speaking to older patients regarding sexuality or substance
use behaviors is common. Many cited a fear of offending the older person, believing in the
wake of such questions older patients would feel targeted as a “type” of person that engaged
in promiscuous or addictive behavior.

Secondary appraisal was complicated by anticipated stigma and fear of confidentiality
violations contributing to hesitancy around disclosure (Theme 4). The finding that the
majority of OPWH would not want to transfer HIV care or disclose about HIV to a primary
care physician is of particular significance in the Ukrainian setting, as ongoing health reform
efforts in the country aim to incentivize the development of a comprehensive primary care
system. Our study highlights that the major resistance toward this transfer was concern

for breach of confidentiality and fears of judgment from providers, who patients viewed

to be within their immediate community, similar to findings of another study of Russian
PLWH published recently (Dudina et al., 2020). For some, the AIDS center provided an
anonymity that their primary clinics could not and OPWH feared that discussing their
diagnosis in the same physical location that they, their family, and friends received care
posed a risk of involuntary disclosure. Almost paradoxically, OPWH in our study who said
they had good relationships and long-term established trust with their family provider were
hesitant about disclosing their HIV status to them for fear of how the disclosure could affect
their relationship. Notably, while literature from the United States suggests that OPWH

do experience ageism (Emlet, 2006b), HIV-related stigma (Emlet, 2007), and significant
breaches in confidentiality (Emlet, 2008), our study did not identify these challenges among
OPWH, potentially attributable to relatively short time since diagnosis. Given these findings,
there is a need for additional training for medical providers to institute nonjudgmental care,
tackle issues of confidentiality, as well as develop training tools to improve engagement
among older patients about sexual health and substance use in the primary care setting, and
increased emphasis on routine screening (Leblanc et al., 2016).

Early emotion-focused coping mechanisms included seeing age as a strength and using HIV
as a starting point for growth (Themes 5 and 6). Considering age as a strength, OPWH
often applied the coping mechanisms they employed for other hardships to their experience
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of HIV diagnosis. Previous studies have shown that OPWH were able to view their age

as an advantage in line with what our participants expressed (Emlet et al., 2011; Fumaz

et al., 2015; Siegel & Schrimshaw, 2002; Vance & Woodley, 2005). Participants also used
positive reinterpretation and growth by viewing their HIV diagnosis as an opportunity to
redefine their priorities, a coping technique that has also been described in OPWH (Fumaz
et al., 2015). These results suggest that interventions aimed at promoting the use of social
support and focusing on the opportunity for growth may be particularly useful for newly
diagnosed OPWH in Ukraine. Social support among OPWH in Ukraine has also been linked
to retention in care during the COVID pandemic, emphasizing the need for innovative
interventions to promote social support at a time when physical interaction may be limited
(Rozanova et al., 2020).

OPWH would also benefit from age-specific and cultural-specific counseling to facilitate
disclosure to children, ascertain comorbidities, clarify the role of primary care providers,
redefine their priorities, and consider future goals (Theme 6). While health care service
utilization is overall similar to those for younger patients, OPWH were more likely to
require adjunctive services such as physical therapy, adult day care, home chore services,
and home delivered meals (Emlet & Berghuis, 2002). Other concerns of OPWH could be
addressed in counseling, such as uncertainty in aging with HIV (Furlotte & Schwartz, 2017,
Solomon et al., 2014), disability (Hanass-Hancock et al., 2015), and aging expectations with
a chronic illness (Kahana & Kahana, 2001; Pitts et al., 2005).

There appeared to be a great diversity of experiences and life circumstances within the
group of OPWH. Those OPWH who were relatively younger were frequently engaged in
caregiving to either children, grandchildren, or elderly parents while continuing to work
full- or part-time. Older OPWH were more likely to be retired and often relied on financial
support from adult children, as pensions for retirees are especially modest. In general,
women (both relatively younger and relatively older ones) were more likely to be tested
because a partner was diagnosed with HIV and men were more likely than women to have
a partner who was HIV negative. Our study is the first foray into exploring the experiences
of OPWH in Ukraine; among our next steps will be to further explore gender and the
experiences of older and younger OPWH.

More research is needed to examine the relationship between culture and coping among
OPWH. Almost all research regarding coping in this population has been conducted in the
United States and Western Europe. A minority of studies conducted in China have examined
coping strategies (D. Chen et al., 2020) and correlations (Xu et al., 2018) in Chinese OPWH,
but the impact of culture remains unclear and inconsistent definitions and methodology
make cross-cultural comparison difficult. Although OPWH in Ukraine may face many
unique challenges, it is difficult to discern the role of culture in the coping strategies used

by Ukrainian OPWH without a better understanding of this population within Ukraine and
coping strategies of OPWH globally. Future studies may also examine the impact of gender,
caregiving, and sexual identity on the experiences of OPWH in Ukraine.

There were several important limitations to our study. Participants of this study were all
50 years or older and there was no comparison group of younger patients, limiting our
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ability to differentiate characteristics specific only to OPWH. Furthermore, all participants
were engaged in care through the Kyiv AIDS Center and the experiences of the OPWH
interviewed in this study may not reflect the experiences of OPWH who are diagnosed and
who may not link to care. In addition, all participants were able to visit the center in-person
for interview, excluding participants with physical or financial barriers.

Future investigations must explore how Ukrainian and former Soviet culture impacts HIV
diagnosis coping mechanisms. Similarly, findings warrant further investigation of gender
and sexual identity, as these likely intersect with HIV stigma and ageism, shaping the
experiences for Ukrainian older women (but also older men) and influencing disclosure of
HIV status and likely engagement in HIV care.

Conclusion

In this study, we explored the accounts of 30 newly diagnosed OPWH in Ukraine,
examining their experiences of HIV diagnosis as a dynamic process that challenges identity
and self-image for OPWH yet moves toward perceiving age as a strength and HIV diagnosis
as a foundation for personal growth. Characterizing this early period after diagnosis through
an established framework provides a unique opportunity for developing interventions to
improve linkage to care, ART initiation, and reduction of observed high mortality.
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Figurel.
The evolution of coping among Ukrainian OPWH.

Source. Adapted from Lazarus and Folkman (1984).
Note. OPWH = older people with HIV.
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