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Abstract

Objective and Methods. The transition of HIV from an acute, fatal illness to a chronic health condition has shifted the
treatment needs of people living with HIV (PLWH). PLWH, including sexual minority men (SMM), are living longer
and are subject to health concerns often associated with aging. A major health concern of older SMM living with HIV
who report problematic substance use is chronic pain. This qualitative analysis of 15 one-on-one interviews with
older SMM living with HIV and chronic pain aimed to characterize this population’s experiences with pain, engage-
ment in HIV care, and problematic substance use. This study was conducted in a community health center in
Boston, MA. We also solicited suggestions for preferred intervention strategies. Results. Three main themes
emerged from the interview transcripts: 1) the impact of chronic pain and pain treatment on engagement in HIV clini-
cal care; 2) the impact of substance use on chronic pain; and 3) response to interventions to address chronic pain
and substance use. Conclusions. These findings underscore the need for interventions that address the structural,
physical, and psychological barriers to engagement in medical and self-care that affect older SMM living with HIV
and chronic pain.
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Introduction

The transition of HIV from an acute, fatal illness to a

chronic health condition has shifted the treatment needs

among people living with HIV (PLWH). Managing

symptoms effectively and improving quality-of-life out-

comes is now more achievable due, in part, to successful

HIV treatment, consistent engagement in care, and ad-

herence to antiretroviral medications (ARTs) [1, 2].

However, increased life expectancy contributes to the

emergence of conditions associated with aging—such as

chronic pain—that complicate the health profile and

quality of life of this population [3, 4].

Chronic pain is a prevalent condition among PLWH,

a group that is now living well into older age, with recent

estimates revealing that approximately 50% of PLWH

are 50 years or older [5, 6]. As PLWH age, they are at in-

creased risk for chronic pain and decreased mobility,

both of which are associated with decreased engagement

in medical care [7, 8]. Patients’ strategies to manage their

chronic pain greatly influence their quality of life, as

some coping strategies, such as the use of substances, are
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common among PLWH with chronic pain and can have

negative health consequences and lead to dissatisfaction

with the aging process [9].

Research indicates that among PLWH, dissatisfaction

with the aging process is associated with an increased po-

tential for high-risk opioid use or opioid misuse and a

tendency toward social isolation [10–13]. People living

with HIV who report higher pain ratings and substance

use to treat this pain are more likely to miss medical

appointments, thus reinforcing a challenging cycle of

chronic pain and disrupted treatment [14]. Additionally,

medication adherence, linked with lower mortality rates,

is affected by substance use patterns, with lower adher-

ence rates associated with higher rates of substance con-

sumption—including the misuse of prescribed opioid

medications—in this population [7, 15].

Sexual minority men (SMM) are disproportionately

affected by HIV, with 70% of new infections in 2017

contributed to male-to-male sexual contact [16].

Additionally, there is evidence to suggest that among

SMM, substance use and prescription pain medication

misuse may have a negative effect on engagement in HIV

care [17, 18].

Although the extant literature describes, with varying

degrees of completeness, the impact that chronic pain,

substance use, age, and sexual orientation may individu-

ally have on engagement in HIV care, there is a dearth of

research on the needs of individuals living at the intersec-

tion of these identities. The aim of this qualitative study

is to characterize a sample of older SMM living with HIV

who report chronic pain, substance-using behaviors, and

concerns about engagement in HIV care. The goal is to

understand more about patients’ experiences of manag-

ing chronic pain, the role of prescribed and illicit substan-

ces, the interference of chronic pain with treatment

adherence, and suggestions about tailored interventions

to treat these conditions.

Methods

Procedures and Participants
We conducted individual, semistructured qualitative

interviews with 15 older SMM living with HIV and

chronic pain. To qualify for the study, participants

needed to endorse 1) being a man who has sex with men;

2) being �50 years old; 3) living with HIV; 4) having

chronic pain for �3 months; and 5) using illicit substan-

ces and/or abusing prescription pain medications in the

past 6 months. Data on experiences of chronic pain, sub-

stance use, and pain medication misuse were collected

via self-report.

All interviews were conducted and transcribed in

English. Participants were recruited from health organi-

zations and community centers in the greater Boston area

via flyers and referrals from community members and

health care providers. After providing informed consent,

participants completed a brief quantitative demographic

survey and then met with the study site principal investi-

gator (PI) for a 60-minute qualitative interview.

Participants received $50 upon completion of the study

visit, which lasted for 2 hours. Interviews were conducted

between April and June 2015 at The Fenway Institute,

Fenway Health, in Boston, MA. All study procedures

were approved by the Fenway Health Institutional

Review Board.

Measures
The study team designed a semistructured interview

guide to explore the following concepts: experiences with

HIV, engagement in HIV care, use of HIV medications

and medication adherence, experiences with chronic

pain, substance use, sexual behaviors, and attitudes to-

ward an intervention to address chronic pain. Sample

items from the qualitative interview guide are listed in

Table 1. Each participant completed a short self-report

quantitative survey on sociodemographic characteristics

and experiences of chronic pain, use of illicit substances,

opioid medications, medication adherence, and engage-

ment in care.

Analysis
The interviews were audio-recorded and transcribed ver-

batim and then checked for errors. Using a grounded the-

ory approach to analysis [19], the team gained firsthand

descriptive insight into the experiences of older SMM liv-

ing with HIV who experience chronic pain [20, 21]. The

study team used a within-case and across-case approach

to review all transcripts and develop a code book [22].

The analytic team, composed of the two coders and the

study PI, developed a preliminary code book based on

the semistructured interview guide and through the open

coding of several transcripts. The two coders used the

code book to independently code the first transcript, dis-

cussed their results and the application of codes to the

text, and created subcodes where needed. Then, the two

coders recoded the first transcript and two additional

transcripts before meeting again to assess the code reli-

ability. The codes were deemed to reach sufficient reli-

ability when the coding of these two additional

transcripts was consistent between coders. A quantitative

measure of interrater reliability was not calculated, in

line with the grounded theory approach to qualitative

data analysis [19]. At this time, the researchers amended

the code book and expanded the coding scheme to ensure

that all data significant to the study aims were captured.

Once the code book was finalized and sufficient reliabil-

ity between coders was established, the research team di-

vided the rest of the interviews and coded them

independently. NVivo 11 (2015) software was used

throughout the process.
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Results

Demographic information is listed in Table 2. The mean

age of participants was 55.9 (standard deviation [SD] ¼
5.6). Nine (60%) participants identified as White,

whereas five (33.3%) identified as Black or African

American and one (6.7%) identified as multiracial. Two

(13.3%) participants identified as Hispanic or Latinx.

On a 11-point scale, with 0 indicating “no pain” and 10

indicating “pain as bad as you can imagine,” partici-

pants’ mean chronic pain was 5.9 (SD ¼ 2.2). Regarding

etiology of chronic pain, 66.7% participants endorsed

experiencing musculoskeletal pain, 13.3% endorsed pain

related to an illness such as shingles, and 20% reported

that the cause of their pain was unknown or not formerly

diagnosed by their physician. The majority of partici-

pants received prescribed pain treatment from their pro-

vider: 73.3% reported being prescribed narcotics

(Vicodin, Percocet); 33.3% were prescribed anti-

inflammatory medications (Celebrex, Toradol); 33.3%

were prescribed prescription Tylenol or aspirin; 13.3%

were prescribed a topical patch; and 6.7% were pre-

scribed a topical cream. In regards to medication misuse,

26.7% of the sample endorsed obtaining prescription

pain medication through friends or associates, and

33.3% noted that they occasionally take a larger dose of

pain medication than is prescribed by their provider. All

participants were prescribed antiretroviral medications.

Participants reported missing an average of 1.0 (SD ¼
2.4) medical appointments in the past year due to chronic

pain or substance use. Three emerging descriptive themes

were identified: 1) the impact of pain on engagement in

HIV care; 2) the impact of substance use on chronic pain

and engagement in HIV care; and 3) thoughts on inter-

ventions to address chronic pain and substance use

among older adults living with HIV. Supporting signifi-

cant statements from the qualitative interviews are in-

cluded in Table 3.

Table 1. Sample items from the semistructured interview guide

Related to Engagement in HIV Care

1. Over the past 6 months, how many medical appointments have you

missed?

2. What are some of the reasons for these missed appointments?

3. How would you describe your daily experience of taking HIV

medications?

4. How would you describe barriers to taking your HIV medication?

Related to Experiences of Pain and Pain Treatment

1. How would you describe your pain?

2. Did you experience chronic pain before your HIV diagnosis?

3. What are some of the things you do to help with your pain?

4. How is your chronic pain preventing you from completing your day-

to-day activities?

5. Have you ever been in counseling or any type of talk therapy because

of your chronic pain?

Related to Substance Use or Pain Medication Misuse

1. Are there times that you take your pain medication in a way other

than it is prescribed?

2. Are there other substances, either prescribed or not prescribed, that

you use?

3. Does using substances help with your pain? How does it help?

Related to Thoughts on Pain Management Interventions

1. What are some resources or skills that you might find helpful in man-

aging your chronic pain?

2. If there was an intervention to help you manage your chronic pain,

would you be interested in it?

3. Would you prefer one-on-one or group sessions? Why?

Table 2. Demographic characteristics

Age, mean (SD) 55.9 (5.6)

Race, n (%)

Black or African American 5 (33.3%)

White 9 (60.0%)

Multiracial 1 (6.7%)

Ethnicity, n (%)

Hispanic or Latinx 2 (13.3%)

Not Hispanic or Latinx 13 (86.7%)

Sexual Orientation, n (%)

Homosexual or gay 11 (73.3%)

Bisexual 4 (26.7%)

Education, n (%)

High school or GED 5 (33.3%)

Some college 3 (20.0%)

College degree 3 (20.0%)

Some graduate school 1 (6.7%)

Graduate or professional degree 3 (20.0%)

Employment Status, n (%)

Full time 1 (6.7%)

Part time 2 (13.3%)

Disabled 11 (73.3%)

Retired 4 (26.7%)

Average pain in the past week,

mean (SD) (range, 0–10)

5.9 (2.2)

Length of Time Experiencing Chronic Pain, n (%)

7–12 months 1 (6.7%)

>1 year–3 years 4 (26.7%)

>3 years–5 years 4 (26.7%)

>5 years–10 years 2 (13.3%)

>10 years 4 (26.7%)

Causes of Pain, n (%)

Musculoskeletal (arthritis, slipped disk, and so on) 10 (66.7%)

Acute illness (shingles, migraine) 2 (13.3%)

Cause unknown 3 (20.0%)

Number of missed appointments due to

chronic pain, mean (SD)

1.0 (2.4)

Types of Prescribed Pain Medication, n (%)

Narcotics 11 (73.3%)

Anti-inflammatories 5 (33.3%)

Topical patch 2 (13.3%)

Topical cream 1 (6.7%)

Prescription acetaminophen or aspirin 2 (3.3%)

Pain Medication Misuse, n (%)

Received nonprescribed pain medication 4 (26.7%)

Used more pain medication than prescribed 5 (33.3%)

SD ¼ standard deviation; GED ¼ General Educational Development.

N¼ 15.
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Theme 1: The Impact of Chronic Pain and Pain

Treatment on Participation in HIV Clinical Care
Participants discussed how they believe chronic pain

affects their engagement in HIV care, and these com-

ments can be grouped into three subthemes:

1. Pain-related impairment: For some, mobility limitations related to

pain interfere with their ability to get to their medical appoint-

ments (quote 1 in Table 3). In addition to feeling slowed down by

pain, many participants described how the combination of

weather conditions and pain generates barriers to appointment

adherence (quote 2).

2. Negative provider attitudes toward chronic pain patients. Other

pain-related barriers to engagement in HIV care included negative

or dismissive attitudes of medical providers and stigma associated

with the use of opioids for pain management (quotes 3 and 4).

3. Substance use–based impediments to adherence to HIV care re-

gime. Participants also discussed how increased use of prescrip-

tion pain medication and/or use of nonprescribed substances have

a negative effect on HIV medication adherence due to increased

forgetfulness when intoxicated (quotes 5 and 6).

Theme 2: The Impact of Substance Use on

Chronic Pain
Participants described using prescribed and nonpre-

scribed pain medications, as well as illicit substances, to

treat their chronic pain. These descriptions can be sepa-

rated into three subthemes:

1. Substance use in response to engagement in physical activity:

Participants disclosed that when their pain levels are high, partic-

ularly after engaging in physical activity, they will take more than

their prescribed dose of opioid medications or use other substan-

ces, such as crystal meth (quotes 7 and 8 in Table 3).

2. Substance use for the purpose of immediate pain management:

Similarly, participants discussed using illicit substances, such as

cocaine and marijuana, to lessen their pain quickly (quote 9).

3. Substance use for the purpose of mood management: Finally,

some participants shared that these substance-using behaviors

might serve more as a tool for mood management or distraction

rather than as a method for relieving pain (quote 10).

Theme 3: Proposed Interventions to Address

Chronic Pain and Substance Use
Participants were asked to describe potential interven-

tions to address their chronic pain and substance use in

relation to improved engagement in HIV care and medi-

cation adherence. Responses were varied but included re-

current subthemes:

1. Negative impression of therapy: Generally, participants believe

that psychological talk therapy would be less effective than eco-

nomic and financial support. For example, several participants

noted that they did not believe that talking about chronic pain

would change their pain experiences, whereas others noted that

an action-oriented approach would be most acceptable (quotes 11

and 12 in Table 3).

2. Use of and need for instrumental support: Providing tangible

resources related to housing, pain treatment, and financial

assistance were cited as being potentially helpful (quotes 13 and

14). Participants noted that the success of an intervention would

be determined by its convenience and flexibility, with ease of

travel to the intervention site highlighted as the most important

factor (quote 15).

3. Use of and need for group or social support: In addition, the value

of interventions based in social support was also discussed. Some

participants stated that participation in a support group would be

preferred to individual therapy (quotes 16 and 17).

Discussion

Although there are published data on the relationships

among chronic pain and HIV [3], chronic pain and sub-

stance use [9, 23], and substance use and HIV [17], this

study appears to be the first to investigate, qualitatively,

the experiences of pain and attitudes toward pain treat-

ment in a population of older SMM, a group that in the

United States is substantially affected by the HIV epi-

demic. The results of this analysis provide initial evidence

on the interactions among chronic pain, HIV, substance

use, and structural barriers to engagement in care.

Additionally, participants in this sample provide insight

into the feasibility and acceptability of potential interven-

tions to address chronic pain.

The extant literature demonstrates the associations be-

tween chronic pain, decreased quality of life, and engage-

ment with HIV care, which encompasses appointment

attendance and antiretroviral adherence [2, 14, 24].

Consistent with these findings and research on pain and

engagement in general medical care [25], participants in

our sample described how pain contributed to challenges

with treatment adherence, specifically the relationship

between decreased mobility and its impact on getting to

medical appointments. Most notably, several individuals

in our sample stressed that the need to navigate public

transportation while experiencing high levels of pain

makes attending medical appointments extremely diffi-

cult and, in unideal weather conditions, poses potentially

insurmountable barriers to engagement in care. Research

supports these observations, noting that a lack of feasible

transportation options poses a major barrier to engage-

ment in care among individuals who experience chronic

pain, especially those who have limited access to finan-

cial resources and social support [26].

To combat the lifestyle limitations associated with

chronic pain, PLWH employ a diverse range of pain man-

agement strategies, some of which could be considered

maladaptive. These strategies, including the use of pre-

scribed and nonprescribed substances, appear to assist

individuals with accomplishing the tasks of daily living

[23] but may further complicate the relationship between

pain and engagement in HIV care. Specifically, the

stigma associated with being an individual who uses sub-

stances can disrupt patient-provider communication.

Participants in this sample were selected for
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participation, in part, because they endorsed using non-

prescribed substances or misusing prescribed substances

to ameliorate the negative effects of chronic pain. A sub-

set of the sample described being labeled as a substance

user and shamed by providers for using prescription pain

medications. Maintaining open communication between

patients and providers is a salient concern because of the

health vulnerabilities that many within this population

face. Providers can discuss harm reduction practices with

patients to support medication and appointment adher-

ence even when substance use continues. In instances

where patients choose to disclose to providers how sub-

stance use interferes with their involvement in medical

and self-care, providers should consider interventions,

such as Life Steps [27], to aid patients in developing strat-

egies for increasing engagement in care.

Although substance use may ameliorate some burdens

of living with chronic pain, participants described that

substance use interfered with their ability to maintain op-

timal medication adherence. Some participants suggested

that late-night substance use, both in social settings and

in isolation, increased the likelihood of missing

medical appointments or failing to take an evening or

morning dose of HIV medications. These observations

are further supported by recent literature, which notes

that among PLWH who have chronic pain, substance

use is implicated in decreased medical appointment

adherence [28, 29].

Participants in our sample described a unique relation-

ship between substance use and pain management, indi-

cating its utility in task accomplishment, its role as a

“last resort” coping mechanism, and its use in mitigation

of psychological distress. For some, illicit substances or

ancillary doses of prescription pain medication may be

used in response to pain associated with physical activity.

This physical activity is often tied to functions of daily

living, such as walking to public transportation or

shoveling snow. Additionally, participants endorsed that

illicit substances, such as marijuana and cocaine, may be

used for pain management if immediate relief is desired.

Even when participants did not experience a decrease in

their physical pain, they reported that psychological dis-

traction from chronic pain was important to their quality

of life. This behavior may act as a form of avoidant cop-

ing, where individuals work to distance themselves from

a stressor [30]. Although avoidant coping does not pro-

vide long-lasting relief from stress among those

experiencing chronic pain, it may allow for short-term

mitigation of symptoms [31]. For our participants, it is

clear that there are multiple pathways to substance use,

including pain management, mood management, or re-

sponse to the effects of physical exertion. Due to these

health complexities of PLWH and chronic pain, adequate

assessment and treatment of chronic pain should be pri-

oritized to protect against maladaptive pain coping strat-

egies, including substance misuse. An important context

for treatment development is the recognition of the

overlapping epidemics of chronic pain, substance use,

and a tendency toward avoidant coping. Effective treat-

ments may well incorporate common procedures capable

of addressing each of these vulnerabilities, which may in-

clude problem-solving or approach-oriented coping strat-

egies and behavioral activation, in concert with effective

cognitive behavioral procedures for pain management.

As these overlapping vulnerabilities interfere with full en-

gagement in HIV care, it is plausible that they may also

interfere with other behavioral treatments. As such, a

flexible treatment platform—which may include health

navigation, accommodating scheduling practices, inte-

grated care models, and telehealth—is important to sup-

porting enduring behavior change.

When discussing potential intervention modalities,

many participants expressed a distrust in talk therapy

and a preference for more “active” treatment.

Additionally, participants noted that structural factors

may affect utilization of pain treatment—more immedi-

ate needs, such as securing stable housing, take prece-

dence over pain treatment or adhering to HIV

medications. The interplay between poverty and health

outcomes is well documented, with HIV disproportion-

ately affecting individuals living in poverty through inad-

equate access to health care and situational vulnerability

for HIV acquisition [16]. Additionally, some research

suggests that indications of poverty are associated with

unsuppressed HIV viral loads, underscoring the public

health importance of addressing structural barriers to en-

gagement in care [32]. Findings from these study teams,

along with data from the current sample, suggest that

competing survival needs affect engagement in care and

that these needs may be an important treatment target

for chronic pain interventions aimed at improving out-

comes for this population.

Participants were divided on their preferred interven-

tion format. Some found individual sessions more palat-

able, noting that they did not see the benefit of discussing

their pain experiences with others and expressing disin-

terest in listening to others’ descriptions of pain.

Conversely, others found group-based approaches ap-

pealing. One participant compared a group-based

chronic pain intervention to a 12-step program, noting

that both programs increase social connection and de-

crease isolation [33]. He ascribed the value of 12-step fel-

lowships to the program’s peer support model and

indicated that older SMM living with HIV and chronic

pain might benefit from a comparable peer support

group designed for this set of co-occurring health condi-

tions. As there are differing opinions on the best way to

implement intervention content, a hybrid individual-

group approach may be more generally accepted.

Recent interventions to treat pain among individuals

with chronic illnesses have leveraged a peer-led group

format to disseminate useful information and provide a

platform for the delivery of other psychological treat-

ments, such as cognitive behavioral therapy, that have
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been shown to be effective for this population [34]. As

discussed previously, of the participants who preferred a

group format for intervention implementation, most en-

dorsed the appeal of spaces where shared experiences

could be discussed and social support networks could be

strengthened. One recent intervention that employs the

peer-led format, Skills to Manage Pain (STOMP), fulfills

many of the requirements outlined by the participants in

our sample, such as the need for education, especially re-

garding the appropriate use of prescription opioid medi-

cations; an orientation to tangible outcomes; and the

creation of a support network. The STOMP intervention,

delivered both individually and in groups, uses peer facil-

itators (deemed “pain pals”) to provide pain and pain

treatment education, teach pain self-management skills,

and set up networks of support among PLWH. The

results of a pilot randomized controlled trial showed that

intervention content and structure were both feasible and

acceptable [35]. Although this intervention model pro-

vides a promising framework, the specific needs of older

SMM living with HIV and chronic pain are likely to dif-

fer from those living with HIV and chronic pain more

generally—including the potential stigma associated with

identifying as a sexual minority individual—and these

differences would need to be adequately addressed for an

intervention to be effective.

In sum, chronic pain poses a major health concern

among older SMM living with HIV. Responses from par-

ticipants in this sample indicate that although treating

chronic pain is challenging, interventions that address

substance use and misuse, barriers to engagement in pain

management and self-care behaviors, and social support

needs may be acceptable. Our findings suggest that fur-

ther study and adaptation of interventions aimed at

addressing chronic pain among older SMM living with

HIV are warranted.
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