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Abstract

Evidence suggests priorities differ between patients in HIV care and their providers regarding
topics most important to address in care. At five U.S. sites, we asked patients and providers to
prioritize 25 potential topic areas to address during routine visits, and invited patients to discuss
selection rationale. Patients (n=206) and providers (n=17) showed high discordance in rank order
priorities (I'2 (24, 223)=71.12; p<0.0001). Patients ranked social domains such as HIV stigma
highly; a higher proportion of providers prioritized substance use domains. HIV stigma was a
higher priority for patients in care fewer than 6 years (Fisher’s exact p=0.0062), nonwhite patients
(Fisher’s exact p=0.0114), and younger patients (Fisher’s exact p=0.0281). Patients’ priorities
differed between men and women (I'2 (24, 188)=52.89; p<0.0001), white race vs. other races (I'2
(24, 206)=48.32; p=0.0023), and Latinos vs. non-Latinos (I'2 (24, 206)=48.65; p=0.0021).
Interviews (n=79) revealed perceived impact of social context on health and health behaviors.

Resumen

Las pruebas sugieren que los pacientes en tratamiento anti-VIH y los proveedores de aquél tienen
prioridades distintas sobre qué aspectos mas importantes abordar en el tratamiento. En cinco
centros estadounidenses, pedimos a pacientes y proveedores que priorizaran 25 posibles aspectos a
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abordar durante las consultas de rutina, e invitamos a los pacientes a explicar los motivos de sus
elecciones. Entre pacientes (n=206) y proveedores (n=17) hubo una disparidad alta a la hora de
ordenar sus prioridades (I'2 (24, 223)=71,12; p<0,0001). Los pacientes dieron gran importancia a
los aspectos sociales, tales como el estigma asociado al VIH; una mayor proporcion de
proveedores dio mayor importancia a lo relativo al uso de sustancias. El estigma asociado al VIH
fue una prioridad mas alta para los pacientes en tratamiento durante menos de 6 afios (prueba
exacta de Fisher p=0,006), pacientes de raza no blanca (prueba exacta de Fisher p=0,0114) y
pacientes mas jovenes (prueba exacta de Fisher p=0.0281). Las prioridades de los pacientes
difirieron entre hombres y mujeres (I'? (24, 188)=52,89; p<0,0001), raza blanca frente a otras
razas (I'? (24, 206)=48,32; p=0,0023), y origen latino frente a no latino ((I'2 (24, 206)=48.65;
p=0.0021). Las entrevistas (n=79) realizadas revelaron una percepcién del efecto del contexto
social sobre la salud y los comportamientos relacionados con la salud.

Introduction

The movement toward patient-centered care, a cornerstone of the Chronic Care Model, (1-4)
works toward meaningful inclusion of patient perspectives in their care and a framework of
active partnership with patients in making treatment decisions. Patient-centered care is
associated with decreased health care utilization,(5) lower costs,(5) and improved patient-
provider communication.(6) High-quality patient-provider relationships, grounded in a
positive communication dynamic in which both patients and providers are able to address
their respective priorities, are central to the success of patient-centered care.(7, 8)

Evidence from our own work suggests that patients in HIV care may have different priorities
than their health care providers regarding what topics are most important to address during
the context of routine clinic visits.(9) For example, in a rank order exercise conducted with
HIV care providers and their patients, we found that providers prioritized behavioral
domains such as substance use more highly, while patients placed higher value on
addressing context-based domains, such as the impact of HIV-related stigma on their lives
and health.(9) Concerningly, we found strong discordance between priorities in HIV care
between providers and patients recently diagnosed with HIV (<5 years, p<0.001) as well as
substantial differences by sex and race. (9)

The typically time-constrained nature of clinic visits may make it difficult to effectively
identify and address multiple patient concerns, and highlights the need to prioritize what to
address.(10) Patient priorities may not get communicated during clinic visits. This
communication gap may be mitigated by pre-visit collection of patient-reported outcomes
(PROSs), which are reports generated directly from patients describing function or feelings in
relation to one or more health conditions and their treatments. (11) In HIV care, electronic
pre-visit PRO collection significantly improved provider ability to identify depression, poor
antiretroviral adherence, and substance abuse,(12) making it possible to effectively tailor the
visit to make the best use of time addressing patient needs. Meaningful PRO integration into
care requires selection of PRO domains that both reflect patient priorities and are most
clinically relevant to providers.(13, 14)
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We sought to build on our preliminary evaluation of health domain priorities among HIV
care providers and patients by understanding which PRO domains patients and providers
value most highly. We were particularly interested in gaining insight into the priorities of
patients from socially and/or economically marginalized populations living with HIV whose
perspectives are often underrepresented.

Patient involvement

We included boards of patients from 3 sites in this study in accordance with IAP2 Spectrum
of Public Participation guidelines.(15) We routinely consulted and sought approval from a
board of patients living with HIVV (PLWH) from the University of Washington’s Madison
Clinic to develop and pilot test rank order exercises, to review and further develop interview
guides, and to develop analysis and interpret results. Patient boards from 2 additional clinics
(Fenway Community Health and University of Alabama 1917 Clinic) contributed to the
analytic phase by providing insight on possible overarching rationales for rank order
choices, and ultimately approved proposed interpretations and implications of study results.

Study participants

We recruited PLWH from five geographically diverse clinics within the Centers for AIDS
Research Network of Integrated Clinical Systems (CNICS), a U.S. consortium of clinical
practice research sites providing care for a demographically heterogeneous cohort of
~30,000 people living with HIV. Collection sites were: the 1917 Clinic (University of
Alabama-Birmingham), Owen Clinic (University of California-San Diego), Ward 86 at
Zuckerberg San Francisco General Hospital (University of California-San Francisco),
Fenway Community Health in Boston, MA, and the Madison Clinic (University of
Washington in Seattle, WA). We prioritized recruitment of the following under-represented
and/or marginalized patient populations in HIV care: transgender women; cis-gender
women; people aged 55 or over, or under age 30; Latinos/Latinas, including those whose
primary language is Spanish; African-Americans; patients poorly engaged in HIV care
(defined as having missed 1 or more visits in two consecutive 6-month periods over the past
two years); patients who self-reported living in rural areas; and patients living with HIV for
fewer than 6 years. We strove for broad geographic representation within all demographic
groups. Research coordinators approached patients scheduled for their routine clinic visit in
a private waiting room to invite them to participate. We recruited HIV care providers in-
person from 8 sites within the CNICS network attending a national meeting (2/2015). We
gained Institutional Review Board approval to administer informed consent to UW patients
through the University of Washington; other sites gained approval through their respective
institutions.

Data collection

We used an explanatory sequential mixed-methods study design in which we sought
explanation for quantitative data through qualitative data collection. (16) We invited patients,
and, separately, providers, to rank their top 8 and bottom 3 priorities for domains to address
in the context of a typical routine HIV clinical care visit, based on a set of 25 domains (see
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Figure 1)(17) between May 2015 and December 2016. Participants were allotted 10 minutes
to complete the exercise. The 25 domains included dimensions of symptoms/functioning
such as HIV/treatment-related symptoms, depression, pain, fatigue, sleep disturbance,
gastrointestinal symptoms, shortness of breath, anger, anxiety, and cognitive, physical, and
sexual functioning; behavior including alcohol abuse, substance abuse, tobacco use,
medication adherence, sexual risk behavior; social context including social support, social
isolation, social roles, HIV stigma, intimate partner violence; and personal/internal resources
including positive affect, self-efficacy, spirituality/meaning of life. Providers performed the
rank order task by reviewing the list of 25 domain names and writing their top 8 and bottom
3 into their selected rank order on paper. Patients performed a similar rank-ordering task, in
which they were presented with 25 notecards, each showing a health domain name. We
asked patients to spread the cards out onto a large table, and spend as much time as needed
to select their top 8 and bottom 3 domains.

We invited patients to explain their rationales for their rank order choices immediately after
completion, including how they would want providers to address high-ranked domains, in
the form of a pre-written semi-structured 1:1 interview. Patients completing the rank order
exercise without a subsequent 1:1 interview received $20; those completing the rank order
exercise and subsequent interview received $40. Providers were not compensated. We did
not perform similar interviews with providers, as our prior findings of high prioritization
concordance between providers(9) rendered it less relevant to discern their individual rank
order rationales.

We digitally recorded and sent interviews for transcription to an independent transcription
agency (Verbal Ink).

Data analysis

We conducted quantitative and qualitative data analyses concurrently and separately.

Rankings—We examined overall ranking among patients and providers, as well as
rankings between subgroups of patients and between subgroups of patients and providers.
For these analyses, providers served as the reference category, and they were not sub-divided
based on any other characteristics. The patient subgroups considered for analyses were
based on gender (cis-gender male, cis-gender female, or transgender female [defined as birth
sex male/current gender identity female]), rural/suburban/urban, self-reported race/ethnicity
(African-American, White, Latino), detectable viral load, at least 6 years since diagnosis,
level of engagement in HIV care, and current drug use (cocaine, methamphetamines, or
illicit opiates). Overall rankings were compared using a method from Holander and
Sethuraman, which results in a test statistic with a chi-squared distribution.(18) The
proportions ranking each domain in the top 8 were compared using Fisher’s exact test,
which is an exact p-value and as such has no test statistic. In addition, due to the marked
differences between patients and providers observed in earlier work in prioritization of
social and behavioral domains (9), we were interested in which patient factors most strongly
accounted for any differences in patient and provider rankings in HIV stigma, social support,
alcohol abuse, substance abuse, and sexual risk. For this, we used Poisson regression with
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robust standard errors to obtain the incidence rate ratio (IRR). Due to sample size
constraints, separate models were fit for each grouping variable, and we did not attempt to
perform additional stratified analyses (e.g. both race and age in a single model), except for
within-race sex differences.

Interviews—\We created excerpts from transcribed interview content using Dedoose
qualitative analysis software (19) and analyzed data using variants of the Content Analysis
(CA) approach. (20) Using a directed CA approach (21) two coders independently coded
content corresponding to any of 25 domain areas. A third coder evaluated all codes to
reconcile differences when they arose. Next, two coders used a conventional CA approach,
independently open-coding content within each of the domain areas to identify meta-
rationales. Once reaching consensus on final meta-rationale codes, we re-coded excerpts
according to these additional codes.

Rank order exercise: patients vs. providers

Patients (n=206, mean age 46; 62% cisgender male, 30% cisgender female, 9% male-to-
female transgender; 37% White, 33% African-American, 28% Latino, see Table 1) and
providers (n=17) showed high discordance in rank order priorities (I'2 (24, 223)=71.12;
p<0.0001). Table 2 shows rank orderings for providers, patients overall, and patients by age,
gender, and race; Table S1 shows additional patient sub-groups. Notably, all substance use
domains were present in the provider top 8 but absent from the patient top 8, while the
patients’ top 8 included social-related domains, such as HIV stigma and social support.

Table 3 shows the proportion of patients rating each domain in the top 8, in comparison with
providers. Higher proportions of patients prioritized positive affect (p=0.0039), fatigue
(p=0.0081), spirituality/meaning of life (p=0.0148), HIV stigma (p=0.0208), and sleep
disturbance (p=0.0271) in their top 8, while higher proportions of providers prioritized
substance use (p<0.0001), alcohol use (<0.0001), tobacco use (p<0.0001), depression
(p<0.0001), and sexual risk behavior (p=0.0112) (all p-values from Fisher’s exact test).

Next, we examined which patient factors strongly accounted for patient-provider differences
in rankings of HIV stigma, social support, alcohol abuse, substance abuse, and sexual risk.
Compared with providers, younger patient age and length of time since HIV diagnosis were
associated with ranking HIV stigma in the top 8 in separate models; those under 30 were
nearly 4 times as likely as providers to rank HIV stigma in the top 8 (z=2.53, p=0.0115; IRR
3.94, 95% confidence interval [95% CI] 1.36, 11.42). Similar results were seen in patients
diagnosed for less than six years (z=2.38, p=0.0173; IRR 3.56, 95% CI 1.25, 10.15).
Compared to providers, higher proportions of Latino patients (z=2.38, p=0.0171; IRR 3.58,
95% CI 1.25, 10.21) and African-American patients (z=1.96, p=0.0499; IRR 2.87, 95% ClI
1.00, 8.26) prioritized HIV stigma in their top 8 domains. Higher proportions of patients
prioritized social support in their top 8, but this difference did not reach statistical
significance, either overall or for any subgroup. In comparison with providers, lower
proportions of patients ranked alcohol use, substance use, and sexual risk in their top 8,
regardless of subgroup.
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Rank order exercise: differences between patient groups

Top 8 and bottom 3 selections are listed in Tables 2 and S1. We found significant overall
differences in rank ordering between cis-gender men and cis-gender women (I'Z (24,
188)=52.89; p<0.0001), white race vs. other races (I'? (24, 206)=48.32; p=0.0023); Latinos
vs. non-Latinos (I'2 (24, 206)=48.65; p=0.0021), and African-American females vs. African-
American males (I'2 (24, 62)=38.10; p=0.0339). We found no single domain to be clearly
driving the difference between cis-gender men and cis-gender women. Notably, despite the
lower proportion of patients who prioritized behavioral domains such as substance use in
their top 8 compared with providers, patients who reported currently using drugs (cocaine/
crack, heroin, methamphetamines) were more likely than other patients to include the
domain of substance use among the top 8 domains to discuss with providers (Table S2,
Fisher’s exact p=0.0117).

Table 4 shows proportions of patients rating each domain in the top 8 by age, gender, race/
ethnicity, and years since diagnosis, and Table S2 shows these proportions for additional
patient subgroups (language spoken, sexual orientation, level of engagement in care,
urbanicity, cocaine/amphetamine/opiate use, at risk alcohol use, and by level of medication
adherence). Across age groups, higher proportions of younger patients selected HIV stigma
in the top 8 domains (Fisher’s exact p=0.0281). Across race and ethnic groups, higher
proportions of Latinos prioritized alcohol abuse (Fisher’s exact p=0.0301), higher
proportions of Latinos and African-Americans prioritized HIV stigma (Fisher’s exact
p=0.0114) and spirituality/meaning of life (Fisher’s exact p=0.0472); higher proportions of
African-Americans prioritized social support (Fisher’s exact p=0.0440); and lower
proportions of Latinos prioritized medication adherence (Fisher’s exact p=0.0242) and anger
(Fisher’s exact p=0.037). Higher proportions of patients in HIV care for less than 6 years
prioritized HIV stigma (Fisher’s exact p=0.0062) than those in care 6 or more years; higher
proportions of those in HIV care 6 or more years prioritized HIV symptoms and treatment
(Fisher’s exact p=0.0386), or substance use (Fisher’s exact p=0.0110) in their top 8 (Table
4). Patients who chose to participate in English prioritized anger more highly (Fisher’s exact
p=0.0058) than Spanish-speaking patients, and patients who participated in Spanish
prioritized alcohol abuse and tobacco use more highly (Fisher’s exact p=0.0009
andp=0.0236) (Table S2). Higher proportions of gay and bisexual patients prioritized alcohol
use (Fisher’s exact p=0.0167) to discuss with providers than non-gay or bisexual patients;
pain was prioritized more highly by bisexual and heterosexual patients (Fisher’s exact
p=.0220). A lower proportion of urban patients prioritized sexual risk behavior in their top 8
compared to their suburban and rural counterparts (Fisher’s exact p=0.0467).

Patient interviews

Interviews (n=79) supported the rank order results in that patients heavily prioritized social
domains over behavioral domains. Patients often explained their rank order choices in terms
of cause and effect, and revealed concern that negative social context adversely influenced
other health domains, including depression and self-medicating behavior.

Most paramount were the effects of anticipated or actual HIV stigma, which often
overwhelmed patients:

AIDS Behav. Author manuscript; available in PMC 2021 April 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Fredericksen et al.

Page 7

The stigma will bring you back to depression, and people still don’t understand,
and it’s like [you] have to force it on them if you want people to understand...it just
makes you feel like there’s nobody there for you, and it takes a lot to get over the
stigma, and to trust people to tell, because you can’t handle everything on your
own. Cisgender female, 49, Birmingham

...a lot of times people are broken by their stigma. Or they feel really worthless and
nobody loves them because they have HIV. Which isn’t true, but it might be for
some people ...that just lead[s] to everything bad. Cisgender female, 36, Seattle

You feel like “they’re gonna start talking about me” and just the overall that you
have it, you just feel like you don’t want to do anything because some people think
I have it and I’m probably just gonna die. | might as well just not do anything about
it...[you] start feeling depressed and not wanting to go out ... start feeling isolated.
| think that’s a big thing. Cisgender female, 31, San Diego

Many patients described anticipated or experienced HIV-related stigma as leading to social
isolation, leading to depressed mood, which in turn led to decreased motivation to maintain
health behaviors, such as remaining adherent to antiretroviral medication:

I know a lot of people that socially isolate themselves...they don’t want somebody
to find out [about HIV positive status], or the ones that do know treat them
differently. And so, they isolate themselves, and that comes along with depression
and not wanting to take your meds. Cisgender female, 47, Seattle

If you don’t get over the [HIV] stigma...none of this matters. The isolation is
gonna come in, right? You’re not gonna even care about the symptoms or the
treatments. You’re not gonna take any of your medication, you’re gonna start that
risky behavior. Cisgender male, 54, Birmingham

...you feel that...being [HIV] positive is affecting the way that you have relations
with other people — you know, meaningful relationships... you feel it’s that other
people won’t be able to deal with your HIV status. So, it can cause you anxiety, and
along with that anxiety...depression. Cisgender male, 48, Boston

Patients also described the risk of engaging in self-medicating behavior due to HIV stigma
and social isolation, such as substance abuse or sexual risk behavior, in order to try to feel
better:

These [domains of social support, depression, sexual risk behavior] all come [after]
stigma, for sure. Sexual risk behavior; I know of people who get the HIV and then
they’re just kind of all out and they don’t care about anything because they feel like
they just have everything; it can’t get any worse. Cisgender male, 24, Seattle

The depression is like | don’t care, | have sex with both of them — men, women or
whatever. | don’t care. ‘I got [HIV] and | don’t want to live’.....that type of
depression. Cisgender male, 44, San Francisco

[HIV stigma] is all you think of...it causes depression and then you want to use
[drugs]...you’re gonna socially isolate yourself, because you don’t want to deal
with [stigmatizing] people like that. Cisgender female, 47, Seattle
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One patient described domains reinforcing each other within the cause and effect pattern, for

example, anticipated HIV stigma leading to depression and social isolation:

When 1 first was diagnosed, | was depressed. | didn’t know who | could talk to. I

didn’t know how to talk about it...it’s been a struggle, because you have to let some

friends go, and you knew you couldn’t tell this person, because they were going to
act like this, and you’ve got all these thoughts going on in your head, and people
treating you different when you thought that you could trust them, and people
saying negative and ugly things.... Cisgender female, 49, Birmingham

The presence of a chronic physical symptom, i.e., pain, was described by some patients as

having a similar “domino” effect on functioning, and in turn mood and behavior:

Most of my other HIV (positive) friends do have a lot of pain and their pain leads to

depression, substance abuse, [poorer] physical function. Cisgender female, 36,
Seattle

If I’m fatigued | know I’m gonna have more problem with cognitive [functioning].
If I’m not sleeping well I’m gonna have more trouble with fatigue and the
cognitive. If I’m depressed I’'m gonna have more. Cisgender female, 50, Seattle

Patients who had been living with HIV for several years described an evolution of domain
priorities over time, with HIV stigma and depression being initially very important upon

learning of their diagnosis:

‘Now, the reason why | have them in this order is because when 1 first found out
about me being diagnosed, these first three [depression, HIV stigma, spirituality/
meaning of life] it hit me hard. | was depressed. | didn’t want to be around...l|
didn’t know how to handle it at first... these three really stood out because of the
simple fact that | really felt like | was by myself. Cisgender female, 25, Seattle

Patient feedback: how might providers address domains important to
patients?—High prioritization of social context-related domains was clear in most

interviews. We asked patients how they believed providers could best address such domains
(i.e. HIV stigma, social support, social isolation). Many patients acknowledged that there

may be no ‘easy fix’ to these context-based problems. However, patients reported deep
appreciation of providers at least acknowledging the difficult circumstances. Patients

appreciated providers sincerely asking “how it’s going” in the social realm of their lives.
Other suggestions included: acknowledgement of the impact of stigma on their quality of

life; treating depression; mental health referrals to assist in coping with stigma; timely

access to mental health care; more patient education to help debunk others” myths about
HIV transmissibility; referral/access to social support outlets; and making patients aware of

opportunities to connect with other patients.

Discussion

PLWH and their providers may have different priorities regarding what broad areas should
be addressed in the context of a routine clinic visit. While we found relative concordance

between patients and providers on the importance of addressing certain domains [e.g.,
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medication adherence, depression, and HIV-related symptoms], we found that patients
prioritized social context-based domains [e.g., HIV stigma, social support] more highly than
providers, and providers prioritized addressing behavioral domains, such as substance use,
more highly than patients. Many patients felt it important that their health care address the
at-times overwhelming context-based problems in their lives, such as anticipated or
experienced HIV stigma and its resulting psychosocial impact (22), to meaningfully address
adverse health behaviors. Addressing HIV stigma in care was particularly important to those
of younger age, people in HIV care >6 years, and/or people with African-American race or
Latino/Latina ethnicity.

Our study highlights an opportunity to acknowledge broad, socially-based root problems
such as HIV stigma or lack of social support in order to impact health behaviors and
symptoms. For population groups that have been less well-retained in HIV care, such as
African-American and younger patients,(23, 24) addressing this priority could promote
retention. The question is: how to address such issues in the context of a time-constrained
clinic visit with a patient population that often presents with multiple conditions or
problems? When specifically asked how providers could address these concerns, patients
indicated that they want their provider to show interest and to demonstrate familiarity with
the social realms of their lives. Most patients did not expect such problems to be solved
during the visit; showing interest, demonstrating familiarity, and availing of mental health
and social support-related referrals were sufficient. Some patients expressed interest in
developing communication skills surrounding HIV disclosure; for this, referral to health
educators could improve patients’ ability to navigate negative reactions. Most patients
wanted to be “known” by their providers, and, in some cases, to be offered resources for
bolstering social support and/or helping address stigma. Provider acknowledgment of these
issues may strengthen the patient-provider relationship and thereby improve the likelihood
of successfully addressing behavioral domains.

Discordance in patient-provider priorities is not unique to HIV care, and has been noted in
other populations, including geriatric care and psychiatry. (25, 26) The growing number of
aging patients living with multiple chronic conditions is likely to also have many concerns to
address during a clinic visit. In the U.S. healthcare system, the number of concerns per
primary care visit has increased, as has volume of work; resulting in less time to address
each concern. (10, 27) In HIV care, patients on antiretroviral regimens now live much
longer, in many cases developing multiple chronic conditions over time. Given the
combination of patient-provider priority discordance in HIV care, and the increase in
number of concerns to prioritize, patient-provider communication, as well as quality of care,
may suffer. Effective patient-centered care requires elicitation of patients’ needs. Brief
technology-based solutions, such as the use of a computer-based discussion prioritization
tool,(28) have helped to identify and prioritize patient stressors among patients with multiple
chronic conditions, without lengthening visits.(6) Similarly, in HIV care, collection of PROs
has improved provider identification of antiretroviral adherence, depression, and substance
abuse,(12) and improved providers’ ability to prioritize patient needs.(29) Identifying the
health-related priorities of patients in HIV care offers providers a roadmap for collaborative
treatment planning, and gives us possible starting points, such as addressing HIV stigma;
acknowledging and addressing broader social-realm problems in the context of clinic visits
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may improve patient-provider relationships and improve the ability to successfully treat
conditions such as depression, more effectively address the desire to self-medicate, and
improve patients’ motivation to engage in behavior that sustains or improves their health.

We included PLWH in study design, piloting and refining of study materials, and in
interpreting results. In addition, we recruited a demographically and geographically diverse
study population.

Limitations

A key study limitation is that the number of statistical tests performed may render false
positive associations in the proportion ranking a domain in the top 8. Despite our efforts to
recruit with geographic diversity in mind for each sub-group, we note that priorities of any
sub-group may not be representative of other PLWH within that group. Despite recruitment
efforts, our sample of Latina patients was small, which reflects CNICS cohort
characteristics. We did not interview providers; doing so may have revealed nuanced context
for prioritization, such as referring more ‘social’ domains to an on-site social worker, or
prioritizing differently for particular marginalized sub-populations of PLWH.

Conclusion

Priorities in HIV clinical care vary substantially between patients and providers. While
providers are more likely to prioritize risk behaviors such as substance use, patients desire
acknowledgment from providers regarding their difficult social contexts.
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Refer to Web version on PubMed Central for supplementary material.
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Table 1.

Patient demographic and clinical characteristics

Ranking Participants  Interview Participants

Age
<30 23 (11%) 13 (16%)
30-54 138 (67%) 49 (629%)
255 45 (22%) 17 (22%)

Gender
Cisgender male 127 (62%) 40 (51%)
Cisgender Female 61 (30%) 27 (34%)
MTF 18 (9%) 12 (15%)

Race/ethnicity
African-American 67 (33%) 34 (43%)
White 76 (37%) 19 (24%)
Asian 2 (1%) 1 (1%)
Hawaiian/Pacific Islander 2 (1%) 2 (3%)
Native American 2 (1%) 2 (3%)
Latino 57 (28%) 23 (29%)

Language ™
English 176 (85%) 69 (87%)
Spanish 30 (15%) 10 (13%)

Sexual Orientation
Lesbian/Gay 82 (52%) 28 (46%)
Bisexual 16 (10%) 6 (10%)
Heterosexual 59 (38%) 27 (44%)

Urbanicity
Rural 21 (10%) 10 (13%)
Suburban 66 (32%) 21 (27%)
Urban 119 (58%) 48 (61%)

Engagement in HIV care
Well engaged 126 (75%) 46 (77%)
Less engaged 43 (25%) 14 (23%)

Years living with HIV
0-5 62 (30%) 26 (33%)
>6 144 (70%) 53 (67%)

Viral Load (copies/mL)
<400 131 (71%) 50 (68%)
>400 53 (29%) 23 (32%)

MTF: male-to-female transgender patient

*

Language in which domain importance exercise/interview conduct
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Table 3.

Percent of providers or patients rating a domain in top 8~

Providers Patients  p-value
Alcohol abuse 82 19 <0.0001
Anger 0 16 0.1412
Anxiety 29 24 0.5736
Cognitive function 47 33 0.2887
Depression 100 55 < 0.0001
Domestic violence/IPV 29 13 0.0767
Fatigue 0 27 0.0081
Gastrointestinal symptoms 6 24 0.1289
HIV and treatment symptoms 53 73 0.0924
HIV stigma 18 48 0.0208
Medication adherence 94 76 0.1294
Pain 41 40 1.0000
Physical function 18 40 0.1164
Positive affect 0 31 0.0039
Self-efficacy 12 27 0.2299
Sexual function 6 17 0.3184
Sexual risk behavior 82 50 0.0112
Shortness of breath 6 9 1.0000
Sleep disturbance 0 22 0.0271
Social isolation 0 17 0.0818
Social roles 0 18 0.0829
Social support 18 42 0.0699
Spirituality/meaning of life 0 26 0.0148
Substance abuse 94 36 <0.0001
Tobacco use 71 15 <0.0001

*
Fisher’s Exact test

IPV: intimate partner violence
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