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Abstract
Our aim was to examine the utility of the HIV Disability Questionnaire (HDQ), a patient-reported outcome measure for use in
clinical practice from the perspectives of people living with HIV (PLWH) and healthcare providers. We conducted a qualitative
descriptive study. Fifteen PLWH and five healthcare providers participated in an interview, of which ten PLWH participated in a
follow-up focus group discussion. The HDQ has value in clinical practice, including its role in assessing disability, facilitating com-
munication, tailoring treatments, and guiding referrals. Strengths of the HDQ included its comprehensiveness, relevance of
domains, and importance of specific items. Concerns related to length of the HDQ, the potential for some items to trigger emo-
tional response, and negative connotations with the term ‘disability.’ Recommendations for HDQ implementation included the
importance of score interpretability, shortening the questionnaire, and tailoring administration to the individual. Results suggest
the HDQ possesses clinical utility with PLWH and healthcare providers.
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Introduction
People living with HIV (PLWH) who have access to effective
combination anti-retroviral therapy (cART) are now living
longer with a combination of health-related challenges due to
HIV, aging, and multi-morbidity, commonly described as dis-
ability.1–5 Disability among PLWH has been conceptualized
as the fluctuating physical, mental, and social day-to-day
health-related challenges associated with living with HIV.6,7

Disability, including impairments, activity limitations, and
participation restrictions, is common among PLWH in both
low-/middle- and high-income countries.8–10 A cross-sectional
study examining the prevalence of disability among PLWH in
British Columbia, Canada found that over 90% of PLWH expe-
rienced one or more impairments, such as weakness, chronic
fatigue, and decreased endurance.11 Furthermore, Myezwa
and colleagues found that over 50% of PLWH in South
Africa reported functional limitations in their day-to-day
life.12 Emerging evidence also suggests that specific factors,
such as pain and depression, may have an important mediating
role in the development of disability among PLWH.13

The Episodic Disability Framework is a conceptual frame-
work developed from the perspectives of PLWH that describes
dimensions of disability experienced by PLWH, including
symptoms or impairments, difficulties with day-to-day activi-
ties, challenges to social inclusion, and uncertainty about
future health, which can fluctuate from day-to-day as a result
of intrinsic factors as well as extrinsic factors.6,7 The dimen-
sions of disability described within the Episodic Disability
Framework have been validated among PLWH and provide a
scaffold to measure disability in this population.14

Given the prevalence and multi-dimensional nature of
health-related challenges experienced by PLWH,11 it is impor-
tant to measure the nature and extent of disability.15

Measurement of disability can help to understand the health
related challenges experienced by PLWH.15 Patient-reported
outcome measures (PROMs) have an important role in HIV
care as they can improve symptom recognition, measure effec-
tiveness of treatment interventions, and facilitate communica-
tion between PLWH and healthcare providers.16 Furthermore,
the use of PROMs in routine HIV care can improve the delivery
of person-centered care.17

The HIV Disability Questionnaire (HDQ) is a 69-item
HIV-specific PROM developed from the dimensions of the
Episodic Disability Framework.18 The purpose of the HDQ is
to describe the presence, severity, and episodic nature of dis-
ability experienced by PLWH.18 The HDQ contains six
domains: (i) physical, (ii) cognitive, (iii) mental-emotional
health symptoms and impairments, (iv) difficulties carrying
out day-to-day activities, (v) uncertainty and worrying about
the future, and (vi) challenges to social inclusion.19,20 The
HDQ has been validated in multiple geographic contexts,
including PLWH in the United States,21 Canada and Ireland,22

and the United Kingdom.23

To date, the HDQ primarily has been used in the context of
research. It is unclear how the HDQ may be used within clinical

practice for PLWH. The purpose of this research was to
examine the utility of the HDQ in clinical practice from the per-
spectives of PLWH and healthcare providers.

Materials and Methods

Study Design
We conducted a qualitative descriptive study.24,25 This research
was situated as part of a larger study exploring the implementa-
tion of physiotherapy and an HIV-specific PROM (the HDQ)
within a community-based HIV care setting.26 The research
team included multiple stakeholder groups, including PLWH,
healthcare providers, individuals from non-governmental orga-
nizations (NGOs), and researchers.

Ethical Approval and Informed Consent
We obtained ethical approval from the University of Toronto
HIV/AIDS Research Ethics Board (REB Protocol Number:
36717). All individuals who participated in this research pro-
vided written informed consent prior to their participation.

Participants, Sampling, and Recruitment
Participants and Sampling: Participants included (1) PLWH
who had accessed physiotherapy from a community-based
HIV facility in Toronto, Canada and (2) healthcare providers
from the community-based HIV facility and healthcare provid-
ers who commonly referred PLWH to programs at this facility.
It was not an inclusion criterion that PLWH and healthcare pro-
viders participants had to have completed the HDQ as PLWH
participants completed the HDQ prior to the interview and
healthcare provider participants were given time to review the
HDQ prior to the interview. We recruited participants using a
purposive sampling technique.27 We specifically recruited
PLWH participants who had engaged in physiotherapy as part
of their care from the community-based HIV facility because
the physiotherapist administered the HDQ as part of routine
care. The physiotherapist typically completed the HDQ in the
first or second session with a patient as part of their assessment.

Recruitment of PLWH: Healthcare providers from the
community-based HIV facility notified PLWH about the
research study and obtained consent from interested individuals
to share their name and contact information with the research
coordinator. Upon agreement, the research coordinator con-
tacted potential participants. PLWH who participated in an
interview were subsequently invited by the research coordinator
to participate in a focus group.

Recruitment of Healthcare Providers: A research coordinator
contacted healthcare providers from the community-based HIV
facility as well as healthcare providers who commonly referred
PLWH to programs at this facility to request their participation
in this study.
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Data Collection
We used a combination of semi-structured interviews (with
PLWH and healthcare provider participants)28 and focus
groups discussions (with returning PLWH participants).29 The
aim of the focus groups was to explore the utility of the HDQ
in clinical practice in greater detail within a group-based
setting. All interviews and focus groups were audio recorded,
transcribed verbatim, and reviewed for accuracy (See Box 1
for questions from the semi-structured interview guide for
PLWH participants, Box 2 for questions from the focus group
discussion guide for PLWH participants, and Box 3 for ques-
tions from the semi-structured interview guide for healthcare
provider participants).

Semi-structured Interviews: Interviews were conducted
in-person by the first author (KV) at the community-based

HIV facility in a private room. The interviewer took field
notes throughout the interviews.

Focus Group Discussions: Focus groups were conducted
in-person by the first author (KV) and another member of the
research team (RA) at the community-based HIV facility in a
private room. The focus group facilitators (KV and RA) took
field notes in both focus groups.

HDQ: Prior to the interviews, we administered a paper-based
version of the HDQ to PLWH participants, and we asked health-
care provider participants to review the HDQ. At the beginning
of the focus group, we asked PLWH participants to review a
paper-based version of the HDQ and write down ideas to discuss.

Demographic Questionnaire: We administered a demo-
graphic questionnaire to gather information to describe charac-
teristics of both participant groups, including PLWH and
healthcare providers.

Data Analysis
Interview and Focus Group Data: We analyzed interview and
focus group data using inductive content analysis as described
by Elo and Kyngäs, including preparation, organizing, and
reporting.30 We used MAXQDA (VERBI Software; Version
12; 2015) to assist with data management and analysis. In the
first step of analysis (preparation), the first author (KV)
reviewed each interview and focus group transcript to familiar-
ize themselves with the data. In the second step (organizing), a
subset of the research team (KV, SCC, RA and KKO) created
an initial coding scheme by independently coding two tran-
scripts, including a PLWH and healthcare provider participant.
This initial coding scheme was reviewed and refined by the
same subset of the research team (KV, SCC, RA and KKO)
prior to coding the remaining transcripts. The remaining inter-
view and focus group transcripts were independently coded
by the first author (KV) and at least one other member of the
research team (SCC, RA, PA, LB, FIC, PS or KKO). We
then held an in-person meeting with the research team (KV,
SCC, RA, PA, LB, FIC, PS and KKO) to discuss each interview
and focus group transcript. To facilitate deeper knowledge of
each transcript, we created summaries of participant character-
istics and HDQ scores that we reviewed when discussing each
transcript. Following this meeting, the first author (KV)
reviewed all coded transcripts and grouped codes from each
interview and focus group transcript into broader categories
and sub-categories through an iterative process. In the third
and final step of analysis (reporting), we created a report with
categories and sub-categories related to utility of the HDQ in
clinical practice. We used multiple strategies to enhance the
rigor of our findings. For example, we engaged in reflexive
dialog as a research team throughout data collection and analy-
sis, included diverse stakeholders in the analysis process (ie,
PLWH, healthcare providers, individuals from NGOs, and
researchers), and used supporting quotations to demonstrate
our findings.31

HDQ: We calculated a presence, severity, and episodic score
for the six domains of the HDQ for each PLWH participant to

Table 1. Characteristics of Participants Living with HIV (n= 15).

Characteristic Description

Median age in years (25-75th percentiles) 57 (55, 64)
Gender, n (%)

Man 8 (53%)
Woman 6 (40%)
Fluid 1 (7%)

Ethnocultural group, n (%)
Caucasian-White 8 (53%)
Latin American, Hispanic or Latino 2 (13%)
Other (eg, Italian, Persian, Portuguese) 5 (33%)

Living alone, n (%) 12 (80%)
Average gross yearly income (CAD), n (%)

<$10 000 2 (13%)
$10 000-$20 000 10 (67%)
$20 000-$30 000 2 (13%)
$30 000-$40 000 1 (7%)

Employment status, n (%)
Employed 1 (7%)
Retired 5 (33%)
Unemployed 8 (53%)
Other 1 (7%)

Highest level of education achieved, n (%)
High school diploma 3 (20%)
Trade or technical program 2 (13%)
College diploma 1 (7%)
Undergraduate degree 1 (7%)
Graduate degree 4 (27%)

Median year of HIV diagnosis (IQR) 1995 (1984,
2010)

Most recent viral load reported as undetectable, n
(%)

13 (87%)

Median number of reported concurrent health
conditions (IQR)

7 (3, 12)

Commonly reported concurrent health conditions
(>30% of participants), n (%)
Mental health condition 10 (67%)
Muscle pain 9 (60%)
Joint pain 9 (60%)
Hypercholesterolemia 7 (47%)
Asthma 5 (33%)
Hypertension 5 (33%)

Vader et al. 3



describe health challenges (disability) experienced by the par-
ticipants. Domain scores were calculated using a simple sum,
transformed on scale of 0-100 with higher scores indicating a
greater presence, severity and episodic nature of disability.20,21

We then calculated the median and 25-75th percentiles across
each domain for all PLWH participants.

Demographic Questionnaire: We analyzed data from the
demographic questionnaire using descriptive statistics (ie, fre-
quencies and percentages for categorical variables and
medians and 25-75th percentiles for continuous variables).

Results
We conducted interviews with fifteen (n= 15) PLWH and five
(n= 5) healthcare providers between January to July 2019. Of
the 15 PLWH who completed an interview, ten participated
in one of two focus group discussions in March and May of
2019. Most PLWH participants were men (53%) with a
median year of HIV diagnosis of 1995 (IQR: 1984, 2010) and
were living with a median of seven comorbidities in addition
to HIV (IQR: 3, 12). Healthcare provider participants repre-
sented nursing (n=1), social work (n=1), physiotherapy (n=2),
and family medicine (n=1). The two physiotherapists had used
the HDQ in clinical practice, while the remaining healthcare pro-
vider participants had not. Four healthcare providers participants
worked within the community-based HIV facility, while one health-
care provider participant commonly referred PLWH to programs at

the facility. See Table 1 for more characteristics of the PLWH
participants.

PLWH took approximately 10 to 25 min to complete the
HDQ prior to their interviews. For the PLWH participants,
the highest HDQ disability presence score was in the cognitive
symptoms and impairments domain, whereas the highest dis-
ability severity score was in the difficulties with day-to-day
activities domain. Physical symptoms and impairments had
the highest episodic score. See Supplemental File 1 for HDQ
scores of the PLWH participants.

We constructed three categories (and subsequent sub-
categories) related to utility of the HDQ in clinical practice.
See Table 2 for a summary of our results.

Value and Strengths of Using the HDQ in Clinical
Practice
Participants described the value of using the HDQ as a tool for
assessing disability among PLWH, facilitating communication
between PLWH and healthcare providers, and tailoring treat-
ments and guiding referrals to healthcare providers and/or serv-
ices. Participants also reported specific strengths of the HDQ,
including its comprehensiveness, relevance of questionnaire
domains, and the importance of specific questionnaire items.

Assessing Disability in Clinical Practice. Participants described that
the HDQ would be a useful tool for assessing disability within
the context of HIV care. For example, PLWH described how
the HDQ would give healthcare providers a greater understand-
ing of the fluctuating and uncertain health-related challenges
experienced by PLWH:

“[The HDQ] gives a very simple view of the whole person. So it
helps the practitioner to know the patient better, what problems
they have, what they don’t have […] It’s one of the windows to
the patient.” PLWH-13

Healthcare providers also reported that the HDQ could be
valuable to monitor and track changes in health-related chal-
lenges experienced by PLWH over time and valued how the
HDQ examines disability broadly, including at the level of
impairments, activity limitations, and participation restrictions:

“I would [use the HDQ] for assessment and screening. I would reas-
sess [clients] with [the HDQ] and see if anything has changed after
they’ve ideally accessed our program […] I still think [the HDQ]
would be a useful way to capture [client] progress on many differ-
ent levels, not just impairments but the activity level and the partic-
ipation level right.” HCP-5

Facilitating Communication Between People Living with HIV and
Healthcare Providers. Participants described how the HDQ
could be a tool to facilitate communication between PLWH
and healthcare providers. PLWH shared how the HDQ would
help some PLWH to share personal and/or sensitive informa-
tion, such as challenges related to mental health and isolation,

Table 2. Summary of Categories (and sub-Categories) Related to
Utility of the HDQ in Clinical Practice.

Category Sub-category

Value and Strengths of Using
the HDQ in Clinical Practice

• Assessing disability in clinical
practice

• Facilitating communication
between people living with HIV
and healthcare providers

• Tailoring treatments and guiding
referrals to healthcare providers
and/or services

• Comprehensiveness of
questionnaire

• Relevance of questionnaire
domains

• Importance of specific
questionnaire items

Concerns of Using the HDQ in
Clinical Practice

• Length of the questionnaire
• Potential for some items to

trigger an emotional response
• Concerns related to negative

connotations with the term
‘disability’

Recommendations for
Implementing the HDQ in
Clinical Practice

• Importance of score
interpretability

• Shortening the questionnaire
• Tailoring frequency and mode of

administration to the individual
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that they may not otherwise bring up to their healthcare provid-
ers. Ultimately, PLWH described how the HDQ could help to
open up a dialog between PLWH and healthcare providers:

“I think [the HDQ] could be a very useful tool to open up a dialogue
with the client […] So if you can answer things like this that may
give clues to the caregiver about where you’re heading.” PLWH-6

PLWH also reported that they are more likely to be honest
about their health-related challenges in a questionnaire format
versus in a conversation with a healthcare provider, which
was seen as a particular value of the HDQ in clinical practice:

“Here [with the HDQ] you answer and you have to put the truth
[…] If we talk [to a healthcare provider], maybe because I feel
shame […] I can lie. But in the [HDQ], I can’t lie.” PLWH FG-2

Tailoring Treatments and Guiding Referrals to Healthcare Providers
and/or Services. Participants reported that using the HDQ in
clinical practice would allow healthcare providers to tailor treat-
ments and facilitate referrals to appropriate healthcare providers
and/or services for PLWH. By identifying specific health-
related challenges, participants described how the HDQ could
help to ensure that PLWH access the services they need to
promote overall health and well-being. For example, PLWH
described how the HDQwould help to guide treatment planning
in clinical practice:

“[The HDQ] does have a lot of value because you’re learning way
more about the person before you actually get to know them, so you
know what to treat better, you know what angles to come … like
then you know to be more compassionate for somebody, be more sup-
portive, to be a little bit more hard-lined or structural or whatever else.
Like my worker could have used that to help me fulfill my goals better
and connect with organizations that do that type of work.” PLWH-14

Similarly, healthcare providers reported that the HDQ has
value in identifying services that PLWH could benefit from,
based on their self-reported health-related challenges:

“A lot of times [the HDQ] would flag like oh this person would be
great to see for social work, this person would really benefit from
therapeutic recreation.” HCP-4

Comprehensiveness of Questionnaire. Participants described how
a strength of the HDQ is that it is comprehensive and assesses
multiple aspects of disability that are commonly experienced by
PLWH. For example, PLWH described how one strength of the
HDQ is that it has the ability to assess a broad spectrum of phys-
ical and social health-related challenges:

“I like that [the HDQ] focused on all sorts of challenges […] Instead
of being narrow minded, it was more broad. It [covered] a broad
range of topics.” PLWH-15

Healthcare providers also reported that a strength of the
HDQ is its comprehensiveness, whereby it assesses diverse
health-related challenges experienced by PLWH that healthcare
providers may not typically ask about, such as mood, coping,
and uncertainty:

“[As a healthcare provider] you don’t always ask about […] your
mood or your ability to cope or you know other pieces and how
that’s been over time. That whole idea of uncertainty and worry
is a really big one.” HCP-1

Relevance of Questionnaire Domains. Participants reported that
the six domains of the HDQ (ie, physical, cognitive,
mental-emotional health symptoms and impairments, difficul-
ties carrying out day-to-day activities, uncertainty and worrying
about the future, and challenges to social inclusion) are relevant
and important to consider when providing care for PLWH. For
instance, PLWH described how the domains resonated with
their own experiences living with HIV:

“I think [the HDQ is] a perfect questionnaire. I think it has really
good information and it explains the disability factor. It explains
what disability means HIV wise and how it applies.” PLWH-15

Healthcare providers also shared that the HDQ’s focus on
uncertainty is an important domain that other health question-
naires do not capture:

“[T]he thing that [the HDQ] gives me that other [questionnaires]
don’t is the uncertainty or worry about the future.” HCP-1

Importance of Specific Questionnaire Items. Participants
described the importance of specific items within the HDQ
that were relevant when providing clinical care for PLWH.
Items viewed as important were diverse; however, questions
related to pain, body image, side effects of treatments, mental
health, and isolation were frequently highlighted as important.
For example, PLWH reported how items related to treatment
side effects are important for healthcare providers to consider
when providing care to PLWH:

“Another really big disability problem […] is the side effects of
your treatment because that messes up everything. It’s a whole dif-
ferent world. You’re going through this stuff and you get tired of
one drug and all that but you go through a lot and you have to
adapt to it. It affects everything you do in your life.” PLWH FG-1

Healthcare providers also reported that the way in which the
HDQ asks about fluctuations in health-related challenges is val-
uable given the episodic nature of HIV symptoms:

“I appreciate that [the HDQ] asks about fluctuations given that it’s
an episodic illness.” HCP-3

Vader et al. 5



Concerns of Using the HDQ in Clinical Practice
Despite the perceived value and strengths of the HDQ, partici-
pants described potential issues when using the HDQ in clinical
practice. Concerns related to the length of the HDQ, the poten-
tial for some items to trigger an emotional response, and use of
the term ‘disability.’

Length of the Questionnaire. Although participants expressed
that a strength of the HDQ is its comprehensiveness, they
also emphasized how the length of the HDQ was a barrier to
use in clinical practice, from the perspective of a person com-
pleting the questionnaire as well as a healthcare provider admin-
istering the questionnaire. For example, PLWH described how
the HDQ is a very long questionnaire:

“I get too tense when I think about all these pages that I have to do
[with the HDQ].” PLWH-1

Similarly, healthcare providers expressed concerns about the
length of the HDQ:

“Well my first impression has always been it’s way too long. I
understand why it is long but for a clinician […] you know, the
scales that I routinely use in the office have between […] five
and ten questions and can be completed by a patient sitting in the
waiting room.” HCP-1

Potential for Some Items to Trigger an Emotional Response.
Although participants reported that the HDQ included impor-
tant items that PLWH might not otherwise bring up to their
healthcare provider, some items in the HDQ were perceived
as having the potential to trigger an emotional response. For
example, PLWH reported that some questions related to
mental health, isolation, housing, and sexual relationships
were perceived as sensitive in nature:

“I could see some of these questions being maybe a little bit trigger-
ing for somebody who might be homeless or have mental health
issues. They might be triggering for someone who […] has a lot
of personal shame with HIV.” PLWH FG-2

Healthcare providers agreed that some aspects of the HDQ
may trigger an emotional response for some PLWH:

“[S]ome [questions] might be triggering… I don’t know, like the
physical or social or mental health stuff might be triggering in
terms of like making [some] reflect on all their problems. It
would need to be done carefully so that there’s like support after-
wards.” HCP-3

Concerns Related to Negative Connotations with the Term
‘Disability’. Some participants expressed concerns about the
term ‘disability,’ stressing that there are negative connotations
with the term in the HIV community. For example, some
PLWH reported that the term can marginalize people:

“Well I think [the term] disability, I think it really kind of… it mar-
ginalizes people. So HIV, people were dying of AIDS you know 30
years ago but people now are living with HIV. They’re maintaining
it. So I think when we use language like disability […] it really
pushes us back.” PLWH-2

One participant questioned whether ‘disability’ should be in
the title of the HDQ:

“Well number one, I wouldn’t call it the HIV disability question-
naire. I’d call it the HIV status questionnaire or the HIV explora-
tional questionnaire or something because disability puts on
someone’s mind that you’re looking at disabilities, things that we
can’t do or that we can no longer do because we’re HIV+.”
PLWH-14

Healthcare providers also acknowledged that there may be
some PLWH who do not identify as having a disability,
which would need to be considered when using the HDQ in
clinical practice:

“I think some [PLWH] might very much identify as having a dis-
ability and others might take issue with it somehow perhaps like
not wanting to think about themselves as disabled.” HCP-3

Recommendations for Implementing the HDQ in Clinical
Practice
Participants provided recommendations to support the imple-
mentation of the HDQ in clinical practice for PLWH, including
the importance of score interpretability, shortening the ques-
tionnaire, and tailoring the frequency and mode of administra-
tion to the individual.

Importance of Score Interpretability. Participants recommended
that in order for the HDQ to be valuable in clinical practice, it
should provide meaningful and useable information for health-
care providers. For example, healthcare providers reported that
the HDQ score should be able to guide treatment decision
making:

“I think it’s [important to think of] what the clinicians would do
with [the HDQ score …] So what would you do with those
answers [from the HDQ]? How would you adapt the care plan?
How would you then work with the clients?” HCP-2

Healthcare providers described also how they would like to
understand the meaning of specific scores in terms of disability
severity:

“[I]f I did a depression scale […] I would [know whether a] person
has a high likelihood of depression. If I get a score here [with the
HDQ…] what does that mean [for] the level of disability?” HCP-1

Shortening the Questionnaire. A recommendation from partici-
pants was to shorten the length of the HDQ. Participants

6 Journal of the International Association of Providers of AIDS Care



reported that decreasing the number of items in each domain of
the HDQ would make implementation in clinical practice more
feasible. For example, PLWH reported that the domains of the
HDQ are valuable, but they recommended decreasing the
number of items within each domain:

“I think maybe the sections [of the HDQ] should be shortened. I
think the sections are good, like the headlines in sections are
good. But I think maybe the questions in the sections you could
maybe take out one or two.” PLWH FG-2

Healthcare providers also recommended that the HDQ
should be shortened to decrease burden and improve the ease
of use in clinical practice:

“I just think [the HDQ is] very long […] So like having a like one-
to two-page [HDQ would be valuable …] I think that’s really
important. I think that could be beneficial.” HCP-2

Tailoring Frequency and Mode of Administration to the Individual.
Participants reported that the frequency and mode of adminis-
tering the HDQ in clinical practice would depend on the indi-
vidual completing the questionnaire. As such, participants
described how healthcare providers shoulder tailor their use
of the HDQ based on characteristics of the individual, the fre-
quency of administration, the mode of administration, and the
extent of required support and guidance. Healthcare providers
noted that some PLWH may need assistance completing the
HDQ, while others may be able to complete it independently:

“I think that certain clients would really like to use a tablet [to com-
plete the HDQ] but other ones might not have much experience
with using them, like with using technology in general because
they don’t have much money or much ability to access. So
maybe they would have difficulty with a tablet […] There might
be problems with literacy with some of our clients.” HCP-3

Discussion
The HDQ is 69-item HIV-specific PROM that describes the
presence, severity, and episodic nature of disability experienced
by PLWH across six domains (ie, [i] physical, [ii] cognitive,
[iii] mental-emotional health symptoms and impairments, [iv]
difficulties carrying out day-to-day activities, [v] uncertainty
and worrying about the future, and [vi] challenges to social
inclusion).18–20 We found that the HDQ has value and specific
strengths in clinical practice; however, PLWH and healthcare
providers also highlighted some concerns and recommenda-
tions to consider when using the HDQ in clinical practice.
Given the barriers to implementing PROMs in routine clinical
care,32,33 our results provide information that can be used to
facilitate the successful implementation of the HDQ in clinical
practice.

The PLWHwho participated in this research reported having
a median of seven concurrent health conditions in addition to
HIV, with the most common being mental health conditions,

muscle pain, and joint pain. This aligns with previous research
that indicates PLWH can experience a higher prevalence of
multi-morbidity than the general population.5 Furthermore,
the highest HDQ disability presence score among PLWH par-
ticipants was in the cognitive symptoms and impairments
domain, the highest disability severity score was in the difficul-
ties with day-to-day activities domain, and the highest episodic
score was in the physical symptoms and impairments domain.
As such, our results may be transferable to other healthcare con-
texts that provide care for PLWH who experience complex
multi-morbidity and diverse health-related challenges.

Participants reported that the HDQ has value and specific
strengths in clinical practice for PLWH. Given evidence sug-
gesting that few PLWH access formal rehabilitation services,
despite the need,34 the HDQ may serve as an important tool
to identify health-related challenges among PLWH, and in
turn, serve as a tool to facilitate referrals to appropriate rehabil-
itation care, such as physiotherapy or occupational therapy. Our
results reveal that the HDQ can be a valuable tool to guide
person-centred care for PLWH, given that it may help to open
lines of communication between healthcare providers and
PLWH, particularly as it relates to sharing sensitive and/or per-
sonal information that may not be routinely asked by HCPs.
Our findings align with previous research by Bristowe and col-
leagues whereby PLWH and healthcare providers identified the
value of PROMs in HIV care, including their role in encourag-
ing referrals to healthcare services.17 Participants in our
research described specific strengths of the HDQ in clinical
practice, including the relevance of questionnaire domains
and the importance of specific items, particularly related to
uncertainty and worrying about the future. This confirms
earlier work whereby the HDQ demonstrated face, content,
and construct validity among PLWH in Canada, United
Kingdom, Ireland, and the United States.21–23,35 Furthermore,
our finding that uncertainty is an important HDQ domain is sup-
ported with results from a national web-based survey and qual-
itative inquiry which identified uncertainty as a principal
dimension of disability experienced by PLWH.36,37 Although
uncertainty and worrying about the future may also be experi-
enced by people living with other chronic and episodic health
conditions (eg, rheumatoid arthritis and systemic lupus erythe-
matosus38), uncertainty is a central aspect of disability experi-
enced by PLWH.36,37

Despite the perceived value and strengths of the HDQ, par-
ticipants shared concerns and described recommendations for
implementing the HDQ within clinical practice. For example,
some participants described concerns related to negative conno-
tations with the term ‘disability’. This is an important consider-
ation as use of the term ‘disability’ is not well established in the
everyday vernacular about HIV and it is often theorized as an
individual problem, while others propose that disability is
greatly determined by institutions and societal structures.39

Authors have also previously described perceived tensions
around the term ‘disability’ in the context of HIV, whereby
some PLWH expressed concerns about being labeled as ‘dis-
abled,’ while at the same time acknowledging the importance
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of having their health-related challenges recognized and vali-
dated by healthcare providers.6 To mitigate some of these con-
cerns related to the term ‘disability,’ it is important for
healthcare providers who are administering the HDQ to
clearly describe the purpose of the HDQ, whereby the goal is
to measure health-related challenges experienced by PLWH,
which can be fluctuating and episode in nature, and that the
purpose of the HDQ is not to dichotomously label someone
as ‘disabled’ or ‘not disabled.’ Future work should prioritize
developing a clear guidance document on the purpose, use,
and administration of the HDQ to ensure clear communication
between the healthcare provider administering the HDQ and
PLWH.

Participants described concern that some items on the HDQ
may potentially trigger an emotional response. Healthcare pro-
viders administering the HDQ should ensure that they fully
describe the types of questions included in the HDQ in the
domains, adequately preface that some items may be sensitive
in nature, and be prepared to support PLWH who experience
an emotional response. Despite these concerns, participants in
this study agreed that the HDQ has value to help facilitate the
sharing of sensitive information between PLWH and healthcare
providers that would otherwise be difficult to communicate,
particularly on topics related to mental health and isolation.
This aligns with previous work that described how PROMs
can be useful in sharing sensitive information in the context
of HIV care.17

A key recommendation to consider when implementing the
HDQ in clinical practice was the importance of shortening the
length of the HDQ. A shorter version of the HDQ may
improve feasibility of use in clinical practice by decreasing
the burden on PLWH who complete the questionnaire and
healthcare providers who administer it.40 Research is currently
underway to develop a short-form version of the HDQ.41

Participants, particularly healthcare providers, also described
the importance of score interpretability of the HDQ. Future
research should prioritize developing a quick and user-friendly
scoring system of the HDQ that can be easily interpreted by
healthcare providers to guide treatment decisions.42 Future
work should also determine the minimal clinically important
difference in HDQ scores to allow healthcare providers and/or
researchers to determine whether an intervention has been
effective at addressing health-related challenges for PLWH in
a clinically meaningful way.

Finally, participants in this research described the impor-
tance of tailoring the frequency and mode of administration
of the HDQ to the individual. Implementing PROMs in
routine clinical practice requires a number of considerations,
including choosing a mode for administering the question-
naire.43 In this research, we administered a paper-based
version of the HDQ based on the population who accessed serv-
ices at the community-based HIV facility, whereby many expe-
rienced complex multi-morbidity and challenges accessing
technology. Remote and digital methods of questionnaire
administration are particularly important given the rapid
increase in remote methods of service delivery in the context

of COVID-19.44,45 Given potential accessibility challenges of
electronically administering the HDQ (eg, challenges with
access to technology and low technological literacy), electronic
and web-based modes of the HDQ administration requires
further exploration.

Limitations
Most participants were recruited from a community-based HIV
facility in a large urban setting in Toronto, Canada. As such, the
transferability of our results to other care settings (eg, acute
care) and geographic contexts, such as low- and middle-income
countries, is unclear. Future research should determine the clin-
ical utility of the HDQ in other geographic contexts, including
low- and middle-income countries, such as Sub-Saharan Africa.
Furthermore, participants in this research had either engaged in
physiotherapy within the community-based HIV facility
(PLWH participants) or had worked collaboratively alongside
rehabilitation providers in the context of HIV care (healthcare
provider participants). Therefore, our results may not have cap-
tured the diversity of perspectives of PLWH and healthcare pro-
viders who are less familiar with concepts of disability and
rehabilitation. Despite these limitations, this study provides
important perspectives on the importance of PROMs as part
of comprehensive, person-centred HIV care.

Conclusions
The HDQ possesses utility in clinical practice from the perspec-
tives of PLWH and healthcare providers. Participants reported
that the HDQ is a valuable tool for assessing disability in the
context of HIV, facilitating communication between PLWH and
healthcare providers, and tailoring treatments and guiding referrals
to healthcare providers and/or services. Strengths of the HDQ
included its comprehensiveness, relevance of questionnaire
domains, and the importance of specific questionnaire items.
Concerns of using the HDQ in its current form included the
length of the questionnaire, potential for some items to trigger
an emotional response, and concerns related to negative connota-
tions with the term ‘disability.’ Recommendations for implement-
ing the HDQ in clinical practice included the importance score
interpretability, shortening the questionnaire, and tailoring the fre-
quency and mode of administration to the individual. Results may
be transferable to other healthcare contexts that provide care to
PLWH who experience complex multi-morbidity and diverse
health-related challenges. Next steps include developing a short-
form version, considering interpretability of scores, and determin-
ing the ideal mode(s) of administration and score presentation to
support implementation of the HDQ and communication of
scores within clinical practice with PLWH.

Supplemental Questions
What do we already know about this topic? The HIV Disability
Questionnaire (HDQ) is a 69-item HIV-specific patient-
reported outcome measure (PROM) developed to describe the
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presence, severity, and episodic nature of disability experienced
by people living with HIV.

How does your research contribute to the field? To our
knowledge, this is the first qualitative study to explore the clinical
utility of the HIV Disability Questionnaire (HDQ) from the per-
spectives of people living with HIV and healthcare providers.

What are your research‘s implications toward theory, prac-
tice, or policy? Study results provide patient and healthcare pro-
vider perspectives towards the HIV Disability Questionnaire
(HDQ) in clinical practice, including strengths, concerns, and
recommendations for implementing the HDQ within clinical
contexts.
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Box 1. Questions from the interview guide for
participants living with HIV.

1. Can you describe your experience completing the
HDQ?

2. In what way was the HDQ used in your experience
in the HIV community-based facility?

3. What do you think about how the HDQ asks about
the fluctuations you might have experienced
recently with your health challenges?

4. How might the HDQ be best used in clinical
practice?

Box 2. Questions from the focus group discus-
sion guide for participants living with HIV.

1. How well do the questions on the HDQ capture
the types of disability you experience?

2. What do you think about the overall wording of
the questions in the HDQ?

3. Each question has a few answer options you can
choose from – did they capture the responses
you wanted to give in order to describe your dis-
ability experience? Did you have any trouble with
them?

4. How long did it take for you to complete the
HDQ? What did you think of the length of time
it took you to complete the questionnaire?

5. Were there any questions that you struggled to
answer (and why)?

6. What do you think about the way in which the
HDQ asks about fluctuations in health-related
challenges?

7. We are interested in learning more about how the
HDQ might be used in the clinical setting. How
might the HDQ be best used in clinical practice?

8. What is the best way for healthcare providers to
use the HDQ in their clinical practice?

9. What are the benefits of using the HDQ?
10. Do you see any challenges with using the HDQ?
11. The HDQ can be completed either on paper, or

electronically in a tablet or computer format.
What did you think about completing the HDQ
on paper? What do you think about completing
the HDQ on a tablet or computer?

12. Did you complete the HDQ alone or did some one
assist you with it? In your opinion, who would be
the best person to complete the HDQ with you?
Why?

13. When do you think would be the ideal time to
complete the HDQ? How often?
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Box 3.Questions from healthcare provider par-
ticipant interview guide.
Questions if participant had used the HDQ in clinical
practice:

1. Can you describe your experience with the HDQ?
2. In what way was the HDQ used in your practice?
3. What do you think about the way in which the

HDQ asks about fluctuations in health-related
challenges?

4. To date the HDQ has primarily been used as a
research tool. How might the HDQ be best used
in clinical practice?

5. What are the benefits of using the HDQ?
6. Do you see any challenges with using the HDQ?
7. The HDQ can be completed either on paper, or

electronically in a tablet or computer format.
What did you think about patients completing the
HDQ on paper? What do you think about them
completing the HDQ on a tablet or computer?

8. When do you think would be the ideal time to com-
plete the HDQ? How often?

9. Who do you think would be the ideal member of
the team to administer the HDQ?

Questions if participant had not used the HDQ in clini-
cal practice:

1. Can you describe your first impressions of the
HDQ?

2. In what way might the HDQ be used in your prac-
tice? By who?

3. What do you think about the way in which the
HDQ asks about fluctuations in health-related
challenges?

4. To date the HDQ has primarily been used as a
research tool. How might the HDQ be best used
in clinical practice?

5. What are the potential benefits of using the HDQ?
6. Do you see any potential challenges with using the

HDQ?’
7. The HDQ can be completed either on paper, or

electronically in a tablet or computer format.
What did you think about patients completing the
HDQ on paper? What do you think about them
completing the HDQ on a tablet or computer?

8. When do you think would be the ideal time to com-
plete the HDQ? How often?

9. Who do you think would be the ideal member of
the team to administer the HDQ?

12 Journal of the International Association of Providers of AIDS Care


	 Introduction
	 Materials and Methods
	 Study Design
	 Ethical Approval and Informed Consent
	 Participants, Sampling, and Recruitment
	 Data Collection
	 Data Analysis

	 Results
	 Value and Strengths of Using the HDQ in Clinical Practice
	 Assessing Disability in Clinical Practice
	 Facilitating Communication Between People Living with HIV and Healthcare Providers
	 Tailoring Treatments and Guiding Referrals to Healthcare Providers and/or Services
	 Comprehensiveness of Questionnaire
	 Relevance of Questionnaire Domains
	 Importance of Specific Questionnaire Items

	 Concerns of Using the HDQ in Clinical Practice
	 Length of the Questionnaire
	 Potential for Some Items to Trigger an Emotional Response
	 Concerns Related to Negative Connotations with the Term ‘Disability’

	 Recommendations for Implementing the HDQ in Clinical Practice
	 Importance of Score Interpretability
	 Shortening the Questionnaire
	 Tailoring Frequency and Mode of Administration to the Individual


	 Discussion
	 Limitations
	 Conclusions
	 Supplemental Questions
	 Acknowledgments
	 References


<<
  /ASCII85EncodePages false
  /AllowTransparency false
  /AutoPositionEPSFiles true
  /AutoRotatePages /All
  /Binding /Left
  /CalGrayProfile (Dot Gain 20%)
  /CalRGBProfile (sRGB IEC61966-2.1)
  /CalCMYKProfile ()
  /sRGBProfile (sRGB IEC61966-2.1)
  /CannotEmbedFontPolicy /Warning
  /CompatibilityLevel 1.4
  /CompressObjects /Tags
  /CompressPages true
  /ConvertImagesToIndexed true
  /PassThroughJPEGImages true
  /CreateJobTicket false
  /DefaultRenderingIntent /Default
  /DetectBlends true
  /DetectCurves 0.0000
  /ColorConversionStrategy /LeaveColorUnchanged
  /DoThumbnails false
  /EmbedAllFonts true
  /EmbedOpenType false
  /ParseICCProfilesInComments true
  /EmbedJobOptions true
  /DSCReportingLevel 0
  /EmitDSCWarnings false
  /EndPage -1
  /ImageMemory 1048576
  /LockDistillerParams false
  /MaxSubsetPct 5
  /Optimize true
  /OPM 1
  /ParseDSCComments true
  /ParseDSCCommentsForDocInfo true
  /PreserveCopyPage true
  /PreserveDICMYKValues true
  /PreserveEPSInfo true
  /PreserveFlatness false
  /PreserveHalftoneInfo false
  /PreserveOPIComments false
  /PreserveOverprintSettings true
  /StartPage 1
  /SubsetFonts true
  /TransferFunctionInfo /Apply
  /UCRandBGInfo /Preserve
  /UsePrologue false
  /ColorSettingsFile ()
  /AlwaysEmbed [ true
  ]
  /NeverEmbed [ true
  ]
  /AntiAliasColorImages false
  /CropColorImages false
  /ColorImageMinResolution 300
  /ColorImageMinResolutionPolicy /OK
  /DownsampleColorImages true
  /ColorImageDownsampleType /Average
  /ColorImageResolution 300
  /ColorImageDepth -1
  /ColorImageMinDownsampleDepth 1
  /ColorImageDownsampleThreshold 1.50000
  /EncodeColorImages true
  /ColorImageFilter /DCTEncode
  /AutoFilterColorImages true
  /ColorImageAutoFilterStrategy /JPEG
  /ColorACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /ColorImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000ColorACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000ColorImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasGrayImages false
  /CropGrayImages false
  /GrayImageMinResolution 300
  /GrayImageMinResolutionPolicy /OK
  /DownsampleGrayImages true
  /GrayImageDownsampleType /Average
  /GrayImageResolution 300
  /GrayImageDepth -1
  /GrayImageMinDownsampleDepth 2
  /GrayImageDownsampleThreshold 1.50000
  /EncodeGrayImages true
  /GrayImageFilter /DCTEncode
  /AutoFilterGrayImages true
  /GrayImageAutoFilterStrategy /JPEG
  /GrayACSImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /GrayImageDict <<
    /QFactor 0.15
    /HSamples [1 1 1 1] /VSamples [1 1 1 1]
  >>
  /JPEG2000GrayACSImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /JPEG2000GrayImageDict <<
    /TileWidth 256
    /TileHeight 256
    /Quality 30
  >>
  /AntiAliasMonoImages false
  /CropMonoImages false
  /MonoImageMinResolution 1200
  /MonoImageMinResolutionPolicy /OK
  /DownsampleMonoImages true
  /MonoImageDownsampleType /Average
  /MonoImageResolution 1200
  /MonoImageDepth -1
  /MonoImageDownsampleThreshold 1.50000
  /EncodeMonoImages true
  /MonoImageFilter /CCITTFaxEncode
  /MonoImageDict <<
    /K -1
  >>
  /AllowPSXObjects false
  /CheckCompliance [
    /PDFX1a:2003
  ]
  /PDFX1aCheck false
  /PDFX3Check false
  /PDFXCompliantPDFOnly false
  /PDFXNoTrimBoxError false
  /PDFXTrimBoxToMediaBoxOffset [
    33.84000
    33.84000
    33.84000
    33.84000
  ]
  /PDFXSetBleedBoxToMediaBox false
  /PDFXBleedBoxToTrimBoxOffset [
    9.00000
    9.00000
    9.00000
    9.00000
  ]
  /PDFXOutputIntentProfile (None)
  /PDFXOutputConditionIdentifier ()
  /PDFXOutputCondition ()
  /PDFXRegistryName ()
  /PDFXTrapped /False

  /CreateJDFFile false
  /Description <<

    /BGR <>
    /CHS <FEFF4f7f75288fd94e9b8bbe5b9a521b5efa7684002000500044004600206587686353ef901a8fc7684c976262535370673a548c002000700072006f006f00660065007200208fdb884c9ad88d2891cf62535370300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c676562535f00521b5efa768400200050004400460020658768633002>
    /CHT <FEFF4f7f752890194e9b8a2d7f6e5efa7acb7684002000410064006f006200650020005000440046002065874ef653ef5728684c9762537088686a5f548c002000700072006f006f00660065007200204e0a73725f979ad854c18cea7684521753706548679c300260a853ef4ee54f7f75280020004100630072006f0062006100740020548c002000410064006f00620065002000520065006100640065007200200035002e003000204ee553ca66f49ad87248672c4f86958b555f5df25efa7acb76840020005000440046002065874ef63002>
    /CZE <>
    /DAN <>
    /DEU <>
    /ESP <>
    /ETI <>
    /FRA <>
    /GRE <>

    /HRV <>
    /HUN <>
    /ITA <>
    /JPN <>
    /KOR <FEFFc7740020c124c815c7440020c0acc6a9d558c5ec0020b370c2a4d06cd0d10020d504b9b0d1300020bc0f0020ad50c815ae30c5d0c11c0020ace0d488c9c8b85c0020c778c1c4d560002000410064006f0062006500200050004400460020bb38c11cb97c0020c791c131d569b2c8b2e4002e0020c774b807ac8c0020c791c131b41c00200050004400460020bb38c11cb2940020004100630072006f0062006100740020bc0f002000410064006f00620065002000520065006100640065007200200035002e00300020c774c0c1c5d0c11c0020c5f40020c2180020c788c2b5b2c8b2e4002e>
    /LTH <>
    /LVI <>
    /NLD (Gebruik deze instellingen om Adobe PDF-documenten te maken voor kwaliteitsafdrukken op desktopprinters en proofers. De gemaakte PDF-documenten kunnen worden geopend met Acrobat en Adobe Reader 5.0 en hoger.)
    /NOR <>
    /POL <>
    /PTB <>
    /RUM <>
    /RUS <>
    /SKY <>
    /SLV <>
    /SUO <>
    /SVE <>
    /TUR <>
    /UKR <>
    /ENU (Use these settings to create Adobe PDF documents for quality printing on desktop printers and proofers.  Created PDF documents can be opened with Acrobat and Adobe Reader 5.0 and later.)
  >>
  /Namespace [
    (Adobe)
    (Common)
    (1.0)
  ]
  /OtherNamespaces [
    <<
      /AsReaderSpreads false
      /CropImagesToFrames false
      /ErrorControl /WarnAndContinue
      /FlattenerIgnoreSpreadOverrides false
      /IncludeGuidesGrids false
      /IncludeNonPrinting false
      /IncludeSlug false
      /Namespace [
        (Adobe)
        (InDesign)
        (4.0)
      ]
      /OmitPlacedBitmaps false
      /OmitPlacedEPS false
      /OmitPlacedPDF false
      /SimulateOverprint /Legacy
    >>
    <<
      /AddBleedMarks true
      /AddColorBars false
      /AddCropMarks true
      /AddPageInfo true
      /AddRegMarks false
      /BleedOffset [
        9
        9
        9
        9
      ]
      /ConvertColors /NoConversion
      /DestinationProfileName ()
      /DestinationProfileSelector /NA
      /Downsample16BitImages true
      /FlattenerPreset <<
        /PresetSelector /MediumResolution
      >>
      /FormElements false
      /GenerateStructure true
      /IncludeBookmarks true
      /IncludeHyperlinks true
      /IncludeInteractive false
      /IncludeLayers false
      /IncludeProfiles false
      /MarksOffset 6
      /MarksWeight 0.250000
      /MultimediaHandling /UseObjectSettings
      /Namespace [
        (Adobe)
        (CreativeSuite)
        (2.0)
      ]
      /PDFXOutputIntentProfileSelector /NA
      /PageMarksFile /RomanDefault
      /PreserveEditing true
      /UntaggedCMYKHandling /LeaveUntagged
      /UntaggedRGBHandling /LeaveUntagged
      /UseDocumentBleed false
    >>
    <<
      /AllowImageBreaks true
      /AllowTableBreaks true
      /ExpandPage false
      /HonorBaseURL true
      /HonorRolloverEffect false
      /IgnoreHTMLPageBreaks false
      /IncludeHeaderFooter false
      /MarginOffset [
        0
        0
        0
        0
      ]
      /MetadataAuthor ()
      /MetadataKeywords ()
      /MetadataSubject ()
      /MetadataTitle ()
      /MetricPageSize [
        0
        0
      ]
      /MetricUnit /inch
      /MobileCompatible 0
      /Namespace [
        (Adobe)
        (GoLive)
        (8.0)
      ]
      /OpenZoomToHTMLFontSize false
      /PageOrientation /Portrait
      /RemoveBackground false
      /ShrinkContent true
      /TreatColorsAs /MainMonitorColors
      /UseEmbeddedProfiles false
      /UseHTMLTitleAsMetadata true
    >>
  ]
>> setdistillerparams
<<
  /HWResolution [2400 2400]
  /PageSize [612.000 792.000]
>> setpagedevice


