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Abstract 

Background: In settings with high antiretroviral therapy coverage, numerous health‑related issues continue to 
undermine the health and health‑related quality of life (HRQoL) of people living with HIV (PLHIV). As part of a larger 
study to develop and validate a new patient‑reported outcome measure for use in HIV clinical care in Spain, we 
sought to identify the most burdensome health‑related issues experienced by PLHIV in order to determine which 
issues should be addressed in the new instrument.

Methods: We conducted a literature review and a qualitative study based on four focus group discussions (FGDs) 
with key informants in Spain. Participants were selected via purposive sampling. Two FGDs convened 16 expert HIV 
service providers, and two convened 15 PLHIV with diverse epidemiological profiles. FGDs followed semi‑structured 
interview scripts and incorporated an exercise to prioritise the most critical health‑related issues among those named 
in the discussions. Content analysis was conducted using MAXQDA 12.

Results: The analysis of FGD data identified several broad categories of issues that were perceived to negatively 
affect PLHIV. The most frequently named issues fell within the categories of social problems; physical symptoms; 
psychological problems; and sexuality‑related problems. Regarding social problems, stigma/discrimination was by far 
the issue raised the most frequently. In the prioritisation exercise, stigma/discrimination was also ranked as the most 
burdensome issue by both service providers and PLHIV. Within the physical symptoms category, the issues named 
most frequently were sleep‑related problems, fatigue, physical pain and body fat changes. Regarding psychological 
problems, FGD participants most commonly spoke of emotional distress in general terms, and also called attention 
to depression and anxiety. In the prioritisation exercise, both service providers and PLHIV ranked psychological well‑
being as the second‑most important issue following stigma. Sexuality‑related problems that were reported included 
sexually transmitted infections, hormonal problems, lack of libido, and general sexual dissatisfaction.

Conclusions: PLHIV are negatively affected by a wide range of health‑related issues. HIV‑related stigma and psycho‑
logical well‑being remain major challenges. Identifying and addressing these and other issues in routine clinical care 
supports healthy aging and may ultimately contribute to better health and HRQoL outcomes in this population.
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Introduction
Following the introduction of the first highly effective 
antiretroviral therapy (ART) regimens in 1996, the wide-
spread use of ART has transformed HIV care [1, 2]. ART 
suppresses viral replication and thus prevents HIV from 
destroying the immune system. More than two-thirds of 
the world’s 38 million PLHIV are now taking ART, and its 
effect on survival is reflected in the 47% decline in HIV-
related deaths from 2010 to 2020 [3]. For people who ini-
tiate ART sufficiently early in the course of infection, life 
expectancy is almost that of the general population [4].

Health systems are increasingly focusing on the ques-
tion of how to meet the health needs of large numbers 
of PLHIV who are stable on ART [5]. Viral suppression 
has conventionally been regarded as a key marker of 
the success of HIV care, but as more people live with 
controlled HIV for many years, there is recognition that 
health-related quality of life (HRQoL) warrants greater 
consideration [6]. This concern is consistent with the 
World Health Organization’s definition of health as “a 
state of complete physical, mental and social well-being 
and not merely the absence of disease or infirmity” [7]. 
While a consensus definition of HRQoL is lacking, it 
has been described in broad terms as “a multidimen-
sional construct concerned with the impact of health 
on an individual’s perception of their well-being and 
level of functioning in important areas of their life” [8].

A large British study found that virally suppressed 
PLHIV reported significantly worse HRQoL than a rep-
resentative sample of the general population, and other 
studies have documented similar gaps [9–11]. These 
outcomes may reflect the challenges of living with HIV 
on a long-term basis. Although high adherence to ART 
typically controls HIV infection, PLHIV often experience 
bothersome physical symptoms such as pain, fatigue and 
gastrointestinal distress [12–15]. Furthermore, PLHIV 
have a greater multimorbidity burden than the general 
population, with comorbidities occurring at younger 
ages [2]. They are at elevated risk of some comorbidi-
ties including osteoporosis, diabetes, cardiovascular dis-
ease, and chronic kidney disease [2, 16–18]. HIV remains 
highly stigmatised, and discrimination and other mani-
festations of stigma contribute to the social isolation and 
mental health problems that are commonly reported by 
PLHIV [19–22]. Periodic disability as well as stigma and 
discrimination have limited the employment opportuni-
ties of many PLHIV, with consequences for their material 
well-being and long-term financial security [23, 24].

Correlations have been observed between many of 
these issues and negative HRQoL outcomes in PLHIV 
populations [25–27]. Also, poorer HRQoL has been 
observed to predict both hospitalisation and mortality 
in PLHIV, suggesting that efforts to influence modi-
fiable determinants of HRQoL may have important 
health benefits [28–30]. Other research in PLHIV has 
found healthcare providers to have low awareness of 
patients’ symptoms and of their self-reported drug 
use [31, 32]. Furthermore, healthcare providers might 
not be attuned to some health-related issues that can 
affect the HRQoL of PLHIV. In a United States study in 
which both PLHIV and HIV care providers were asked 
to rank their priorities for issues to address in a routine 
clinic visit, PLHIV expressed greater concern about 
pain, physical functioning, HIV-related stigma and 
social support than did providers [33]. A large quali-
tative study in the United Kingdom and Ireland found 
that HIV care providers preferred to focus clinical con-
sultations on HIV treatment and physical outcomes 
while giving less attention to patients’ other concerns, 
including psychological and social concerns [34]. Taken 
together, these findings raise the prospect that address-
ing burdensome health-related issues more effectively 
as part of routine HIV management might lead to 
improvements in HRQoL and health outcomes.

Patient-reported outcome measures (PROMs) offer 
a means of capturing information about a wide range 
of health-related issues, and administering PROMs 
in routine clinical care can lead to the recognition of 
problems that might have otherwise been overlooked 
[35]. A large number of non-disease-specific PROMs 
have been designed to serve the general patient popula-
tion. For example, the PROMIS initiative has published 
more than 100 validated PROMs that can be used 
across different areas of healthcare to obtain patient-
reported information on issues such as alcohol use, 
cognitive function, emotional distress, pain, sleep, sex-
ual function, self-efficacy and social isolation [36]. In 
some contexts, it may be preferable to administer dis-
ease-specific PROMs that have been designed to more 
fully capture experiences associated with particular 
conditions. Reflecting the diverse ways in which living 
with HIV can affect people physically, emotionally and 
socially, a 2017 review identified more than 100 vali-
dated HIV-specific PROMs addressing concerns such 
as symptoms, psychological challenges, HIV-related 
stigma, body appearance, and social support [37].
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Given the many potential health-related challenges fac-
ing PLHIV, time and logistical constraints point to the 
need for short broadly-focused PROMs that can be used 
to identify multiple types of issues in routine clinical care. 
Researchers have reported on the development of two 
such instruments in recent years, with one informed by 
qualitative research in the United Kingdom and Ireland, 
and the other informed by qualitative research in Canada 
[38, 39]. It is not known to what extent these instruments 
capture the health-related concerns of PLHIV in coun-
tries with different social, cultural, epidemiological and 
health system dynamics.

This study is part of a larger study conducted for the 
purpose of developing a short broadly focused PROM for 
use in HIV clinical care in Spain. It is envisioned that the 
new PROM, the HIV Clinic Screening Tool (CST-HIV), 
will assist healthcare providers in identifying health-
related issues that PLHIV perceive to be burdensome, 
creating more opportunities to address these issues 
through interventions and referrals. Future research is 
planned to determine whether the use of the CST-HIV 
in HIV clinical care predicts better health and HRQoL 
outcomes. The development and piloting of the CST-
HIV initially was reported in 2021 [40]. The current arti-
cle complements the earlier article by providing further 
details about the first two steps of instrument develop-
ment, and in doing so demonstrates how this formative 
research contributed to the content validity of the CST-
HIV. The overall objective in these two steps was to 
identify the most burdensome health-related issues expe-
rienced by PLHIV in order to determine which issues 
should be addressed by the new PROM. Specific objec-
tives were to: (a) conduct a literature review that would 
inform qualitative data collection and subsequent phases 
of instrument development; and (b) obtain qualitative 
evidence from PLHIV and HIV service providers.

Methods
In accordance with established methodologies for 
instrument development [41], our study employed a 
four-step process: (1) a literature review; (2) a qualita-
tive study using data from key informants; (3) item pool 
development; and (4) pilot testing. The first two steps 
are reported in this article. Data collection and analy-
sis for these two steps took place in January–November 
2019. Ethical approval for the study was obtained from 
the research ethics committee of Hospital Clínic Barce-
lona in 2019, and all study participants provided written 
informed consent.

Literature review
We conducted an exploratory literature review to obtain 
information about issues that undermine the well-being 

of PLHIV and to identify themes that would warrant fur-
ther exploration in focus group discussions (FGDs). We 
searched PubMed using search strings that addressed 
two major lines of research: the symptom burden in 
PLHIV and predictors of HRQoL in PLHIV. The search 
strings employed both general descriptors and MeSH 
terms (“Annex 1”). We also searched PubMed for stud-
ies relating to HIV symptom screening tools and the use 
of HIV-specific PROMs in clinical practice. We reviewed 
the references cited in key articles to identify further rel-
evant sources of information, as well as incorporating 
other sources known to research team members through 
prior work. We used Scopus and ResearchGate to iden-
tify articles that cited the widely used HIV Symptom 
Index as a key source and considered the relevance of 
those articles as well [42].

We restricted the selection of studies relating to the 
symptom burden in PLHIV to English-language peer-
reviewed articles that reported on adult PLHIV who live 
in high-income countries and are taking ART. We priori-
tised articles reporting on the symptom burden in PLHIV 
from 2010 onward, in recognition that the symptom pro-
file has changed in accordance with ART improvements. 
Articles were excluded if they focused on only one type 
of symptom such as gastrointestinal distress. Although 
the search criteria initially called for only peer-reviewed 
articles to be included in literature review findings, the 
decision was made to also include conference abstracts 
due to the paucity of relevant research identified in the 
peer-reviewed literature. Other inclusion and exclusion 
criteria applied in the initial search were also applied to 
conference abstracts. Title/abstract screening and full-
text screening were performed in the same stage of the 
review process. Data from selected articles and abstracts 
were compiled in a Microsoft Word table.

The HRQoL search in PubMed identified a very large 
number of records, including a 2014 narrative review 
article reporting on HRQoL in PLHIV in high-income 
countries [25]. We thus modified our search to identify 
articles published from 2013 onward in order to sup-
plement the findings of the review article. Articles were 
included if they presented original research or systematic 
review findings about factors associated with HRQoL 
outcomes in adult PLHIV in high-income countries. Arti-
cles were excluded if validated HRQoL instruments had 
not been used to obtain HRQoL outcomes. Articles were 
also excluded if the focus of the research was on the rela-
tionship between HRQoL and one specific health con-
dition (e.g., pain); if the study population was restricted 
to individuals with a specific comorbidity in addition to 
HIV (e.g., hepatitis C virus); if the study population had 
recently initiated antiretroviral therapy; or if the findings 
were obtained from a clinical trial. Conference abstracts 
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were excluded, as were articles in languages other than 
English or Spanish. Records retrieved from this search 
underwent title/abstract screening, and selected records 
then underwent full-text screening. Data extraction was 
performed on the articles identified through this process, 
with data compiled in a Microsoft Word table.

Qualitative study
For the qualitative study we conducted focus group dis-
cussions (FGDs) to obtain the perspectives of PLHIV and 
other key informants regarding the most burdensome 
health-related problems facing PLHIV. The methodolo-
gies for data collection and analysis followed standard 
qualitative research procedures [43].

Two FGDs enrolled HIV service providers (N = 8 per 
FGD) and two FGDs enrolled PLHIV (N = 8 and N = 7). 
We selected participants in the service provider FGDs 
via purposive sampling to ensure the representation of 
different types of providers such as physicians, nurses, 
psychiatrists, psychologists and representatives of non-
governmental organisations (NGOs). Service providers 
worked in the metropolitan areas of Madrid, Barcelona, 
Bilbao, Sevilla and Valencia. We selected participants 
in the PLHIV FGDs via purposive sampling to ensure 
diverse epidemiological profiles in terms of age, sex, sex-
ual orientation, and history of drug use. One PLHIV FGD 
was comprised of clients of an NGO providing HIV ser-
vices in Barcelona, and the other PLHIV FGD was com-
prised of patients at the HIV outpatient clinic of a large 
Barcelona university hospital.

We conducted the FGDs in April and May 2019, with 
each one lasting approximately two hours. All FGDs 
took place in Spanish. Two members of the research 
team facilitated each FGD. The primary facilitator was 
always the same person, an expert researcher in HIV and 
HRQoL. The facilitators previously knew many but not 
all of the individuals who participated in the HIV service 
provider FGDs. The facilitators had no previous relation-
ship with any of the individuals who participated in the 
PLHIV FGDs.

The facilitators used semi-structured scripts with 
open-ended questions and prompts to guide the dis-
cussions, which primarily were centred on identifying 
and discussing the health-related problems thought to 
have the greatest negative effect on the quality of life of 
PLHIV. Questions are summarized in Table 1 and focus 
group scripts are provided in “Annex 2”. Participants in all 
four focus groups also were asked to carry out a prioriti-
sation exercise in which they selected what they believed 
to be the most burdensome issues from among all issues 
identified by their group. To prepare for this exercise, one 
facilitator noted specific burdensome issues on a flip-
chart upon first mention of each issue. Participants then 
were asked to select their priority issues from the full list. 
They indicated their decisions by placing green stick-
ers provided by the facilitators next to the items on the 
flip-chart.

We performed a qualitative analysis through a directed 
content analysis of the FGD transcripts [44] assisted by 
the qualitative analysis software MAXQDA 12. For this 
purpose, FGDs were recorded, transcribed literally, 
reviewed for accuracy, and coded. Inductive and deduc-
tive coding were used to identify relevant concepts, and 
an analysis of these concepts led to the identification of 
key categories and subcategories of health-related prob-
lems. There was also a quantitative analysis of the qualita-
tive data to determine the number of times each code and 
category was used. Three research team members who 
were experts in HIV-related public health and psychoso-
cial issues, two of whom had community-level experience 
working with PLHIV, assessed the methodological and 
theoretical quality of core categories and subcategories 
[45]. For the prioritisation exercise that drew on the flip-
chart lists generated during focus group discussions, the 
research team coded the frequencies for each FGD in a 
Microsoft Excel document.

Illustrative quotations for key themes were translated 
into English for reporting purposes.

Table 1 Summary of focus group discussion questions

HIV service provider focus groups People living with HIV focus groups

1. In your opinion, what health‑related problems have the greatest nega‑
tive effect on the quality of life of people with HIV?
2. Among the health‑related problems that you have identified, which 
ones are most important to include in a short clinic screening tool?
3. Are you generally able to identify any of these problems in your 
patients/clients? If yes, how?
4. What interventions do you provide to respond to these problems?

1. What health‑related problems have the greatest negative effect on your 
quality of life?
2. Of all the problems you have mentioned, what do you think are the most 
important, considering not only yourself but people with HIV in general?
3. Do you discuss these problems with your doctor or other healthcare 
provider? If you discuss these problems, how are they raised, and is your 
healthcare provider able to help? If you do not discuss these problems, why 
not?
4. What do you think your doctors or other healthcare providers could do to 
help you solve or more effectively manage the problems you mentioned?
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Results
Literature review
The literature review identified seven studies that met 
inclusion criteria regarding the symptom burden in rel-
evant PLHIV populations [13, 46–51]. Three types of 
symptoms were reported to be common across many of 
these studies: sleep-related symptoms, fatigue/energy-
related symptoms, and muscle/joint pain. Other symp-
toms noted to be common in a smaller number of studies 
included anxiety/fear, sadness/depression, peripheral 
neuropathy, sexual dysfunction, changes in body appear-
ance, and gastrointestinal symptoms.

We assessed the published research on predictors of 
HRQoL in PLHIV by utilising the aforementioned 2014 
narrative review article on this topic and identifying origi-
nal research articles published after the search period in the 
2014 review. Forty-nine studies met the inclusion criteria 
for the 2014 review [25]. Additionally, our literature search 
identified 68 more recent studies reporting on factors asso-
ciated with HRQoL in PLHIV (Fig. 1). Examples of relevant 
findings from the review article and the more recent studies 
are presented in Table 2. Numerous studies identified social 
support as a predictor of positive HRQoL outcomes. Physi-
cal and emotional health concerns, including symptoms, 
comorbidity, and depression, were often found to predict 
negative HRQoL outcomes. Other notable predictors of 
negative HRQoL outcomes included stigma, HIV disclo-
sure concerns, and material insecurity (e.g., unemployment, 
financial problems, unmet needs for food and housing).

Qualitative study
Among service providers who participated in FGDs 
(N = 16), ten were men and six were women. The service 

providers included four HIV physicians, one psychiatrist, 
two psychologists, four nurses, one social worker, and 
four peers with diverse professional expertise. Among 
PLHIV who participated in FGDs (N = 15), eight were 
men, half of them men who have sex with men (MSM). 
Six were heterosexual cis women, and one was a 
transgender woman. Three PLHIV were immigrants, four 
were long-term survivors (diagnosed with HIV before 
1996), and six were people who acquired HIV through 
injection drug use.

The analysis of focus group data identified several 
broad categories of issues that were thought to impact 
the health-related quality of life of PLHIV, with the most 
frequently mentioned issues falling into four categories: 
social problems; physical symptoms; psychological/emo-
tional problems; and sexuality-related problems. Table 3 
displays the categories and sub-categories identified, 
indicating the number of coded segments in each one, 
along with illustrative examples of segments.

Social problems
Within the category of social problems, stigma was by far 
the issue raised the most frequently (Table 3). In the FGD 
prioritisation exercise, stigma/discrimination was ranked 
as the most burdensome issue by both service providers 
and PLHIV.

While a number of different aspects of stigma and dis-
crimination were discussed, many of these related to the 
concept of anticipated stigma, i.e., the belief that one’s 
HIV-positive status would elicit negative responses in 
other people. Anticipated stigma was reported to have 
important implications for many PLHIV in regard to 
social and intimate relationships. Among other concerns, 
a number of PLHIV focus group participants empha-
sised the effects of anticipated stigma on their romantic 
and sexual lives. Self-stigma often was noted to be part 
of the dynamic when these issues were discussed. Service 
providers called attention to the interconnected nature 
of public stigma, self-stigma, and a broad range of other 
challenges that PLHIV experience.

Another social problem, socioeconomic vulnerability, 
was identified as a high priority by service providers, but 
not by PLHIV. Service providers noted both the imme-
diate financial challenges facing PLHIV and also the 
concerns that some PLHIV expressed about not being 
able to accumulate the financial resources that they will 
need in later life. Service providers reported having the 
perception that some PLHIV patients may be experi-
encing financial difficulties although this issue is seldom 
discussed explicitly in clinic visits. One service provider 
also called into question the stereotype that PLHIV who 
belong to the MSM community are financially secure.

Fig. 1 Literature review process to identify factors affecting 
health‑related quality of life



Page 6 of 17Safreed‑Harmon et al. Health and Quality of Life Outcomes           (2022) 20:84 

Physical symptoms
Within the physical symptoms category, the issues named 
most frequently were sleep-related problems and fatigue 
(Table 3). PLHIV spoke about these issues being a promi-
nent part of their lives. It was also observed that sleep-
related problems were not being resolved satisfactorily.

Physical pain also was frequently mentioned by both 
PLHIV and service providers. Physical pain was iden-
tified as a cause of sleep problems. One PLHIV focus 
group participant, for example, reported being awakened 
several times per night by shoulder pain.

PLHIV and service providers also noted concerns 
about body fat changes such as lipoatrophy and weight 

Table 2 Selected examples of study findings on factors associated with positive and negative health‑related quality‑of‑life outcomes

FAHI: Functional Assessment of HIV Infection. HAT‑QoL: HIV/AIDS‑Targeted Quality of Life. MOS‑HIV: Medical Outcomes Study HIV Health Survey. SF‑8: 8‑Item Short‑
Form Survey. SF‑12: 12‑Item Short‑Form Survey. SF‑36: 36‑Item Short‑Form Survey. Swed‑Qual: Swedish Health‑Related Quality of Life Survey. WHOQOL‑HIV‑Bref: 
World Health Organization Quality of Life–HIV BREF

Factors associated with health-related quality-of-life outcomes Year Source Health-related 
quality-of-life 
instrument

Factors associated with positive outcomes

Social support 2013 Bekele [52] MOS‑HIV

2015 Dalmida [53] SF‑36

2014 DeGroote [25] N/A

2019 den Daas [54] SF‑12

2013 Emlet [55] SF‑8

2016 George [56] MOS‑HIV

2016 Niderost [57] WHOQOL‑HIV‑Bref

2013 Slater [58] HAT‑QoL

Factors associated with negative outcomes

Comorbidity 2014 DeGroote [25] N/A

2013 Emlet [55] SF‑8

2016 George [56] MOS‑HIV

2016 Niderost [57] WHOQOL‑HIV‑Bref

2013 Slater [58] HAT‑QoL

Depression 2016 Ballester‑Arnal [59] MOS‑HIV

2017 Catalan [60] WHOQOL‑HIV Bref

2015 Dalmida [53] SF‑36

2014 DeGroote [25] N/A

2019 Olson [61] FAHI

High symptom burden or presence of specific symptoms (e.g., body disfigurement, memory diffi‑
culties, sexual functioning)

2016 Ballester‑Arnal [59] MOS‑HIV

2017 Brandt [62] WHOQOL‑HIV‑Bref

2014 DeGroote [25] N/A

2019 den Daas [54] SF‑12

2016 George [56] MOS‑HIV

2019 Olson [61] FAHI

Stigma 2018 Reinius [27] Swed‑Qual

2013 Slater [58] HAT‑QoL

HIV disclosure concerns 2016 Fekete [63] HAT‑QoL

2018 Logie [26] SF‑12

Material insecurity (e.g., unemployment, financial problems, unmet needs for food and housing) 2016 Ballester‑Arnal [59] MOS‑HIV

2014 DeGroote [25] N/A

2014 Douab [64] SF‑12

2016 George [56] MOS‑HIV

2018 Logie [26] SF‑12

2016 Niderost [57] WHOQOL‑HIV‑Bref

2018 Sok [65] MOS‑HIV
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Table 3 Issues impacting health‑related quality of life of people living with HIV: analysis of focus group data

Category Number 
of coded 
segments

Sub-category Number of coded 
sub-category 
segments*

Illustrative example

Social problems 191 Anticipated stigma 150 I fear being rejected by my relatives. My 
mother has never rejected me and nor has my 
father, ever, but I do fear rejection by my rela‑
tives because they … they would never ever 
understand. [PLHIV Focus Group, Barcelona, 
woman]

In everyday life, I’m very discreet [about hav‑
ing HIV] due to my fear of being discriminated 
against, or that people will be afraid that they 
will get infected or something weird like that. 
That they will have some strange reaction. 
[PLHIV Focus Group, Barcelona, man]

Socioeconomic vulnerability 22 For these people, the biggest thing is their 
financial uncertainty. Some people live with 
very little money, extremely little, with pen‑
sions that get regularly reviewed. The infec‑
tion becoming chronic, and the improvement 
of their physical health also have an impact 
on the reviewing of those pensions. In the 
past, if you had a pension, whatever it was, 
they never changed it, and that provided a 
certain future stability for that person. Now, 
that stability does not exist, and people feel 
vulnerable in that sense. [Experts Focus Group, 
Barcelona, physician]

I haven’t worked in five years. The last jobs 
were temporary and ended unexpectedly. I’ve 
always thought that [the employers] knew 
something about my situation. [PLHIV Focus 
Group, Barcelona, man]

Physical symptoms 83 Sleep‑related problems 28 There is another aspect that has always 
worried me in those patients and that is, for 
instance, from what I’ve been told, a certain 
emotional instability and lack of sleep, sleep 
disturbance, lack of rest.… They wake up, 
especially [when newly diagnosed with HIV], 
… they have told me that they wake up 
often; they are concerned; they don’t rest well. 
[Expert Focus Group, Madrid, physician]

Either I have trouble sleeping or I wake up 
in the middle of the night and go two hours 
without sleeping. It depends on the week 
more or less, on whether I have a lot of 
problems at work which keep me up at night 
because I can’t get them out of my head. 
[PLHIV Focus Group, Barcelona, man]
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Table 3 (continued)

Category Number 
of coded 
segments

Sub-category Number of coded 
sub-category 
segments*

Illustrative example

Fatigue 17 My main problem is tiredness. I have very 
severe chronic fatigue…. I had larynx cancer 
in 2012, and after radiotherapy, my energy 
levels never went back up.… My current 
struggle is to have a good quality of life and to 
rest. The company [where I work] has moved 
its headquarters to Sant Joan Despí, so I need 
to catch a train at six in the morning and I get 
back home at four in the afternoon. Then I lie 
down in bed like a mummy after lunch to rest, 
because I can’t … I can’t manage this pace. 
[PLHIV Focus Group, Barcelona, woman]

I have felt physically tired for a long time…. I 
have felt that it is difficult for me to start the 
day, that I’d rather not wake up, that moment 
between when I wake up and the activity 
begins, I wish I didn’t exist…. I attribute [the 
tiredness] to the fact that I am recovering 
from depression, but … it’s a physical thing. 
[PLHIV Focus Group, Barcelona, man]

Physical pain 14 Persistent chronic pain. I think that we should 
assess and thoroughly detail what type of 
pain, whether articular or muscular or.… To 
talk about it in terms of the degree of pain 
perceived by every single person. However, 
general pain is something that is often 
brought up at doctor’s appointments. [Expert 
Focus Group, Madrid, physician]

For a couple of years my bones have hurt 
a lot. I’ve mentioned it to the doctor and it 
could be the effect of the medication, but 
he doesn’t really confirm this. [PLHIV Focus 
Group, Barcelona, man]

Body fat changes 10 There is still a group of people who are survi‑
vors of a different era.… They may have body 
changes and, I am not sure if this is subjective, 
[but] women feel that it affects them more 
than men.… That is the feeling I have from 
the consultations. Another prevalent problem 
in some cases, more and more prevalent, is 
the uncontrolled weight gain, you know? 
Sometimes, for good reason, there are many 
totally unusual diets … high caloric intake, 
carbonated drinks… [Expert Focus Group, 
Barcelona, physician]

I began to notice that I was losing weight in 
my legs because I’ve always been athletic and 
had good muscles…. But I began to lose fat 
there, I began to notice my veins.… I said “Oh 
my God! What’s happening to me?” I went 
to the doctor, but the doctor did not resolve 
the matter. And for me, well, that affected me 
tremendously.” [PLHIV Focus Group, Barcelona, 
transgender woman]
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Table 3 (continued)

Category Number 
of coded 
segments

Sub-category Number of coded 
sub-category 
segments*

Illustrative example

Psychological problems 67 General emotional distress 43 One patient said to me: “It’s not only physical. 
It’s not just that my feet hurt because I have 
neuropathy. It’s that I haven’t developed 
myself. My soul hurts. I don’t have a job like 
everyone else, nor a pension. I feel old…. 
I don’t really have anything.” [Expert Focus 
Group, Barcelona, physician] 

I think there is emotional discomfort linked 
to low self‑esteem. For the person living with 
HIV, there are a thousand reasons, sometimes 
multifactorial but then linked to the sense of 
belonging or loss of social skills, with greater 
isolation, with drug use, unhealthy behav‑
iours.... All of this is linked either by the path 
that the person had at the start, which is later 
somehow provoked by the diagnosis of HIV, 
or just by the diagnosis of HIV itself. [Experts 
Focus Group, Madrid, peer educator]

Anxiety/depression 24 You can’t sleep, sometimes you panic, you 
know? That feeling that when I go to bed: 
Ahh! [Inhaling.] I feel like I suffocate. And then 
it’s like if you wake up: Ahh! [Inhaling.] And 
it is, it is horrible. It’s horrible. [PLHIV Focus 
Group, Barcelona, man]

For me, one of the most important problems 
that negatively affects quality of life is mental 
health, with anxiety and depression being the 
most prevalent problems. They can also be 
multifactorial. [Expert Focus Group, Barcelona, 
physician]

Fear of the future 14 An issue, mostly among people who are 
growing old, is concern about the future. 
Because if, on top of that, you have financial 
issues and social issues, the concern about 
the future and the uncertainty about what is 
going to happen to you … impacts a lot on 
the quality of life of people with HIV. [Expert 
Focus Group, Barcelona, psychologist]

I have a family history of dementia, also a case 
of Alzheimer’s [in my family], and at the age 
of 64, well, when I forget something.… I think 
that tomorrow I’ll be like my mother, who is 91 
and doesn’t remember anything. That is the 
great fear that I have. It’s maybe what worries 
me the most. [PLHIV Focus Group, Barcelona, 
man]

Some of the people I was close to, family or 
other relationships, slowly disappeared.… 
You see yourself alone and think, “How am I 
going to deal with this?” [PLHIV Focus Group, 
Barcelona, man]
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gain. Multiple PLHIV focus group participants reported 
that body fat changes had been emotionally distressing. 
One service provider expressed the view that improve-
ments in ART have meant that only a very small propor-
tion of PLHIV continue to suffer from body fat changes. 
Another service provider, however, called for continuing 
attention to this issue.

Psychological problems
In the category of psychological problems, FGD par-
ticipants most commonly spoke of emotional distress 
in general terms rather than naming specific disorders. 
When people commented about specific disorders, the 
ones most frequently mentioned were depression and 
anxiety. Fear of the future was identified as an issue nega-
tively affecting the emotional health of some PLHIV. In 
the prioritisation exercise, both service providers and 
PLHIV ranked psychological well-being as the second-
most important issue following stigma. The burden of 
mental health challenges experienced by PLHIV was 
emphasised in all focus group discussions. One service 
provider called for emotional well-being to be viewed as 
more than the absence of conditions such as depression 
and anxiety. Service providers noted that the aging expe-
rience may bring on further mental health challenges.

Sexuality‑related problems
Focus group participants mentioned sexuality-related 
problems considerably fewer times than they mentioned 
other issues such as stigma and physical symptoms 
(Table  3), but sexuality-related problems were ranked 
as the third-most burdensome issue in the prioritisation 
exercise. More service providers than PLHIV identified 
this as a high-priority issue. Service providers also talked 
about sexuality-related problems more than PLHIV did 
in the focus group discussions. Comments from service 
providers as well as PLHIV touched on a wide range of 
concerns, including sexually transmitted infections, hor-
monal problems, lack of libido, and general sexual dis-
satisfaction. When PLHIV spoke about sexuality, their 
concerns often encompassed the issue of HIV-related 
stigma.

Discussion
This article describes the formative research phase in 
the development of the CST-HIV, a novel PROM that is 
intended to help healthcare providers identify burden-
some health-related problems experienced by PLHIV 
in routine clinical care in Spain. The literature review 
and focus group findings identified a range of concerns 
that subsequently informed decision-making about the 

Table 3 (continued)

Category Number 
of coded 
segments

Sub-category Number of coded 
sub-category 
segments*

Illustrative example

Sexuality‑related problems 38 Lack of libido 9 Sexual health issues. Not only sexually trans‑
mitted infections … but also issues related to 
the loss of libido. Especially for women. It’s a 
very important issue that affects their quality 
of life. [Expert Focus Group, Barcelona, nurse]
The problems of lack of libido, lack of sexual 
desire – especially in women. Especially in 
women who have been living with HIV for 
many years. It is quite common when you 
talk with women that they tell you about this 
problem. [Expert Focus Group, Barcelona, 
NGO professional]

Sexuality and HIV‑related stigma 5 For years now, I’ve given up on sexual issues, 
only … focusing on masturbation. Because 
I also had that feeling of guilt, right? I said, 
“If I like someone, they want me … I also 
want them, but I feel bad, right? How am I 
supposed to tell them?” [PLHIV Focus Group, 
Barcelona, man] 

Despite the available information, people 
anticipate the fear of, “How am I going to 
establish a sexual relationship when I have 
HIV? Do I say it or do I not say it?” It is often 
the main issue when dealing with sexuality. 
[Expert Focus Group, Barcelona, nurse]

*Segments could be coded in more than one subcategory depending on the content. Thus, the number of segments coded in each category does not necessarily 
correspond to the sum of the segments coded in that subcategory. Not all subcategories are reported in this table
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content of the CST-HIV. These issues span the domains 
of physical, emotional and social well-being, reflecting 
the complexity of living with HIV as a long-term chronic 
condition. Findings contribute to documenting the con-
tent validity of the CST-HIV, thus addressing one of the 
key criteria for instrument development [66, 67].

Quantitative research findings corroborate the impor-
tance of many of the issues that focus group participants 
identified as factors negatively affecting the HRQoL of 
PLHIV. For example, studies have indicated that half or 
more of PLHIV experienced pain in recent months [68], 
and pain is undertreated in PLHIV [69, 70]. PLHIV are 
five times more likely than HIV-negative people to suffer 
from insomnia, which often remains undiagnosed [71]. 
A systematic review of depression in PLHIV reported 
an estimated point prevalence of 33%, which appears to 
be much higher than the prevalence of depression in the 
general population [72, 73]. Anxiety and sexuality-related 
problems are also more prevalent in PLHIV than in the 
general population [72, 74]. Half of PLHIV are thought 
to experience sexuality-related problems, and these prob-
lems are often not recognised by physicians [74, 75].

A striking finding of our qualitative research was the 
strong emphasis that focus group participants placed 
on the role of stigma and discrimination in reducing 
health-related quality-of-life. Not only was stigma/dis-
crimination the highest-ranked issue when PLHIV and 
service providers were asked to identify the issues that 
they believed to be most burdensome, but it was also 
addressed far more often than any other issue in the focus 
group discussions. HIV-related stigma takes multiple 
forms, including anticipated stigma, internalised stigma 
and enacted stigma (i.e., manifestations of stereotyping, 
prejudice or discrimination) [76]. Interestingly, our focus 
group discussions showed considerably more concern 
about anticipated stigma than other forms of stigma.

HIV-related stigma in general is reported to be com-
mon and distressing among PLHIV worldwide [72, 77, 
78]. HIV-related stigma is associated with multiple health 
outcomes of concern, including lower ART adherence, 
lower usage of health and social services, poorer physi-
cal health, and worse HRQoL outcomes [79, 80]. The 

existence of evidence-based interventions that can miti-
gate some of the negative effects of HIV-related stigma, 
as well as evidence-based interventions that can reduce 
HIV-related stigma itself [81], provides a strong ration-
ale for healthcare providers to seek to identify PLHIV 
who are experiencing anticipated stigma and other forms 
of stigma. These patients may benefit from screening 
for associated problems and from referral to a range of 
health and psychosocial services.

As focus group participants themselves suggested, 
many of the issues that undermine HRQoL in PLHIV 
may be interrelated. For example, pain and sleep prob-
lems are often found to co-occur [82], and both of these 
issues are associated with depression in PLHIV [68, 83]. 
Associations also have been observed between HIV-
related stigma and sexuality-related problems [84], and 
between both of these issues and depression [74, 79]. 
While it is difficult to determine the cause-effect relation-
ship in many of these associations, we speculate that suc-
cessfully addressing some of these issues in clinical care 
may reduce the burden of other related issues. Thus, a 
PROM such as the CST/HIV may assist healthcare pro-
viders in identifying multiple pathways through which 
various factors affecting the HRQoL of PLHIV can be 
influenced.

The formative research reported in this article directly 
guided the definition of constructs and development of 
items for the CST-HIV, which was subsequently piloted 
and found to have adequate psychometric properties. 
The eight domains of the 24-item instrument closely 
reflect literature review and FGD findings (Box  1) [40]. 
Commonalities and differences can be observed when 
the CST-HIV is compared to two other short, broadly 
focused PROMs developed to support the clinical care 
of PLHIV: the Positive Outcomes PROM and the Short-
Form HIV Disability Questionnaire (SF-HDQ) [39, 85]. 
The framing of the SF-HDQ in terms of disability may 
seem to imply a narrower purpose for this instrument 
compared to the two others, but in fact the developers of 
the SF-HDQ based their work on a highly comprehensive 
definition of HIV-associated disability as “a combination 
of physical, cognitive, mental and emotional symptoms 

Box 1 Domains of the HIV Clinic Screening Tool [40]

• Anticipated stigma

• Emotional distress

• Sexuality

• Social support

• Material deprivation

• Sleep and fatigue

• Cognitive problems

• Physical symptoms
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and impairments; difficulties carrying out day-to-day 
activities; challenges to social inclusion; and uncertainty 
about future health” [86]. This focus overlaps consider-
ably with the focus of the CST-HIV and the Positive Out-
comes PROM.

The CST-HIV, Positive Outcomes PROM and SF-HDQ 
all address physical, emotional and social well-being, 
although the ways in which they do so reflect varying 
degrees of concern with some specific health-related 
issues. The CST-HIV is the only one of the three instru-
ments with domains for sleep/fatigue, material depriva-
tion, sexuality, and anticipated stigma [40]. The other 
instruments address facets of these issues: the SF-HDQ, 
for example, has an item about the respondent’s ability 
to “maintain safe and stable housing,” and the Positive 
Outcomes PROM has an item about HIV disclosure [39, 
85]. The Positive Outcomes PROM is the only instrument 
with items about information needs (1 item), drug/alco-
hol use (1 item), immigration concerns (1 item) or con-
traception concerns (1 item) [85].

Multiple factors may account for these and other dif-
ferences, such as methodological differences in the 
instrument development processes and researcher biases 
favoring the prioritisation of some issues over others. An 
additional possibility is that HIV-related care priorities 
may vary across geographical settings in accordance with 
social, cultural, epidemiological or health system differ-
ences. The qualitative data that guided the selection of 
domains for the Positive Outcomes PROM were gathered 
from interview participants in the United Kingdom and 
Ireland, while the qualitative data that informed the theo-
retical framework for the SF-HDQ were gathered from 
focus group participants in Canada [34, 87].

To give one example of how priorities may vary, Span-
ish FGD participants occasionally expressed concerns 
about problematic alcohol use but did not identify this as 
a highly burdensome issue, as reflected in our reporting 
of the FGD findings and prioritisation exercise. Research-
ers have called attention to wide variation in cultural 
norms regarding alcohol consumption, even among 
Western European countries [88, 89]. Furthermore, it has 
been proposed that cultural norms also influence per-
ceptions about the incidence and prevalence of alcohol 
dependence and alcohol use disorders, even when stand-
ardised instruments are being used to assess these issues 
[89]. In this context, it is notable that prevalence of alco-
hol dependence is estimated to be higher in both England 
(6.9%) and Ireland (4.2%) than in Spain (0.7%) [90], and 
that the Positive Outcomes PROM unlike the CST-HIV 
includes an item about alcohol use [85].

The COVID-19 pandemic, which emerged midway 
through the CST instrument development process, has 
become a notable part of the context of long-term HIV 

care and underscores the importance of focusing on 
issues beyond viral suppression of HIV. A longitudinal 
study using the HIV Disability Questionnaire found that 
PLHIV in Canada reported more severe disability expe-
riences following the onset of the COVID-19 pandemic, 
including in the physical, mental-emotional and social 
domains [91]. Given the pandemic’s long-term impact 
on many individuals’ financial resources, social support 
systems and access to medical care, it may be the case 
that some high-priority health-related issues reported by 
our focus group participants in 2019 have subsequently 
become more burdensome for PLHIV in Spain and else-
where. At the same time, the depletion of health system 
resources during the first two years of the COVID-19 
pandemic has intensified the need for clinical tools that 
enable healthcare providers to efficiently identify and 
focus on patients’ most pressing concerns. There is now 
an even greater imperative to explore how PROMs such 
as the CST-HIV may contribute to improving clinical 
care and achieving better health and HRQoL outcomes.

This study has a number of limitations. The literature 
review that constituted the first stage of the instrument 
development process was not systematic, thus possibly 
reducing the number of relevant studies identified. Par-
ticipants in the service provider FGDs were recruited 
from among the professional networks of the researchers 
who led this study, and unknown biases may have influ-
enced their selection. Participants in the PLHIV FGDs 
were recruited from among clients at a Barcelona-based 
NGO and patients at a large Barcelona university hospi-
tal. Although purposive sampling ensured sociodemo-
graphic diversity in both of the PLHIV FGDs, the PLHIV 
who participated in this study might not be representa-
tive of PLHIV in other settings in Spain in regard to the 
health-related issues that they identified as most burden-
some. PLHIV might have felt reluctant to discuss some 
sensitive personal matters in a group setting, and thus the 
PLHIV focus group findings might not accurately con-
vey the extent of the burden imposed by issues such as 
problematic drug and alcohol use, financial hardship and 
sexuality-related problems. Given the heterogeneity of 
the Spanish PLHIV population [92], conducting a larger 
number of focus groups may have yielded more informa-
tion, particularly in relation to intersectional issues faced 
by many PLHIV.

Conclusion
Various types of health-related issues have the potential 
to undermine the HRQoL of PLHIV, including physi-
cal symptoms, psychological problems, sexuality-related 
problems, stigma, and socioeconomic vulnerability. Rig-
orous qualitative research should guide the development 
of PROMs that can be used by healthcare providers to 
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effectively identify the most burdensome health-related 
issues experienced by their patients. Future research 
on how PROMs might contribute to HIV care should 
explore whether there are notable variations across coun-
tries regarding which health-related issues are perceived 
to be the most burdensome.

Annex 1: Search strings used in literature search
Symptom burden in people living with HIV
(((HIV OR AIDS) AND "symptom burden")) AND 
("2010"[Date - Publication]: "3000"[Date - Publication])

(((HIV OR AIDS) AND symptom list)) AND 
("2000"[Date - Publication]: "3000"[Date - Publication])

((symptom cluster*[Title]) AND (((HIV[Mesh] OR 
"Acquired Immunodeficiency Syndrome"[Mesh] OR HIV 
OR AIDS)))) AND ("2010/01/01"[Date - Publication]: 
"3000"[Date - Publication]).

Health-related quality of life in people living with HIV
((“quality of life”[Title]) OR (quality-of-life[Title]) 
OR (QOL[Title]) OR (“health-related quality of 
life”[Title]) OR (“health-related quality-of-life”[Title]) 
OR (HRQOL[Title]) OR (“life quality”[Title])) 
AND ((HIV[Title]) OR (“human immunodeficiency 
virus”[Title]) OR (“acquired immunedeficiency 
syndrome”[Title]) OR (“acquired immune defi-
ciency syndrome”[Title]) OR (AIDS[Title]) OR (“peo-
ple living with HIV” [title]) OR (PLWHIV[Title]) OR 
(PLWH[Title]) OR (PLHIV[Title]) OR (HIV[Mesh]) OR 
(“Acquired Immunodeficiency Syndrome”[Mesh])) AND 
(“2013"[Date - Publication]: “3000”[Date - Publication]).

Annex 2: Script for focus group discussions
Introduction

1. [Introductions]
2. [Thank participants for coming]
3. We are conducting this focus group as part of a 

research project to develop a short clinic screening 
tool for PLHIV. This project is being carried out by 
ISGlobal in collaboration with SEISIDA and is part 
of a wider research project aimed at improving the 
quality of life of people with HIV.

4. [Confidentiality – tell participants appropriate infor-
mation]

5. [Tape recording – tell participants appropriate infor-
mation]

6. [Ask participants to read and sign informed consent 
forms]

7. [Tell participants other practical details: (a) please 
turn off mobile phones; (b) the discussion will last for 
approximately 90 min without a break]

8. Does anybody have any questions before we begin?

Focus group questions
Before asking the first question, explain more about the 
clinic screening tool:

The purpose of the clinic screening tool is to help 
healthcare providers identify the most burdensome 
health-related problems that PLHIV in Spain are expe-
riencing. By “burdensome” we mean the health-related 
problems that have the greatest negative impact on their 
quality of life.

We are defining health-related problems broadly. These 
problems may include symptoms, comorbidities and 
medication side-effects. They may relate to physical and 
mental health. Our definition of health-related problems 
also includes psychosocial and interpersonal issues that 
affect the health of PLHIV, for example, housing insecu-
rity, social isolation and stigma.

In this focus group discussion, we want you to tell us 
your thoughts about the most burdensome health-related 
problems experienced by PLHIV in Spain. This will help 
us to identify items that should be included in the clinic 
screening tool. We will also be asking you if you know 
about any effective interventions for addressing these 
problems.

FGQ-1 Experts. In your opinion, what health-related 
problems have the greatest negative effect on the qual-
ity of life of people with HIV?

FGQ-1 PLHIV. What health-related problems have the 
greatest negative effect on your quality of life?

Prompts to facilitators:

• Use a large flip chart to list responses.
• Listen for responses in all three of our domains of 

interest – symptoms, comorbidities and psychosocial/
interpersonal. If the conversation is focusing on one 
domain, for example symptoms, prompt the group to 
consider another domain by asking:

•   What about comorbidities?
•  What about psychosocial and interpersonal 

issues?

• Be prepared to prompt the group about any major 
issues that participants may be forgetting. For exam-
ple:

•  Nobody has talked about self-stigma. Is this a 
burdensome health-related problem for PLHIV 
in Spain?
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The following table may help with prompts: 

Symptoms Comorbidities Psychosocial/
interpersonal

Sleep problems Depression Self‑stigma

Chronic pain Anxiety Discrimination by 
healthcare providers

Fatigue Alcohol/drug 
dependence

Unstable housing

Sexual dysfunction Financial insecurity

Memory or other 
cognitive problems

Medication adherence 
concerns

Social isolation

Unmet need for preg‑
nancy planning

After they have listed or named problems, focus group 
participants should be asked to define the dimensions 
of the problems. Example: You mentioned that sleep 
problems are a common and relevant problem. Could you 
explain in some detail how this problem manifests?

FGQ-2_Experts. Among the health-related problems 
that you have identified, which ones are most impor-
tant to include in a short clinic screening tool?

• Ask focus group participants to indicate priorities on 
flip-chart lists using green stickers

FGQ-2_PLHIV. Of all the problems you have men-
tioned, what do you think are the most important con-
sidering not only you but people with HIV in general?

• Ask focus group participants to indicate priorities on 
flip-chart lists using green stickers

FGQ-3_Experts. Are you generally able to identify any 
of these problems in your patients? If yes, how?

• The focus should be on the priority problems identified 
in FGQ-2, not on all problems that have been named.

• Ask focus group participants if they are using a PROM 
to identify priority problems – if yes, which one?

FGQ-3_PLHIV. Do you discuss these problems with 
your doctor or other healthcare provider?

If yes:

• How does the issue come up in the consultation – 
does the doctor make the diagnosis of that prob-

lem in the consultation? Or are you the one bring-
ing up the problem?

• Does your healthcare provider do anything to help 
you to solve or reduce this problem?

If no:

• Why don’t you talk about it?

FGQ-4_Experts. What interventions do you make to 
respond to these problems?

FGQ-4_PLHIV. What do you think your doctors or 
other health professionals could do to help you solve or 
reduce those problems you mentioned?

FGQ-5_Both. This will be the last question – its purpose 
is to bring up any important issues that have not been 
addressed. We have about XX minutes remaining. Does 
anyone want to add anything to this discussion about 
burdensome health-related problems in PLHIV?

END (5 minutes)

Thank you very much for your time. You are welcome 
to follow up with us by e-mail if there is more informa-
tion that you want to add later.

Abbreviations
ART : Antiretroviral therapy; CST‑HIV: HIV clinic screening tool; FGDs: Focus 
group discussions; HRQoL: Health‑related quality of life; MSM: Men who have 
sex with men; NGO: Nongovernmental organisation; PLHIV: People living with 
HIV; PROMs: Patient‑reported outcome measures.

Acknowledgements
The authors thank SEISIDA, GTt, Hernando Knobel, and Emili Letang for their 
assistance in organizing the focus group discussions and recruiting partici‑
pants. We thank the following experts who participated in the focus group 
discussions: Maribel Alonso, Victor Baceiredo, Jordi Blanch, Alfonso Cabello, 
Diego García, Emma Fernández, Ramón Ferrando, Juan Sebastián Hernández, 
Mónica López, Esteban Martínez, Pilar Miralles, Ana Palmar, Marta Pastor de 
la Cal, Jordi Puig, and Joaquim Roqueta. We additionally thank all PLHIV who 
participated in the focus group discussions. Finally, we are grateful to Nuria 
Balanza for her highly valuable research and administrative assistance. JVL and 
KSH acknowledge support to ISGlobal from the Spanish Ministry of Science, 
Innovation and Universities through the “Centro de Excelencia Severo Ochoa 
2019‑2023” Programme (CEX2018‑000806‑S), and from the Government of 
Catalonia, Spain, through the CERCA Programme.

Author contributions
KS‑H and MJF‑R conceptualised the study. JVL, KS‑H and MJF‑R jointly 
acquired funding for the study. MJF‑R formulated the study design. KS‑H 
conducted literature reviews. KS‑H, MJF‑R and JVL organised the focus group 
discussions, and KS‑H and MJF‑R prepared the focus group scripts. MJF‑R 
moderated the focus groups with assistance from JVL. MJF‑R performed the 
qualitative analysis of focus group data and reported on results. KS‑H, MJF‑R 
and MP contributed to the interpretation of results. KS‑H and MJF‑R prepared 
the first draft of the manuscript. All authors participated in revising the manu‑
script. All authors read and approved the final manuscript.



Page 15 of 17Safreed‑Harmon et al. Health and Quality of Life Outcomes           (2022) 20:84  

Funding
Gilead Sciences provided funding to ISGlobal for the present study. The funder 
had no role in the design of the study or collection, analysis, or interpretation 
of data, and likewise had no role in writing the manuscript.

Availability of data and materials
All relevant data are within the paper. Anonymized literal transcripts of inter‑
views may be requested from the authors.

Declarations

Ethics approval and consent to participate
The Ethics Committee of the Hospital Clínic of Barcelona, Spain, approved all 
research procedures in 2019. All study participants provided written informed 
consent.

Consent for publication
Not applicable.

Competing interests
MJF‑R and MP are members of the Spanish Interdisciplinary AIDS Society 
(SEISIDA) Executive Board. SEISIDA has received grants from Gilead, Janssen, 
MSD and ViiV, outside of the submitted work. MJF‑R has provided consultancy 
services to Gilead, Janssen, MSD, ViiV and Theratechnologies, and has received 
payments for lectures or educational presentations from Gilead, Janssen, MSD 
and ViiV, outside of the submitted work. JVL reports grants and speaker fees 
from Gilead Sciences and MSD and speaker fees from AbbVie, Genfit, Intercept 
and ViiV, outside of the submitted work, and an institutional grant to ISGlobal 
from Gilead Sciences for this study.

Author details
1 Barcelona Institute for Global Health (ISGlobal), Hospital Clínic, University 
of Barcelona, Barcelona, Spain. 2 Faculty of Medicine, University of Barcelona, 
Barcelona, Spain. 3 Sociedad Española Interdisciplinaria del Sida (SEISIDA), 
Madrid, Spain. 4 Universidad Nacional de Educación a Distancia (UNED), 
Madrid, Spain. 5 Bizkaisida, Bilbao, Spain. 

Received: 20 January 2022   Accepted: 18 April 2022

References
 1. Vella S, Schwartländer B, Sow SP, Eholie SP, Murphy RL. The history of 

antiretroviral therapy and of its implementation in resource‑limited areas 
of the world. AIDS. 2012;26:1231–41.

 2. d’Arminio Monforte A, Bonnet F, Bucher HC, Pourcher V, Pantazis N, 
Pelchen‑Matthews A, et al. What do the changing patterns of comorbid‑
ity burden in people living with HIV mean for long‑term management? 
Perspectives from European HIV cohorts. HIV Med. 2020;21:3–16.

 3. UNAIDS. UNAIDS Data 2021. 2021. https:// www. unaids. org/ sites/ defau lt/ 
files/ media_ asset/ JC3032_ AIDS_ Data_ book_ 2021_ En. pdf.

 4. Marcus JL, Leyden WA, Alexeeff SE, Anderson AN, Hechter RC, Hu H, et al. 
Comparison of overall and comorbidity‑free life expectancy between 
insured adults with and without HIV infection, 2000–2016. JAMA Netw 
Open. 2020;3:e207954.

 5. Kiplagat J, Tran DN, Barber T, Njuguna B, Vedanthan R, Triant VA, et al. How 
health systems can adapt to a population ageing with HIV and comorbid 
disease. Lancet HIV. 2022. https:// doi. org/ 10. 1016/ S2352‑ 3018(22) 
00009‑1.

 6. Lazarus JV, Safreed‑Harmon K, Kamarulzaman A, Anderson J, Leite RB, 
Behrens G, et al. Consensus statement on the role of health systems in 
advancing the long‑term well‑being of people living with HIV. Nat Com‑
mun. 2021;12:1–14.

 7. World Health Organization. Constitution of the World Health Organiza‑
tion. 2006. https:// www. who. int/ gover nance/ eb/ who_ const ituti on_ en. 
pdf.

 8. Cooper V, Clatworthy J, Harding R, Whetham J. Measuring quality of life 
among people living with HIV: a systematic review of reviews. Health 
Qual Life Outcomes. 2020;15:220.

 9. Miners A, Phillips A, Kreif N, Rodger A, Speakman A, Fisher M, et al. 
Health‑related quality‑of‑life of people with HIV in the era of combination 
antiretroviral treatment: a cross‑sectional comparison with the general 
population. Lancet HIV. 2014;1:e32‑40.

 10. Langebeek N, Kooij KW, Wit FW, Stolte IG, Sprangers MAG, Reiss P, et al. 
Impact of comorbidity and ageing on health‑related quality of life in HIV‑
positive and HIV‑negative individuals. AIDS. 2017;31:1471–81.

 11. Pedersen KK, Eiersted MR, Gaardbo JC, Pedersen M, Gerstoft J, Troseid M, 
et al. Lower self‑reported quality of life in HIV‑infected patients on cART 
and with low comorbidity compared with healthy controls. J Acquir 
Immune Defic Syndr. 2015;70:16–22.

 12. Harding R, Lampe FC, Norwood S, Date HL, Clucas C, Fisher M, et al. 
Symptoms are highly prevalent among HIV outpatients and associated 
with poor adherence and unprotected sexual intercourse. Sex Transm 
Infect. 2010;86:520–4.

 13. Ibarra‑Barrueta O, Mora‑Atorrasagasti O, Legarreta MJ, Illaro‑Uranga A, 
Morillo‑Verdugo R. Pilot study to develop and validate a questionnaire 
based on HIV symptoms index. Farm Hosp Organo Of Expr Cient La Soc 
Esp Farm Hosp. 2019;43:87–93.

 14. Wilson NL, Azuero A, Vance DE, Richman JS, Moneyham LD, Raper JL, 
et al. Identifying Symptom Patterns in People Living With HIV Disease. J 
Assoc Nurses AIDS Care. 2016;27:121–32. https:// doi. org/ 10. 1016/j. jana. 
2015. 11. 009.

 15. Chukwurah JN, Voss J, Mazanec SR, Avery A, Webel A. Associations 
between influencing factors, perceived symptom burden, and perceived 
overall function among adults living with HIV. J Assoc Nurses AIDS Care. 
2020;31:325–36.

 16. Biver E. Osteoporosis and HIV infection. Calcif Tissue Int. 2022. https:// doi. 
org/ 10. 1007/ s00223‑ 022‑ 00946‑4.

 17. Heron JE, Bagnis CI, Gracey DM. Contemporary issues and new chal‑
lenges in chronic kidney disease amongst people living with HIV. AIDS 
Res Ther. 2020;17:1–13.

 18. So‑Armah K, Benjamin LA, Bloomfield GS, Feinstein MJ, Hsue P, Njuguna 
B, et al. HIV and cardiovascular disease. Lancet HIV. 2020;7:e279–93.

 19. Chan RCH, Mak WWS. Cognitive, regulatory, and interpersonal mecha‑
nisms of HIV stigma on the mental and social health of men who have 
sex with men living with HIV. Am J Mens Health. 2019. https:// doi. org/ 10. 
1177/ 15579 88319 873778.

 20. Stutterheim SE, Bos AER, Shiripinda I, de Bruin M, Pryor JB, Schaalma HP. 
HIV‑related stigma in African and Afro‑Caribbean communities in the 
Netherlands: Manifestations, consequences and coping. Psychol Health. 
2012;27:395–411.

 21. Turan B, Smith W, Cohen MH, Wilson TE, Adimora AA, Merenstein D, et al. 
Mechanisms for the negative effects of internalized HIV‑related stigma on 
antiretroviral therapy adherence in women: the mediating roles of social 
isolation and depression. J Acquir Immune Defic Syndr. 2016;72:198–205.

 22. Fekete EM, Williams SL, Skinta MD. Internalised HIV‑stigma, loneliness, 
depressive symptoms and sleep quality in people living with HIV. Psychol 
Health. 2018;33:398–415.

 23. Maulsby CH, Ratnayake A, Hesson D, Mugavero MJ, Latkin CA. A scoping 
review of employment and HIV. AIDS Behav. 2020;24:2942–55.

 24. Perri M, Neil AC, Gaspar M, Hunter C, Kendall C, Alexander O, et al. A 
qualitative study of barriers to employment experienced by people living 
with HIV in Toronto and Ottawa. Int J Equity Health. 2021;20:36. https:// 
doi. org/ 10. 1186/ s12939‑ 020‑ 01356‑4.

 25. Degroote S, Vogelaers D, Vandijck DM. What determines health‑related 
quality of life among people living with HIV: an updated review of the 
literature. Arch Public Health. 2014;72:1–10.

 26. Logie CH, Wang Y, Kazemi M, Hawa R, Kaida A, Conway T, et al. Explor‑
ing social ecological pathways from resilience to quality of life among 
women living with HIV in Canada. AIDS Care. 2018;30:S67‑75.

 27. Reinius M, Wiklander M, Wettergren L, Svedhem V, Eriksson LE. The 
relationship between stigma and health‑related quality of life in people 
living with HIV who have full access to antiretroviral treatment: an assess‑
ment of Earnshaw and Chaudoir’s HIV Stigma Framework using empirical 
data. AIDS Behav. 2018;22:3795–806.

 28. Emuren L, Welles S, Polansky M, Evans AA, Macalino G, Agan BK. Lower 
health‑related quality of life predicts all‑cause hospitalization among HIV‑
infected individuals. Health Qual Life Outcomes. 2018;16:107.

 29. Mathews WC, May S. EuroQol (EQ‑5D) measure of quality of life predicts 
mortality, emergency department utilization, and hospital discharge 

https://www.unaids.org/sites/default/files/media_asset/JC3032_AIDS_Data_book_2021_En.pdf
https://www.unaids.org/sites/default/files/media_asset/JC3032_AIDS_Data_book_2021_En.pdf
https://doi.org/10.1016/S2352-3018(22)00009-1
https://doi.org/10.1016/S2352-3018(22)00009-1
https://www.who.int/governance/eb/who_constitution_en.pdf
https://www.who.int/governance/eb/who_constitution_en.pdf
https://doi.org/10.1016/j.jana.2015.11.009
https://doi.org/10.1016/j.jana.2015.11.009
https://doi.org/10.1007/s00223-022-00946-4
https://doi.org/10.1007/s00223-022-00946-4
https://doi.org/10.1177/1557988319873778
https://doi.org/10.1177/1557988319873778
https://doi.org/10.1186/s12939-020-01356-4
https://doi.org/10.1186/s12939-020-01356-4


Page 16 of 17Safreed‑Harmon et al. Health and Quality of Life Outcomes           (2022) 20:84 

rates in HIV‑infected adults under care. Health Qual Life Outcomes. 
2007;5:5.

 30. De Boer‑van Der Kolk IM, Sprangers MAG, Prins JM, Smit C, De Wolf F, 
Nieuwkerk PT. Health‑related quality of life and survival among HIV‑
infected patients receiving highly active antiretroviral therapy: a study 
of patients in the AIDS therapy Evaluation in the Netherlands (ATHENA) 
cohort. Clin Infect Dis. 2010;50:255–63.

 31. Edelman EJ, Gordon K, Justice AC. Patient and provider‑reported symp‑
toms in the post‑cART Era. AIDS Behav. 2011;15:853–61.

 32. Fredericksen R, Crane PK, Tufano J, Ralston J, Schmidt S, Brown T, et al. 
Integrating a web‑based, patient‑administered assessment into primary 
care for HIV‑infected adults. J AIDS HIV Res. 2012;4:47.

 33. Fredericksen RJ, Fitzsimmons E, Gibbons LE, Loo S, Dougherty S, Aven‑
dano‑Soto S, et al. How do treatment priorities differ between patients 
in HIV care and their providers? A mixed‑methods study. AIDS Behav. 
2020;24:1170–80.

 34. Bristowe K, Clift P, James R, Josh J, Platt M, Whetham J, et al. Towards 
person‑centred care for people living with HIV: what core outcomes 
matter, and how might we assess them? A cross‑national multi‑centre 
qualitative study with key stakeholders. HIV Med. 2019;20:542–54.

 35. Gibbons C, Porter I, Gonçalves‑Bradley DC, Stoilov S, Ricci‑Cabello I, 
Tsangaris E, et al. Routine provision of feedback from patient‑reported 
outcome measurements to healthcare providers and patients in clinical 
practice. Cochrane Database Syst Rev. 2021. https:// doi. org/ 10. 1002/ 
14651 858. CD011 589. pub2.

 36. PROMIS. List of adult measures. https:// www. healt hmeas ures. net/ explo 
re‑ measu rement‑ syste ms/ promis/ intro‑ to‑ promis/ list‑ of‑ adult‑ measu res.

 37. Engler K, Lessard D, Lebouché B. A review of HIV‑specific patient‑reported 
outcome measures. Patient. 2017;10:187–202.

 38. Bristowe K, Murtagh FEM, Clift P, James R, Josh J, Platt M, et al. The 
development and cognitive testing of the positive outcomes HIV 
PROM: a brief novel patient‑reported outcome measure for adults living 
with HIV. Health Qual Life Outcomes. 2020. https:// doi. org/ 10. 1186/ 
s12955‑ 020‑ 01462‑5.

 39. O’Brien KK, Dzingina M, Harding R, Gao W, Namisango E, Avery L, et al. 
Developing a short‑form version of the HIV Disability Questionnaire 
(SF‑HDQ) for use in clinical practice: a Rasch analysis. Health Qual Life 
Outcomes. 2021. https:// doi. org/ 10. 1186/ s12955‑ 020‑ 01643‑2.

 40. Fuster‑RuizdeApodaca MJ, Safreed‑Harmon K, Pastor de la Cal M, Laguia 
A, Naniche D, Lazarus JV. Development of a clinic screening tool to iden‑
tify burdensome health‑related issues affecting people living with HIV in 
Spain. Front Psychol. 2021. https:// doi. org/ 10. 3389/ fpsyg. 2021. 681058.

 41. Eignor DR. Standards for the development and use of tests: the stand‑
ards for educational and psychological testing. Eur J Psychol Assess. 
2001;17:157–63.

 42. Justice AC, Holmes W, Gifford AL, Rabeneck L, Zackin R, Sinclair G, et al. 
Development and validation of a self‑completed HIV symptom index. J 
Clin Epidemiol. 2001;54(Suppl 1):S77‑90.

 43. Corbin J, Strauss A. Basics of qualitative research: techniques and proce‑
dures for developing grounded theory. Sage Publications; 2014.

 44. Mayring P. Qualitative content analysis. Forum Qual Soc Res. 2000;1:1–10.
 45. Przyborski A, Wohlrab‑Sahr M. Qualitative Sozialforschung: Ein Arbeits‑

buch [Qualitative research: a workbook]. Oldenburg Wissenschaftsverlag 
GmbH; 2010.

 46. Cioe PA, Gordon REF, Williams DM, Kahler CW. The effect of increased 
physical activity on symptom burden in older persons living with HIV. 
AIDS Care. 2019. https:// doi. org/ 10. 1080/ 09540 121. 2019. 16016 75.

 47. Erdbeer G, Sabranski M, Sonntag I, Stoehr A, Horst H‑A, Plettenberg A, 
et al. Everything fine so far? Physical and mental health in HIV‑infected 
patients with virological success and long‑term exposure to antiretroviral 
therapy. J Int AIDS Soc. 2014;17:19673. https:// doi. org/ 10. 7448/ IAS. 17.4. 
19673.

 48. McGowan J, Sherr L, Rodger A, Fisher M, Miners A, Johnson M, et al. 
Effects of age on symptom burden, mental health and quality of life 
amongst people with HIV in the UK. J Int AIDS Soc. 2014;17:19511.

 49. Schnall R, Jia H, Reame N. Association between HIV symptom burden 
and inflammatory cytokines: an analysis by sex and menopause stage. J 
Womens Health (Larchmt). 2019. https:// doi. org/ 10. 1089/ jwh. 2019. 7749.

 50. Schnall R, Siegel K, Jia H, Olender S, Hirshfield S. Racial and socioeco‑
nomic disparities in the symptom reporting of persons living with HIV. 
AIDS Care. 2018;30:774–83.

 51. Wilson NL, Azuero A, Vance DE, Richman JS, Raper JL, Heath SL. Identify‑
ing symptom patterns in people living with HIV disease. J Assoc Nurses 
AIDS Care. 2016;27:121–32. https:// doi. org/ 10. 1016/j. jana. 2015. 11. 009.

 52. Bekele T, Rourke SB, Tucker R, Greene S, Sobota M, Koornstra J, et al. Direct 
and indirect effects of perceived social support on health‑related quality 
of life in persons living with HIV/AIDS. AIDS Care. 2013;25:337–46.

 53. Dalmida SG, Koenig HG, Holstad MM, Thomas TL. Religious and psycho‑
social covariates of health‑related quality of life in people living with 
HIV/AIDS. HIV/AIDS Res Treat Open J. 2015. https:// doi. org/ 10. 17140/ 
HARTOJ‑ 1‑ 101.

 54. den Daas C, van den Berk GEL, Kleene M‑JT, de Munnik ES, Lijmer JG, 
Brinkman K. Health‑related quality of life among adult HIV positive 
patients: assessing comprehensive themes and interrelated associations. 
Qual Life Res. 2019. https:// doi. org/ 10. 1007/ s11136‑ 019‑ 02203‑y.

 55. Emlet CA, Fredriksen‑Goldsen KI, Kim H‑J. Risk and protective factors asso‑
ciated with health‑related quality of life among older gay and bisexual 
men living with HIV disease. Gerontologist. 2013;53:963–72.

 56. George S, Bergin C, Clarke S, Courtney G, Codd MB. Health‑related quality 
of life and associated factors in people with HIV: an Irish cohort study. 
Health Qual Life Outcomes. 2016;14:1–12. https:// doi. org/ 10. 1186/ 
s12955‑ 016‑ 0517‑4.

 57. Nideröst S, Imhof C. Aging with HIV in the era of antiretroviral treat‑
ment: living conditions and the quality of life of people aged 
above 50 living with HIV/AIDS in Switzerland. Gerontol Geriatr Med. 
2016;2:2333721416636300.

 58. Slater LZ, Moneyham L, Vance DE, Raper JL, Mugavero MJ, Childs G. Sup‑
port, stigma, health, coping, and quality of life in older gay men with HIV. 
J Assoc Nurses AIDS Care. 2013;24:38–49.

 59. Ballester‑Arnal R, Gomez‑Martinez S, Fumaz CR, Gonzalez‑Garcia M, 
Remor E, Fuster MJ. A Spanish study on psychological predictors of 
quality of life in people with HIV. AIDS Behav. 2016;20:281–91.

 60. Catalan J, Tuffrey V, Ridge D, Rosenfeld D. What influences quality of life 
in older people living with HIV? AIDS Res Ther. 2017;14:22.

 61. Olson B, Vincent W, Meyer JP, Kershaw T, Sikkema KJ, Heckman TG, et al. 
Depressive symptoms, physical symptoms, and health‑related quality 
of life among older adults with HIV. Qual Life Res. 2019;28:3313–22.

 62. Brandt CP, Jardin C, Sharp C, Lemaire C, Zvolensky MJ. Main and 
interactive effects of emotion dysregulation and HIV symptom sever‑
ity on quality of life among persons living with HIV/AIDS. AIDS Care. 
2017;29:498–506.

 63. Fekete EM, Williams SL, Skinta MD, Bogusch LM. Gender differences 
in disclosure concerns and HIV‑related quality of life. AIDS Care. 
2016;28:450–4.

 64. Douab T, Marcellin F, Vilotitch A, Protopopescu C, Preau M, Suzan‑Monti 
M, et al. Health‑related quality of life of people living with HIV followed 
up in hospitals in France: comparing trends and correlates between 
2003 and 2011 (ANRS‑VESPA and VESPA2 national surveys). AIDS Care. 
2014;26(Suppl 1):S29‑40.

 65. Sok P, Gardner S, Bekele T, Globerman J, Seeman MV, Greene S, et al. 
Unmet basic needs negatively affect health‑related quality of life 
in people aging with HIV: results from the positive spaces, healthy 
places study. BMC Public Health. 2018. https:// doi. org/ 10. 1186/ 
s12889‑ 018‑ 5391‑z.

 66. Colton D, Covert RW. Designing and constructing instruments for social 
research and evaluation. Jossey‑Bass; 2007.

 67. Pedrosa I, Suárez‑Álvarez J, García‑Cueto E. Evidencias sobre la Validez 
de Contenido: Avances Teóricos y Métodos para su Estimación [Content 
validity evidences: theoretical advances and estimation methods]. Acción 
Psicológica. 2014;10:3.

 68. Sabin CA, Harding R, Bagkeris E, Nkhoma K, Post FA, Sachikonye M, et al. 
Pain in people living with HIV and its association with healthcare resource 
use, well being and functional status. AIDS. 2018;32:2697–706.

 69. Parker R, Stein DJ, Jelsma J. Pain in people living with HIV/AIDS: a system‑
atic review. J Int AIDS Soc. 2014. https:// doi. org/ 10. 7448/ IAS. 17.1. 18719.

 70. Bruce RD, Merlin J, Lum PJ, Ahmed E, Alexander C, Corbett AH, et al. 
HIVMA of IDSA clinical practice guideline for the management of chronic 
pain in patients living with HIV. Clin Infect Dis. 2017;2017:e1‑35.

 71. Kunisaki KM, De Francesco D, Sabin CA, Winston A, Mallon PWG, Ander‑
son J, et al. Sleep disorders in human immunodeficiency virus: a substudy 
of the pharmacokinetics and clinical observations in people over fifty 

https://doi.org/10.1002/14651858.CD011589.pub2
https://doi.org/10.1002/14651858.CD011589.pub2
https://www.healthmeasures.net/explore-measurement-systems/promis/intro-to-promis/list-of-adult-measures
https://www.healthmeasures.net/explore-measurement-systems/promis/intro-to-promis/list-of-adult-measures
https://doi.org/10.1186/s12955-020-01462-5
https://doi.org/10.1186/s12955-020-01462-5
https://doi.org/10.1186/s12955-020-01643-2
https://doi.org/10.3389/fpsyg.2021.681058
https://doi.org/10.1080/09540121.2019.1601675
https://doi.org/10.7448/IAS.17.4.19673
https://doi.org/10.7448/IAS.17.4.19673
https://doi.org/10.1089/jwh.2019.7749
https://doi.org/10.1016/j.jana.2015.11.009
https://doi.org/10.17140/HARTOJ-1-101
https://doi.org/10.17140/HARTOJ-1-101
https://doi.org/10.1007/s11136-019-02203-y
https://doi.org/10.1186/s12955-016-0517-4
https://doi.org/10.1186/s12955-016-0517-4
https://doi.org/10.1186/s12889-018-5391-z
https://doi.org/10.1186/s12889-018-5391-z
https://doi.org/10.7448/IAS.17.1.18719


Page 17 of 17Safreed‑Harmon et al. Health and Quality of Life Outcomes           (2022) 20:84  

•
 
fast, convenient online submission

 •
  

thorough peer review by experienced researchers in your field

• 
 
rapid publication on acceptance

• 
 
support for research data, including large and complex data types

•
  

gold Open Access which fosters wider collaboration and increased citations 

 
maximum visibility for your research: over 100M website views per year •

  At BMC, research is always in progress.

Learn more biomedcentral.com/submissions

Ready to submit your researchReady to submit your research  ?  Choose BMC and benefit from: ?  Choose BMC and benefit from: 

(POPPY) study. Open Forum Infect Dis. 2021. https:// doi. org/ 10. 1093/ 
ofid/ ofaa5 61.

 72. Lowther K, Selman L, Harding R, Higginson IJ. Experience of persistent 
psychological symptoms and perceived stigma among people with 
HIV on antiretroviral therapy (ART): a systematic review. Int J Nurs Stud. 
2014;51:1171–89.

 73. Malhi GS, Mann JJ. Depression. Lancet. 2018;392:2299–312.
 74. Huntingdon B, Muscat DM, de Wit J, Duracinsky M, Juraskova I. Factors 

associated with general sexual functioning and sexual satisfaction among 
people living with HIV: a systematic review. J Sex Res. 2020;57:824–35.

 75. Sandfort TGM, Collier KL, Grossberg R. Addressing sexual problems 
in HIV primary care: experiences from patients. Arch Sex Behav. 
2013;42:1357–68.

 76. Earnshaw VA, Chaudoir SR. From conceptualizing to measuring HIV 
stigma: a review of HIV stigma mechanism measures. AIDS Behav. 
2009;13:1160–77.

 77. UNAIDS. Prevailing against pandemics by putting people at the centre. 
World AIDS Day report 2020. 2020.

 78. Friedland BA, Gottert A, Hows J, Baral SD, Sprague L, Nyblade L, et al. The 
People Living with HIV Stigma Index 2.0: generating critical evidence for 
change worldwide. AIDS. 2020;34:S5‑18.

 79. Rueda S, Mitra S, Chen S, Gogolishvili D, Globerman J, Chambers L, et al. 
Examining the associations between HIV‑related stigma and health 
outcomes in people living with HIV/AIDS: a series of meta‑analyses. BMJ 
Open. 2016;6: e011453.

 80. Herrmann S, McKinnon E, Hyland NB, Lalanne C, Mallal S, Nolan D, et al. 
HIV‑related stigma and physical symptoms have a persistent influence on 
health‑related quality of life in Australians with HIV infection. Health Qual 
Life Outcomes. 2013;11:1.

 81. Andersson GZ, Reinius M, Eriksson LE, Svedhem V, Esfahani FM, Deuba K, 
et al. Stigma reduction interventions in people living with HIV to improve 
health‑related quality of life. Lancet HIV. 2020;7:e129–40.

 82. Sabin CA, Harding R, Doyle N, Redline S, de Francesco D, Mallon PWG, 
et al. Associations between widespread pain and sleep quality in people 
with HIV. J Acquir Immune Defic Syndr. 2020;85:106–12.

 83. Irwin MR, Archer G, Olmstead R, Brown TT, Teplin LA, Patel SR, et al. 
Increased risk of depression in non‑depressed HIV infected men with 
sleep disturbance: prospective findings from the Multicenter AIDS Cohort 
Study. EBioMedicine. 2018;36:454–60.

 84. Schönnesson LN, Zeluf G, Garcia‑Huidobro D, Ross MW, Eriksson LE, 
Ekström AM. Sexual (dis)satisfaction and its contributors among people 
living with HIV infection in Sweden. Arch Sex Behav. 2018;47:2007–26.

 85. Harding R, Jones CI, Bremner S, Bristowe K, West B, Siegert RJ, et al. Posi‑
tive outcomes: validity, reliability and responsiveness of a novel person‑
centred outcome measure for people with HIV. HIV Med. 2022. https:// 
doi. org/ 10. 1111/ hiv. 13224.

 86. O’Brien KK, Solomon P, Bergin C, O’Dea S, Stratford P, Iku N, et al. Reliability 
and validity of a new HIV‑specific questionnaire with adults living with 
HIV in Canada and Ireland: the HIV Disability Questionnaire (HDQ). Health 
Qual Life Outcomes. 2015. https:// doi. org/ 10. 1186/ s12955‑ 015‑ 0310‑9.

 87. O’Brien KK, Bayoumi AM, Strike C, Young NL, Davis AM. Exploring disabil‑
ity from the perspective of adults living with HIV/ AIDS: development of a 
conceptual framework. Health Qual Life Outcomes. 2008;6:1–10.

 88. Savic M, Room R, Mugavin J, Pennay A, Livingston M. Editor’s Choice: 
Defining “drinking culture”: a critical review of its meaning and connota‑
tion in social research on alcohol problems. Drugs Educ Prev Policy. 2016. 
https:// doi. org/ 10. 3109/ 09687 637. 2016. 11536 02.

 89. Rehm J, Room R. The cultural aspect: How to measure and interpret 
epidemiological data on alcohol‑use disorders across cultures. NAD Nord 
Stud Alcohol Drugs. 2017;34:330–41.

 90. Rehm J, Anderson P, Barry J, Dimitrov P, Elekes Z, Feijão F, et al. Prevalence 
of and potential influencing factors for alcohol dependence in europe. 
Eur Addict Res. 2015;21:6–18.

 91. O’Brien KK, Bayoumi AM, Chan Carusone S, Davis AM, Aubry R, Avery L, 
et al. Disability and self‑care living strategies among adults living with HIV 
during the COVID‑19 pandemic. AIDS Res Ther. 2021. https:// doi. org/ 10. 
1186/ s12981‑ 021‑ 00413‑4.

 92. Vigilancia Epidemiológica del VIH y Sida en España 2019: Sistema de 
Información sobre Nuevos Diagnósticos de VIH y Registro Nacional de 
Casos de Sida. Madrid; 2020. https:// www. mscbs. gob. es/ ciuda danos/ 

enfLe siones/ enfTr ansmi sibles/ sida/ vigil ancia/ Infor me_ VIH_ SIDA_ 20201 
130. pdf.

Publisher’s Note
Springer Nature remains neutral with regard to jurisdictional claims in pub‑
lished maps and institutional affiliations.

https://doi.org/10.1093/ofid/ofaa561
https://doi.org/10.1093/ofid/ofaa561
https://doi.org/10.1111/hiv.13224
https://doi.org/10.1111/hiv.13224
https://doi.org/10.1186/s12955-015-0310-9
https://doi.org/10.3109/09687637.2016.1153602
https://doi.org/10.1186/s12981-021-00413-4
https://doi.org/10.1186/s12981-021-00413-4
https://www.mscbs.gob.es/ciudadanos/enfLesiones/enfTransmisibles/sida/vigilancia/Informe_VIH_SIDA_20201130.pdf
https://www.mscbs.gob.es/ciudadanos/enfLesiones/enfTransmisibles/sida/vigilancia/Informe_VIH_SIDA_20201130.pdf
https://www.mscbs.gob.es/ciudadanos/enfLesiones/enfTransmisibles/sida/vigilancia/Informe_VIH_SIDA_20201130.pdf

	Problems undermining the health-related quality of life of people living with HIV in Spain: a qualitative study to inform the development of a novel clinic screening tool
	Abstract 
	Background: 
	Methods: 
	Results: 
	Conclusions: 

	Introduction
	Methods
	Literature review
	Qualitative study

	Results
	Literature review
	Qualitative study
	Social problems
	Physical symptoms
	Psychological problems
	Sexuality-related problems


	Discussion
	Conclusion
	Acknowledgements
	References


