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Introduction

HIV has radically evolved from an acute threat 
to a manageable, albeit chronic, condition 
(Moss, 2013; UNAIDS, 2014). The World 
Health Organization’s (WHO) aims ‘to end the 
HIV epidemic as a public health threat by 2030’ 
is currently operationalised by the UNAIDS 
95-95-95 targets such that 95% of people living 
with HIV (PLHIV) should be aware of their 
diagnosis; of those 95% should be taking 
antiretroviral therapy (ART); and of those 95% 

should achieve viral suppression by 2030 
(Heath et  al., 2021; UNAIDS, 2014). Guided 
by these targets, modern testing and treatment 
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regimens have successfully reduced commu-
nity transmission rates, suppressed viral load, 
and slowed disease progression, improving 
medical outcomes for PLHIV in many coun-
tries. Today, PLHIV who adhere to their treat-
ment regimen have a similar life expectancy to 
that of the general population (Samji et  al., 
2013). However, without a cure the lifelong 
impact of HIV, such as the side effects of long-
term medications, and living with a stigmatised 
disease, continue to affect 38 million people 
worldwide, with 1.7 million under 15-years-old 
(UNAIDS, 2021). While UNAIDS targets 
serve to ensure PLHIV live longer, they stop 
short of operationalising WHO’s full strategic 
vision of achieving ‘health’, defined as a ‘state 
of complete physical, mental and social  
wellbeing and not merely the absence of dis-
ease or infirmity’ (Lazarus et al., 2016; WHO, 
2020: 1).

HIV is a multifaceted condition with broad 
implications for quality of life (QoL) across 
physical, social, financial and mental wellbeing 
(Karkashadze et al., 2017; Power et al., 2019; 
Zeluf-Andersson et  al., 2019). The presence 
and severity of treatment side-effects and highly 
prevalent physiological comorbidities, often 
occurring at younger ages compared to the gen-
eral population, are associated with lower QoL 
(Degroote et  al., 2014; Guaraldi et  al., 2011; 
Outcomes, 2021a, 2021b). Psychosocial factors 
have been shown to negatively impact QoL 
more than physiological or medical determi-
nants of health in PLHIV (Mendonca et  al., 
2022; Mikołajczak et al., 2022). HIV is a highly 
stigmatised condition, disproportionately 
affecting individuals already managing the 
stress of multiple marginalised identities, 
including men who have sex with men (MSM), 
those who engaged in sex work, injecting drug 
users, individuals that have been incarcerated 
and people from culturally and linguistically 
diverse backgrounds (Centre for Population 
Health, 2020; Skinta et  al., 2014; UNAIDS, 
2021). Within the PLHIV community is a high 
prevalence of mental health issues, socioeco-
nomic pressure and social disconnection, each 
independently associated with lower QoL 

(Lazarus et  al., 2016; Zeluf-Andersson et  al., 
2019). Long-term implications of HIV infection 
and management incur additional physiological 
and psychosocial difficulties, compounding the 
natural challenges of ageing (Balderson et al., 
2013). Ageing PLHIV have higher risk of social 
isolation, loneliness, stigma, mental illness and 
neurocognitive impairment compared to the 
general population (Rueda et  al., 2014). More 
research is required to understand the unique 
experiences and needs of this cohort, to define 
‘healthy ageing’ with HIV, and to guide client-
centred integrative care to achieve this (Guaraldi 
et al., 2019).

Factors linked to poor QoL often negatively 
influence HIV treatment adherence; under-
standing QoL in PLHIV is vital to maintaining 
and improving medical outcomes and working 
towards health and wellbeing (Bulsara et  al., 
2018). Currently PLHIV report lower QoL 
compared to the general population (Hutton 
et  al., 2013; Miners et  al., 2014; Nazik et  al., 
2013) and this discrepancy remains regardless 
of viral suppression (Miners et  al., 2014). 
Recognising the importance of QoL a fourth 
target is proposed, that virally suppressed 
PLHIV should also report good health-related 
quality of life (HRQoL). Expanding treatment 
outcomes to appropriately reflect WHO’s stra-
tegic vision from simply living longer with HIV 
to living well with HIV (Lazarus et al., 2016). In 
developed nations with universal healthcare 
and surpassing UNAIDS targets, the subjective 
wellbeing of PLHIV appears to be declining 
over time with over one third reporting ‘poor’ 
QoL in Australia (Power et  al., 2019). This 
study sought to understand and explore this 
alarming trend further.

There is little research into how concurrent 
factors impact the QoL of PLHIV. Quantitative 
studies of HIV and QoL often rely on retro-
spective analyses of data routinely captured in 
research or clinical settings, therefore limited 
to the exploration of variables included in 
standard assessments (Ghiasvand et al., 2019; 
Oguntibeju, 2012). Its possible key factors 
influencing QoL from the perception of 
PLHIV have been overlooked, particularly in 
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an Australian context. Additionally, much of 
the quantitative research to date has assessed 
the influence of factors on QoL in isolation, 
while PLHIV likely experience multiple inter-
acting, factors concurrently. A deeper under-
standing of interrelated and concurrent factors 
impacting QoL would likely support both 
policy and practitioners in achieving QoL 
targets.

To address these issues, this study aims to 
qualitatively explore factors improving or 
worsening QoL for PLHIV, and whether factors 
identified differ between those currently report-
ing higher versus lower QoL. Additionally, the 
study examines how the experience of living 
with HIV influenced coping during the COVID-
19 pandemic.

Method

Participants

The present study was part of a larger data col-
lection exercise requiring participants to com-
plete a 25-minute battery of questionnaires 
online (Mendonca et  al., 2022). Participants 
were engaged in regular HIV medical care with 
the Albion Centre (Albion), an interdiscipli-
nary HIV specialist healthcare facility in 
Sydney Australia. Those over 18-years and 
proficient in English were invited to participate 
and reimbursed for their time. Recruitment 
posters were displayed in the clinic, social 
media posts and SMS detailing the study, 
directing interested clients to register via a QR 
Code or URL. All participants completed con-
sent forms confirming the confidential and vol-
untary nature of the study, and willingness to 
participate in qualitative focus groups. To min-
imise QoL variability in the context of multiple 
COVID-19 lockdowns, only those who com-
pleted questionnaires after lockdowns ended in 
NSW were invited to join the focus groups. 
Twenty-one participants between 35 and 
74 years-old (µ = 52-years) took part in one of 
eight focus groups conducted over a 4-month 
period between April and July 2022. Focus 
groups were scheduled until there were no 

further participant enquiries. Consistent with 
the profile of the Australian HIV epidemic, 
most participants were male (n = 20) and iden-
tified as gay (n = 15). Just over half were born 
in Australia, with one participant identifying as 
Indigenous Australian.

Included in the questionnaire battery was the 
PozQoL, a 13-item measure developed and val-
idated within the Australian PLHIV population. 
The PozQoL demonstrates excellent construct 
validity and very good reliability assessing QoL 
in PLHIV across four domains; Health con-
cerns, Psychological, Social and Functionality 
(Brown et  al., 2018; PozQoL Project, 2020). 
Participants were allocated to one of two groups 
using PozQoL cut-off scores (PozQoL Project, 
2020), to optimise homogeneity within focus 
groups thus enabling detailed exploration of 
key themes, and whether perspectives of indi-
viduals reporting lower QoL might differ to 
those reporting higher QoL (PozQoL Project, 
2020). Scores ⩽45 were allocated to Low-
Moderate QoL (L-M) focus group (n = 11), 
while scores ⩾46 were allocated to High-Very 
High QoL (H-VH) focus group (n = 10). 
Participants were not made aware of individual 
PozQoL results, nor categorical difference 
between focus groups.

Eight 90-minute focus group sessions were 
conducted via telehealth, to mitigate risk of 
COVID-19 infection and conversational inter-
ference of facemasks. Confidentiality was dis-
cussed at the beginning of each focus group, 
with an emphasis on respectful communication 
during the process if disagreements were to 
arise. All participants agreed to ensure the dis-
cussion during the group remained confidential. 
Computers at Albion were offered to reduce 
access limitations and two participants 
requested this option. Participants were com-
pensated for their time with a $25 supermarket 
voucher for completing the original online 
questionnaires, and an additional $20 super-
market voucher following focus groups. Ethics 
approval was received from South Eastern 
Sydney Local Health District (SESLHD; HREC 
2020/ETH01434) and University of Technology 
Sydney (UTS; HREC ETH21-5827).
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Focus group questions and data 
analysis

Each focus group followed a series of semi-
structured open-ended questions, used flexibly 
and adapted as required to promote discussion 
and elaboration of ideas.

1.	 Can you describe factors which improve 
your QoL?

2.	 Can you describe factors that worsen 
your QoL?

3.	 Does either the experience, or anticipa-
tion of stigma impact your QoL?

4.	 Did your experience of living with HIV 
help or hinder your capacity to cope 
with the COVID-19 pandemic?

Four clinicians facilitated focus groups in 
pairs. Author KLB transcribed and reviewed 
data upon completion to develop the codebook, 
which was then reviewed with a second author 
SB to ensure reliability. A relativist construc-
tionist approach informed thematic analysis of 
each data set following protocols outlined by 
Braun and Clarke (2006, 2014), using NVivo 
v12 software to systematically code and organ-
ise key themes. Analyses were integrated by 
comparing commonalties and differences 
between and within overarching themes across 
groups.

Firstly, themes associated with improved 
QoL are presented, beginning with common 
sub-themes identified across both groups. Next, 
unique sub-theme variations are reported, 
where groups expressed the same theme but 
with a different emphasis or perspective. The 
reporting process is then repeated to report 
themes and subthemes associated with wors-
ened QoL.

Results

Demographics

Demographic profiles were similar across both 
groups, except for the presence of one female, 
a heterosexual identifying male, and one 

Indigenous Australian within the L-M groups 
(Table 1). Confirming the appropriateness of 
the group categorisations (Power et al., 2019), 
the L-M group described greater socioeco-
nomic difficulties, reporting lower income, 
higher rates of underemployment and greater 
dependence on government welfare and hous-
ing than the H-VH group (Table 1). In contrast, 
the H-VH group reported higher rates of 
retirement.

Factors improving QoL.  Thematic analyses of 
factors improving QoL revealed five themes 
common to both L-M and H-VH groups: Attain-
ment of basic needs, Attitude about HIV, 
Reduced impact of stigma, Connection and sup-
port and Capacity to maintain good health 
(Table 2). While there was considerable overlap 
between groups there were also notable 
variations.

Attainment of basic need.  Both groups identi-
fied attainment of basic needs, such as employ-
ment, adequate housing and the financial 
security to pay bills and access a healthy diet, 
improved their QoL:

Having a clean environment in where I live, 
having money to get good meals

(50-year-old female, L -M).

Additionally, access to affordable and good 
quality healthcare reportedly improved QoL:

We are very lucky in this country that we do have 
all these services for HIV people, and Medicare

(74-year-old male, H-VH).

While the L-M group focused on immediate 
needs, H-VH participants identified that long-
term financial stability enhanced QoL, such as 
home ownership, adequate superannuation/pen-
sion and the option to retire:

Rents are so high everywhere as well, so if you’re 
(retired and) on a limited income, well, things can 
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be tough. I haven’t had that problem, which I 
think is quite an asset

74-year-old male (H-VH).

Attitudes about HIV.  A range of attitudes 
regarding HIV were credited as improving QoL 
across both groups, such as ‘HIV has helped 
me’:

I think things come to you in life and they 
challenge you .  .  .in a strange sort of a way (they) 
are a blessing

60-year-old male, L-M.

Specifically, increasing physical and mental 
health awareness, literacy and agency were 
associated with improved QoL:

(HIV) also helped me to .  .  . look after myself 
better so I was more aware of my health

60-year-old male, H-VH.

Both groups noted that facing an HIV diagnosis 
facilitated finding purpose or passion in life:

I became empowered through my diagnosis.  .  .to 
force myself to find the reason to live in some 
ways, I’ve had to face my mortality.  .  . its driven 
more passion for life .  .  . [and] forced me to go 
well, ‘Holy fuck’, excuse my French, I’m gonna 
live now. .  .. whereas before that, I was just 
letting life go by

Table 1.  Summary of demographic characteristics.

Demographic Low–mod  
QoL  
(n = 11)

High–very 
high QoL 
(n = 10)

PozQol scores
  Range 19–44 46–56
  Mean 37 50
Sex 91% male 100% male
Age 40–70  

(m = 52)
35–74  
(m = 53)

Country of birth
  Australia 55% 60%
  Overseas 45% 40%
Education
  Post grad 1 1
  Undergrad 3 1
  TAFE/college 4 6
  Year 12 1 1
  Year 10 2 –
  Less than year 10 – 1
Sexual orientation
  Gay 7 8
  Bi-sexual 1 –
  Queer 2 1
  Heterosexual – 1
  Undisclosed 1 –
Duration of illness
  <5 years 1 –
  5–9 years 2 1
  10–19 years 3 5
  20–29 years 3 1
  30–39 years 2 3
Physical comorbidity 4 4
Employment
  Full time 3 5
  Part time 1 –
  Unemployed 4 1
  Retired 3 5
  Student – 1
Income
  $0–18,200 3 –
  $18,201–$37,000 5 2
  $37,001–$90,000 2 5
  $90,001–$180,000 – 3
  $180,001+ 1 –
Income methods
  Centrelink 6 2
  Family/friends – 1

Demographic Low–mod  
QoL  
(n = 11)

High–very 
high QoL 
(n = 10)

 � Employment/self 
employed

5 6

 � Superannuation/
dividends

1 3

Housing
  Own 3 5
  Rent 3 5
  Govt. Housing 5 0

(continued)

Table 1. (continued)
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Table 2.  Summary of factors improving and worsening QoL.

Themes Common Low–mod  
QoL only

High–very high  
QoL only

Improve 
QoL

Attainment of 
basic needs

-  Employment
-  Adequate housing
- � Affordable and quality healthcare
-  Financial stability

- � Immediate needs 
(food, bills, shelter)

- � Long-term financial 
security (retirement)

Attitudes -  HIV has helped me
- � Health awareness
-  Find purpose in life

- � Cultural acceptance 
of HIV

- � HIV resilience
-  I feel lucky/grateful

Reduced 
impact of 
stigma

-  Rejecting shame (MSM) - � Still present but 
improved overtime

- � Encountering stigma 
is disappointing

Connection 
and support

-  Personal relationships
-  Community connection (MSM)
-  Volunteer work
- � Reciprocal exchange of 

information
-  LGBTQI+ and HIV ‘Safe Spaces’

- � Cultural 
connection 
(Indigenous 
Australian)

 

Capacity to 
maintain 
good health 
(mental and 
physical)

-  Overcoming past mental illness
- � Established relationships with 

mental health professionals and 
services

- � Motivation and literacy to 
maintain Physical Health

- � Cultural safety in 
healthcare settings

- � Positive relationships 
with healthcare 
workers

-  Absence of illness

Worsen 
QoL

Socioeconomic 
stressors

- � Rising cost of living
- � Inadequate public 

housing
- � Addiction
- � Difficulty navigating 

financial support 
services

 

Obstacles to 
connection

- � Anticipation of stigma
- � Outside the gay community (self/

others)

- � Location (rural, 
suburban)

-  Financial restraints

 

Poor HIV 
literacy

- � Experience or anticipation of 
stigma

- � Outside the gay PLHIV 
community

-  Negative self-stigma

 

Ageing -  Transition to retirement
- � Loss of purpose and/or identity
-  Loss of libido

- � Uncertainty about 
future (reduced 
mental/physical 
health and social 
support)

Burden of the 
past

�Personal and 
intergenerational 
difficulties weighing 
heavily on present 
(illness, trauma, 
injustice, intersectional 
stigma and 
discrimination)
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39-year-old male, H-VH.

The H-VH group uniquely identified that living 
with HIV fostered resilience that continues to 
serve them throughout their lives:

It has been, it’s been a bit of a badge of honour. .  . 
what doesn’t kill you, you know, brings you out 
stronger.

60-year-old male, H-VH.

The H-VH group also strongly endorsed feeling 
lucky compared to other individuals (i.e. enjoying 
good mental and physical health, and ample social 
support), and other social contexts (i.e. improve-
ments in healthcare, stigma and discrimination 
compared to the 1980s or other countries):

Basically, if you kind of feel as though you’re 
lucky in life, you are. It’s your attitude that drives 
you through all of your ups and down so. .  .it’s 
got a lot to do with your personality

69-year-old male, H-VH.

Within the L-M group one Indigenous 
Australian male reported cultural acceptance of 
HIV improved his QoL:

I have a different relationship with HIV than 
Western people do. HIV as a virus, as a living 
thing, has a right on earth mother, so I view HIV as 
a companion, and my relationship with HIV exists 
and that has a lot to do with my quality of life.

61-year-old male (L-M).

Reduced impact of stigma.  While both groups 
reported HIV stigma still occurs, participants in 
the H-VH group felt an improvement in recent 
decades. For H-VH participants there was a 
common view that encountering stigma is dis-
appointing, but attributed to the perpetrator’s 
ignorance:

I don’t have too much anticipation of the stigma. I 
get disappointed when I do come up against it. 
Especially on the [dating] apps, for the most part, 

I’d say, look, I’m happy to answer your questions 
but I would recommend that you educate yourself 
and get on the [local HIV information 
organisation] website directly

40-year-old male, H-VH.

A recurrent sub-theme of MSM across both 
groups was consciously rejecting shame tradi-
tionally derived from stigma or discrimination:

I’m not giving you the power to make me feel that 
way. .  .I would be very upfront, because I just 
want to save myself the time and the 
disappointment.  .  . and all those negative feelings

39-year-old male, H-VH.

Connection and support.  Across both groups, 
personal relationships (i.e. friends, biologi-
cal and chosen family, partner and pets) were 
reported to buffer stigma and mental health 
concerns, improving QoL:

We need people, we need to know that we’re 
needed. We need to be liked (and) we need to like 
other people (it’s a) huge part of .  .  . just basic 
human emotions

57-year-old male, L-M.

A strong sub-theme of community connection 
through LGBTQI+ and HIV friendly organisa-
tions emerged among MSM across both groups. 
Regardless of sexual orientation, volunteer 
work and the reciprocal exchange of HIV infor-
mation through organisations was endorsed as 
improving QoL:

I went to [multiple local HIV information 
organisations], I did [HIV organisation] 
Workshop, I did all these things which gave me 
information .  .  . and I even became a speaker for 
[HIV organisation] for a couple of years.  .  . I’d 
go out and speak to healthcare workers, hospitals, 
and nurses about my experience

44-year-old male, H-VH
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Both groups associated, access to safe spaces 
with improved QoL, including HIV and queer-
friendly medical care (i.e. clinics and chemists), 
or social opportunities (i.e. events or 
locations):

Our community spaces are .  .  . vitally important. 
Queer bars and night club [are] not just a place 
for recreation .  .  .it’s not just about hedonistic 
pleasure. It’s a place of connection and relating to 
people that have a similar experience. I’m 
fortunate that I have a large family and I have 
good friend connections, that’s all great, but take 
me to my local queer bar with my ‘queer-dos’ any 
day. That’s the place where I feel most comfortable.

39-year-old male, H-VH

Capacity to maintain good mental and physi-
cal health.  Both groups reported maintaining 
good mental and physical health as central to 
improved QoL. Overcoming past mental ill-
ness was perceived to be beneficial to QoL as it 
increased health literacy (i.e. noticing warning 
signs, and adjusting unhelpful behaviours), and 
help-seeking behaviour:

It took me getting to a certain crisis point, to 
recognise that I need to reach out for help. That is 
a lesson that I did learn from my diagnosis

39-year-old male, H-VH.

However, only the H-VH group reported the 
absence of illness as positively influencing 
QoL:

By the sound of it, none of us have gone through a 
period where we we’ve had extended illness 
because of HIV, so we’ve lived a life that’s 
relatively normal health wise.

69-year-old male, H-VH.

The H-VH group identified positive relation-
ships with healthcare workers as important to 
improved QoL:

It gives you the reassurance that you know, you’re 
cared for and you’re going to be fine, that you 
have the support.

35-year-old male, H-VH.

Cultural safety in healthcare settings was key to 
maintaining physical and mental health for the 
Indigenous Australian participant.

My way of engaging with psychologists, 
particularly getting them to read on decolonising 
[their] thinking, so they understand how I’d like 
to construct or integrate Indigenous knowledges 
into the treatment that I receive.

61-year-old male, L-M.

Factors worsening QoL.  Five key themes were 
identified that were associated with depleted 
QoL: Socioeconomic stressors, Obstacles to 
connection, Poor HIV literacy, Ageing and Bur-
den of the Past (Table 2). Notable variations 
between groups were evident.

Socioeconomic stressors.  The L-M group 
reported that socio-economic stressors wors-
ened their QoL, specifically inadequate public 
housing and financial instability. It was also 
identified that negotiating the rising cost of liv-
ing negatively impacted QoL:

The rising cost of living is also such a heavy 
aspect for quality of life.  .  .It’s impossible to live 
on (welfare) if you are living in a big city like 
Sydney or Melbourne.

60-year-old male, L-M

The cost of living was reportedly further exac-
erbated by addiction:

I personally make the decision ‘do I eat, or do I 
get some cigarettes?’ .  .  . and I’m an addict so 
what do you think the answer’s going to be?

57-year-old male, L-M.
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Obstacles to connection.  Members of both 
groups identified limited physical and/or emo-
tional intimacy due to anticipation or experi-
ence of HIV stigma, negatively impacted QoL:

You sort of sometimes run the risk of being treated 
like a leper and it does make you a bit cautious of 
how you disclose that information. I feel like it is 
a barrier to having more close relationships and 
more open relationships

39-year-old male, H-VH.

Participants seeking connection outside of the 
gay community (i.e. bisexual or heterosexual 
PLHIV) appeared to be more acutely impacted:

All these years I have stayed without a partner 
and without having any relationships because I 
do not know how to bring up the topic with 
anyone. I do not know if people would even 
understand my situation.  .  .

50-year-old-female, L-M

Participants in the L-M group also identified 
living in outer-suburban or rural areas resulted 
in geographical and financial constraints on 
social connection:

I’d like to find some more gay groups or gay 
events.  .  . my counsellor’s recommended a gay 
walk every Tuesday morning in Hyde Park, I’ve 
got to drive from the ‘burbs.  .  . they’re all centred 
in Darlinghurst.

70-year-old male, L-M.

Poor HIV literacy.  Both groups identified low 
HIV literacy in the general population wors-
ened QoL leading to experience or anticipation 
of HIV stigma. This was particularly evident 
outside of the gay community and outer subur-
ban/rural areas with a lower density of PLHIV:

(People) are still living with information from the 
early 90’s and late 80s .  .  .[which]can be quite 
frustrating.

39-year-old male, H-VH.

The first thing they ask is ‘have you been with a 
guy?’.  .  . it’s just like ‘no, it was actually my 
ex-girlfriend she passed it to me’

37-year-old male, H-VH

Additionally, participants in both groups 
reported the lack of HIV literacy in the gen-
eral population fostered negative 
self-stigma:

I was also uneducated myself.  .  . I didn’t realise 
there was another closet to come out of. I’m part 
of the gay community here and so. .  . well there 
was still a little bit of stigma, but mainly it was 
self-stigma

44-year-old male, H-VH

Ageing.  Those in the H-VH group identi-
fied elements of ageing negatively impacted 
QoL, specifically uncertainty about the 
future (i.e. declining mental or physical 
health, loss of social support, not wanting to 
be a burden):

But now that you do get old, yeah certainly, I do 
think about that and what would I do if I need.  .  .
(if) I get dementia and I’m on my own

59-year-old male, H-VH.

Both groups endorsed loss of libido worsened 
QoL:

I’m not sure whether or not this is just me getting 
older, or the long-term effects of medications, or 
just a whole lot of psychological things going 
on. .  .but certainly diminishing libido over the 
years.

69-year-old male, H-VH.

Both groups also discussed the transition to 
retirement as an important subtheme in relation 
to the loss of purpose and identity
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It’s hard for me to stay positive and stay engaged 
with the world when suddenly it’s like, well, that’s 
it. You’re done.

70-year-old male, L-M.

Burden of the past.  In contrast to the H-VH 
group, participants in the L-M group responses 
featured rumination on personal and intergen-
erational difficulties (i.e. negative life events, 
injustice, intersectional stigma and discrimi-
nation of race and sexuality). While the H-VH 
group discussed past difficulties through the 
perspective of learned resilience or gratitude 
things have improved, comments in the L-M 
group suggested historical burdens continue to 
weigh heavily on their current lives:

I spent many a year beating myself up over 
this.  .  . and then I find out its the result of damage 
done in childhood so not much I can do about 
that.

57-year-old male, L-M.

HIV and coping with COVID-19.  Participants 
were asked to consider how living with HIV 
impacted their coping during the Covid-19 pan-
demic. Two broad themes of HIV assisting cop-
ing, and HIV hindering coping, were 
generated.

Experience of HIV assisted coping.  Both 
groups identified HIV resilience improved cop-
ing during the COVID-19 pandemic and associ-
ated restrictions. Compared to the L-M group, 
the H-VH participants could readily identify 
multiple personal and communal benefits and 
opportunities of lockdowns and perceived chal-
lenges as a temporary inconvenience. Again, 
the H-VH group reported attitudes of grateful-
ness:

I have a hell of a lot of privilege living in a city 
and living in this country that we do. And I just try 
and make it a point of just checking that privilege 
all the time

60-year-old male, H-VH.

Both groups identified health awareness from 
living with HIV enabled them to notice and 
counteract unhelpful behaviours impacting 
mental and physical health:

.  .  .you find that you’re more conscious of how to 
look after your mental health, because we’ve 
probably both felt at times, when that end of our 
lives slipped a little bit, and we um had to try and 
pull ourselves out of that

39-year-old male, H-VH.

Participants in the L-M groups acknowledged 
being socially disconnected prior to lockdowns, 
due to geographic distance or feeling excluded 
from a predominantly LGBTQI+ HIV commu-
nity, assisted their coping:

I didn’t find COVID made that much [difference], 
I was a bit isolated prior to COVID

57-year-old male, L-M.

Experience of HIV hindered coping with Covid-
19.  Across both groups isolation due to Covid-
19 restrictions negatively impacted QoL, as did 
the loss of LGBTQI+ and HIV safe spaces. 
One participant noted he felt re-traumatised as 
elements of COVID-19 that parallelled his HIV 
diagnosis.

I felt re-traumatized during COVID-19, 
severely. I put this around being ‘toxic’ and the 
ability to pass on a contagious disease. 
Intellectually, I knew that they were very 
different things.  .  .(but) there was a lot of 
shame. Bringing back the trauma of knowing 
that I probably was, but not getting diagnosed, 
and then getting diagnosed, but keeping it 
secret.  .  . it was really bad

39-year-old male, H-VH.

Discussion

This study sought to identify factors influencing 
QoL for PLHIV, exploring similarities and vari-
ations across those currently reporting higher 
versus lower QoL. Unsurprisingly factors 
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improving QoL across both groups included suf-
ficient social connection; support and capacity 
to maintain good mental and physical health; 
and socioeconomic stability (Degroote et  al., 
2014; Mendonca et al., 2022; Mikołajczak et al., 
2022; Zeluf-Andersson et  al., 2019). Additio
nally, both groups reported the reduced impact 
of stigma and adaptive attitudes towards HIV 
improved QoL. Congruent with the literature, 
both groups reported social disconnection 
(Mendonca et  al., 2022) and ageing (Rueda 
et al., 2014) worsened their QoL. Both groups 
also identified that poor HIV literacy in the 
broader population was perceived to worsen 
QoL. Only those in the lower QoL group 
reported socioeconomic stressors and unre-
solved past trauma were associated with wors-
ened QoL.

Good health

Few physiological comorbidities were reported 
in this sample and those reporting higher QoL 
attributed a lack of health concerns with 
improved QoL. Access to quality, affordable 
healthcare bolstered capacity to maintain health 
and was collectively perceived to improve QoL. 
Several participants disclosed mental health 
comorbidities; however, in contrast to the litera-
ture (Carvalhal, 2010; Outcomes, 2021b; Power 
et al., 2019), these weren’t perceived as worsen-
ing QoL for either group. Instead, the successful 
management of current or historical mental ill-
ness was described as improving QoL through 
strengthened agency, health literacy and rela-
tionships with healthcare providers. It is likely 
results are reflective of individuals receiving 
regular treatment from a well-resourced, multi-
disciplinary HIV-specialist clinic.

Ensuring respectful inclusion of cultural and 
social perspectives in healthcare enhanced QoL 
for one Indigenous Australian participant. 
However, this was inconsequential for other 
culturally diverse participants, reinforcing the 
importance of centring the individual needs in 
HIV health care (Ferreira, 2008; Kagawa-
Singer et al., 2010; Ward et al., 2021).

Socioeconomic status

Consistent with the literature, this study high-
lights the negative impact of concurrent socio-
economic stressors on QoL in PLHIV (Power 
et  al., 2019). Concerningly, those reporting 
lower QoL and more financial stress also indi-
cated their HIV status impeded accessibility 
and navigation of financial supports and services 
(i.e. purchasing life insurance, and accessing dis-
ability welfare for children). Community-based 
cost-of-living initiatives, originally introduced 
to support severely ill PLHIV, have undergone 
substantial restructuring in recent decades fol-
lowing advanced medical outcomes in PLHIV 
(Power et  al., 2019). The results of this study 
suggest strengthening financial support initia-
tives or increasing awareness and accessibility 
to existing services may be advantageous in 
reaching QoL targets.

Adaptive attitudes and burden  
of the past

Although both groups reported attitudes that 
enhanced their coping with Covid-19 restric-
tions, they were more prevalent and varied in 
the higher QoL group. These adaptive attitudes 
may be expressions of cognitive flexibility, 
essential to adapt to challenging contexts, man-
age negative thoughts and emotions, switching 
attention and generating efficacious coping 
strategies. Cognitive flexibility is a key compo-
nent in psychotherapy interventions as it 
improves coping with life stressors (Gabrys 
et  al., 2018), and has been associated with 
improved resilience and QoL (Airdrie et  al., 
2022; Dajani and Uddin, 2015; Davis et  al., 
2010). Difficulty overcoming the past negative 
life events, as evident in those reporting lower 
QoL, may suggest some degree of cognitive 
inflexibility. However, the capacity to think 
flexibly is likely facilitated by certain privi-
leges, such as the absence of illness, complex 
trauma or socioeconomic stressors, a profile 
consistent with participants reporting higher 
QoL.
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Connection, stigma and HIV literacy

Consistent with current literature, social connec-
tion facilitated greater QoL while disconnection 
was thought to worsen QoL across both groups 
(Mendonca et  al., 2022; Power et  al., 2019). 
Those with lower QoL emphasised that financial 
and geographical restraints limited opportunities 
for connection. Despite advances in HIV treat-
ment, stigma continues to impede connection 
and QoL for many PLHIV (Turan et al., 2017). 
Both groups endorsed limited quality and quan-
tity of social connections due to anticipation of 
HIV-related stigma when engaging with people 
outside the MSM community. Further, only 
MSM endorsed consciously rejecting shame and 
subsequently a reduced impact of stigma on 
their QoL. These findings likely demonstrate 
protective effects of group identity on internal-
ised and enacted stigma (Fuster-Ruizdeapodaca 
et al., 2014), which may be less accessible for 
isolated or minority PLHIV due to location, cul-
ture, gender or sexuality (Andersson et  al., 
2020). Participants credited poor HIV literacy in 
the general population for fuelling stigma and 
limiting social connection. Findings emphasise 
a need for affordable and accessible opportuni-
ties for connection, particularly targeting PLHIV 
under financial stress, living outside main cities 
and those who do not identify with the MSM 
community. Additionally, efforts to raise general 
HIV literacy may contribute to reducing stigma 
and positively influence the QoL of PLHIV.

Ageing

Consistent with existing literature, ageing was 
commonly perceived as detrimental to QoL, 
due in part to the negative impact of loss of 
libido and intimacy (Zeluf-Andersson et  al., 
2019). Additionally, the transition to retirement 
was perceived to worsen QoL through disrup-
tions to identity, and purpose. Congruent with 
the literature there was a prominent concern for 
the future, specifically with respect to declining 
physical and mental health, and adequate social 
support (Rueda et al., 2014). Interestingly this 
was only evident in those reporting higher QoL. 
An Australian longitudinal study found a unique 

decrease in QoL scores for PLHIV aged 50–
64 years (Power et al., 2019). It is hypothesised 
that approaching retirement age heightens 
awareness of future uncertainty, which may be 
one facet negatively influencing QoL of PLHIV 
in this age group.

HIV and coping with COVID-19

As expected, many aspects perceived to facili-
tate or impede coping with Covid lockdowns 
parallelled factors influencing QoL. 
Acknowledging the importance of connection 
for QoL in PLHIV, it remains unsurprising both 
groups identified isolation and closing of com-
munal ‘safe spaces’ as detrimental to coping 
throughout the Covid-19 pandemic. Adaptive 
attitudes, or cognitive flexibility as previously 
discussed, were perceived to be highly benefi-
cial in coping with the Covid-19 pandemic for 
those with higher QoL. Both groups identified 
that their experience of resilience, and the 
capacity to maintain mental and physical health 
from living with HIV, as well as having sur-
vived the HIV epidemic, enhanced their capac-
ity to cope throughout the pandemic.

Clinical implications

The results discussed here provide insight into 
the important role of psychologists and other 
mental health practitioners in supporting PLHIV 
to improve their QoL. Specifically, psychother-
apy can play an important role in the develop-
ment of cognitive flexibility to process and 
understand previous negative life events and 
adjust how they impact individuals currently. 
This might include processing trauma and treat-
ing associated mental health sequalae to limit its 
impact currently. Likewise, assisting PLHIV to 
develop connections, build resilience and adjust 
to the effects of ageing might also be beneficial.

Limitations and future 
directions

Qualitative findings lack generalisability as data 
was attained from a small sample size, and vul-
nerable to inextricable biases of the tertiary 
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educated, straight, Caucasian, female researcher 
facilitating and coding focus groups (Braun and 
Clarke, 2006). This small but culturally and soci-
oeconomically diverse sample, were self-
selected and sourced from a single, well-resourced 
urban HIV-specialist clinic. The sample was 
reflective of the largely MSM PLHIV commu-
nity in Sydney, and few outside this demographic 
were represented. Some unique challenges of 
minority groups within the PLHIV community, 
in terms of gender, sexual orientation and ethnic-
ity were explored, however these perspectives 
require closer consideration.

Conclusion

QoL plays a vital role in improving and main-
taining physiological outcomes, as well as more 
broadly defined health and wellbeing of PLHIV. 
This study enhances the current understanding 
of factors perceived to improve and worsen 
QoL for PLHIV. In addition to considerable 
convergence among broad themes, key varia-
tions were identified and explored between 
those currently reporting higher verses lower 
QoL. Additionally, discrepancies were noted 
across factors influencing QoL for minority 
groups (based on sexuality, gender, culture, age 
and geographic location) within the broader, 
predominately gay, male PLHIV community.

Findings suggest socioeconomic pressure, 
confusion navigating support services and poor 
HIV literacy amongst the broader population 
appear to be barriers to QoL for PLHIV. 
Challenges to maintaining QoL appear to 
evolve across the lifespan, particularly around 
significant transitional periods such as 
approaching retirement age. In addition, other 
factors appeared to positively influence QoL, 
such as increasing opportunities for social con-
nection and HIV safe spaces for all PLHIV and 
being mindful of vulnerable and often over-
looked minority groups. Further, the experience 
of cultural safety in health-care settings was 
perceived to improve QoL of those from minor-
ity groups. Finally, the cognitive flexibility or 
capacity to integrate positive perceptions, atti-
tudes or meaning from one’s own challenging 

experiences of living HIV was thought to 
enhance QoL in PLHIV. This study broadly 
confirms and extends upon existing literature, 
and may prove useful in guiding future research, 
policy and clinical intervention efforts to reduce 
barriers and enhance positive influences on 
QoL for PLHIV across the lifespan.

Author contributions

The authors confirm contribution to the paper as 
follows: KLB: Conceptualisation (equal); formal 
analysis (lead); writing – original draft (lead); review 
and editing (equal). TNJ: Conceptualisation (equal); 
Writing – review and editing (equal). RH: Data col-
lection (supporting); Methodology (lead); writing 
– review and editing (equal). DA: Data collection 
(supporting); Writing – review and editing (equal). 
KB: Writing – review and editing (equal). SB: Con-
ceptualisation (equal); data collection (supporting); 
formal analysis (supporting); writing – review and 
editing (equal).

Acknowledgements

We would like to thank the allied health team from 
Albion for their time and facilitation of this study. A 
special thank you to clients of Albion for their contri-
butions in focus groups, sharing their unique experi-
ences and insights.

Data sharing statement

The data generated and analysed during the current 
study are not publicly available nor are they available 
on request due to privacy concerns, as stipulated by 
ethics approval.

Declaration of conflicting interests

The authors declared no potential conflicts of interest 
with respect to the research, authorship, and/or pub-
lication of this article.

Funding

The authors disclosed receipt of the following finan-
cial support for the research, authorship, and/or pub-
lication of this article: This study was supported by 
an unrestricted grant from Gilead Sciences used to 
purchase grocery vouchers to thank participants for 
their participation. The authors received no financial 
support for the research, authorship or publication of 
this article.



14	 Journal of Health Psychology 00(0)

Ethics approval

Ethics approval was received from South Eastern 
Sydney Local Health District (SESLHD; HREC 
2020/ETH01434) and University of Technology 
Sydney (UTS; HREC ETH21-5827).

ORCID iDs

Kate L Ballesty  https://orcid.org/0009-0008- 
8201-6087
Shiraze M Bulsara  https://orcid.org/0000-0002- 
2015-853X

References

Airdrie J, Geagan C, Davies N, et  al. (2022) QOL-
34. The relationship between Psychological 
Flexibility, Quality-of-Life and psychological 
health in young people who have experienced a 
brain tumour. Neuro-Oncology 24(Suppl 1): i141.

Andersson GZ, Reinius M, Eriksson LE, et al. (2020) 
Stigma reduction interventions in people living 
with HIV to improve health-related quality of 
life. The Lancet HIV 7(2): e129–e140.

Balderson BH, Grothaus L, Harrison RG, et  al. 
(2013) Chronic illness burden and quality of life 
in an aging HIV population. AIDS Care 25(4): 
451–458.

Braun V and Clarke V (2006) Using thematic anal-
ysis in psychology. Qualitative Research in 
Psychology 3(2): 77–101.

Braun V and Clarke V (2014) What can “thematic 
analysis” offer health and wellbeing research-
ers? International Journal of Qualitative 
Studies on Health and Well-being 9: 26152.

Brown G, Mikołajczak G, Lyons A, et  al. (2018) 
Development and validation of PozQoL: A 
scale to assess quality of life of PLHIV. BMC 
Public Health 18(1): 1–11.

Bulsara SM, Wainberg ML and Newton-John TRO 
(2018) Predictors of adult retention in HIV care: 
A systematic review. AIDS and Behavior 22(3): 
752–764.

Carvalhal A (2010) Are women a different group of 
HIV-infected individuals? Archives of Women’s 
Mental Health 13: 181–183.

Centre for Population Health (2020) NSW HIV 
Strategy 2021-2025. Sydney, NSW: NSW 
Health.

Dajani DR and Uddin LQ (2015) Demystifying 
cognitive flexibility: Implications for clinical 
and developmental neuroscience. Trends in 
Neurosciences 38(9): 571–578.

Davis JC, Marra CA, Najafzadeh M, et al. (2010) The 
independent contribution of executive functions 
to health related quality of life in older women. 
BMC Geriatrics 10(1): 1–8.

Degroote S, Vogelaers D and Vandijck DM (2014) 
What determines health-related quality of life 
among people living with HIV: An updated 
review of the literature. Archives of Public 
Health 72(1): 1–10.

Ferreira R (2008) Culture at the heart of coping with 
HIV/AIDS. Journal of Psychology in Africa 
18(1): 97–103.

Fuster-Ruizdeapodaca MJ, Molero F, Holgado FP, 
et  al. (2014) Enacted and internalized stigma 
and quality of life among people with HIV: The 
role of group identity. Quality of Life Research 
23(7): 1967–1975.

Gabrys RL, Tabri N, Anisman H, et  al. (2018) 
Cognitive control and flexibility in the con-
text of stress and depressive symptoms: The 
cognitive control and flexibility questionnaire. 
Frontiers in Psychology 9: 2219.

Ghiasvand H, Waye KM, Noroozi M, et al. (2019) 
Clinical determinants associated with quality 
of life for people who live with HIV/AIDS: A 
meta-analysis. BMC Health Services Research 
19(1): 1–11.

Guaraldi G, Milic J and Wu AW (2019) What is 
the measure of success in HIV? The fourth 
90: Quality of life or healthy aging? European 
Geriatric Medicine 10(2): 267–274.

Guaraldi G, Orlando G, Zona S, et  al. (2011) 
Premature age-related comorbidities among 
HIV-infected persons compared with the gen-
eral population. Clinical Infectious Diseases 
53(11): 1120–1126.

Heath K, Levi J and Hill A (2021) The Joint United 
Nations Programme on HIV/AIDS 95-95-95 
targets: Worldwide clinical and cost benefits of 
generic manufacture. AIDS (London) 35(Suppl 
2): S197–S203.

Hutton VE, Misajon R and Collins FE (2013) 
Subjective wellbeing and ‘felt’ stigma when liv-
ing with HIV. Quality of Life Research 22(1): 
65–73.

Kagawa-Singer M, Padilla GV and Ashing-Giwa K 
(2010) Health-related quality of life and culture. 
Seminars in Oncology Nursing 26: 59–67.

Karkashadze E, Gates MA, Chkhartishvili N, et al. 
(2017) Assessment of quality of life in peo-
ple living with HIV in Georgia. International 
Journal of STD & AIDS 28(7): 672–678.

https://orcid.org/0009-0008-8201-6087
https://orcid.org/0009-0008-8201-6087
https://orcid.org/0000-0002-2015-853X
https://orcid.org/0000-0002-2015-853X


Ballesty et al.	 15

Lazarus JV, Safreed-Harmon K, Barton SE, et  al. 
(2016) Beyond viral suppression of HIV - The 
new quality of life frontier. BMC Medicine 
14(1): 94.

Mendonca CJ, Newton-John TR and Bulsara SM 
(2022) Psychosocial factors and quality of life 
in HIV. Australian Psychologist 57: 167–173.

Mikołajczak G, Brown G, Power J, et  al. (2022) 
Social determinants of quality of life among 
PLHIV in Australia: Implications for health 
promotion. Health Promotion International 
37(1): daab029.

Miners A, Phillips A, Kreif N, et al. (2014) Health-
related quality-of-life of people with HIV in 
the era of combination antiretroviral treatment: 
A cross-sectional comparison with the general 
population. The Lancet HIV 1(1): e32–e40.

Moss JA (2013) HIV/AIDS review. Radiologic 
Technology 84(3): 247–267.

Nazik E, Arslan S, Nazik H, et  al. (2013) 
Determination of quality of life and their per-
ceived social support from family of patients 
with HIV/AIDS. Sexuality and Disability 31(3): 
263–274.

Oguntibeju OO (2012) Quality of life of people liv-
ing with HIV and AIDS and antiretroviral ther-
apy. HIV/AIDS - Research and Palliative Care 
4: 117.

Outcomes H (2021a) Factsheet 1: Health related 
quality of life. Available at: https://hiv 
outcomes.eu/advocacy-toolbox/ (accessed 27 
July 2022).

Outcomes H (2021b) Factsheet 4: Comorbidities. 
https://hivoutcomes.eu/advocacy-toolbox/ 
(accessed 27 July 2022).

Power J, Amir S, Brown G, et al. (2019) HIV futures 
9: Quality of life among people living with HIV 
in Australia. Monograph Series 116, Australian 
Research Centre in Sex, Health and Society, La 
Trobe University, Melbourne.

PozQoL Project (2020) PozQol Scale Implementation 
Kit Version 2.0 September 2020. Australian 

Research Centre in Sex, Health and Society, La 
Trobe University, Melbourne.

Rueda S, Law S and Rourke SB (2014) Psychosocial, 
mental health, and behavioral issues of aging 
with HIV. Current Opinion in HIV and AIDS 
9(4): 325–331.

Samji H, Cescon A, Hogg RS, et al. (2013) Closing 
the gap: Increases in life expectancy among 
treated HIV-positive individuals in the United 
States and Canada. PLoS One 8(12): e81355.

Skinta MD, Brandrett BD, Schenk WC, et al. (2014) 
Shame, self-acceptance and disclosure in the 
lives of gay men living with HIV: An inter-
pretative phenomenological analysis approach. 
Psychology & Health 29(5): 583–597.

Turan B, Budhwani H, Fazeli PL, et al. (2017) How 
does stigma affect people living with HIV? The 
mediating roles of internalized and anticipated 
HIV stigma in the effects of perceived com-
munity stigma on health and psychosocial out-
comes. AIDS and Behavior 21(1): 283–291.

UNAIDS (2014) 90-90-90: An Ambitious Treatment 
Target to Help End the AIDS Epidemic. Geneva: 
UNAIDS.

UNAIDS (2021) Fact sheet. Available at: https://www 
.unaids.org/en/resources/fact-sheet (accessed 27 
July 2022).

Ward J, Gilles M and Russel D (2021) HIV infection 
in Aboriginal and Torres Strait Islander people. 
HIV Management in Australasia [Internet]. 
Last reviewed 9 June 2021. ASHM; c2019. 
Available at: https://hivmanagement.ashm.org.
au/hiv-infection-in-aboriginal-and-torres-strait-
islander-people/ (accessed 27 July 2022).

WHO (2020) Basic documents. Available at: https://
apps.who.int/gb/bd/pdf_files/BD_49th-en.pdf 
(accessed 27 July 2022).

Zeluf-Andersson G, Eriksson LE, Schönnesson LN, 
et  al. (2019) Beyond viral suppression: The 
quality of life of people living with HIV in 
Sweden. AIDS Care 31(4): 403–412.

https://hivoutcomes.eu/advocacy-toolbox/
https://hivoutcomes.eu/advocacy-toolbox/
https://hivoutcomes.eu/advocacy-toolbox/
https://www.unaids.org/en/resources/fact-sheet
https://www.unaids.org/en/resources/fact-sheet
https://hivmanagement.ashm.org.au/hiv-infection-in-aboriginal-and-torres-strait-islander-people/
https://hivmanagement.ashm.org.au/hiv-infection-in-aboriginal-and-torres-strait-islander-people/
https://hivmanagement.ashm.org.au/hiv-infection-in-aboriginal-and-torres-strait-islander-people/
https://apps.who.int/gb/bd/pdf_files/BD_49th-en.pdf
https://apps.who.int/gb/bd/pdf_files/BD_49th-en.pdf

