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ABSTRACT

Quality of life (QoL) in people living with HIV (PLHIV) is reportedly worse than in people without
HIV, with many factors impacting on this. We aimed to investigate QoL in PLHIV in New Zealand
(NZ). In-person interviews were conducted including socio-demographic, health, social
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connectedness, and stigma-related questions. QoL was measured using the 13-question PozQoL gﬁ;{l‘i’t\;/ocg?i?e HIV: New
Scale — summed to give a score between 13 and 65. Univariate linear regression was used to Zealand R

investigate factors associated with differences in PozQoL scores. PLHIV (n=188) of different
ethnicities from throughout NZ participated. The mean age was 47 years; 65% were men; 61%
were men who have sex with men; 61% had been living with HIV for >10 years. The mean
summary PozQol score was 47.16. Factors associated with a lower mean PozQol included no
sex in the last 12 months (=9.03), inability to meet basic needs (-7.47), ever (—6.49) or recently
(—5.03), experiencing stigma or discrimination, mental health condition (—5.74), HIV diagnosis
<5 years (—5.48), poor health (—5.43), being unemployed (—5.02), not having support (—4.71),
and greater internalised stigma (—2.81). Improving QoL will require investment in peer support
and community welfare programmes to better support PLHIV, and stigma reduction campaigns

targeting the broader community.

Background

HIV is now considered a chronic and manageable con-
dition due to effective antiretroviral treatment (ART).
People living with HIV have a life expectancy almost
equivalent to people without HIV (Nakagawa et al.,
2012) and are able to lead long and productive lives,
yet their quality of life (QoL) has been reported to be
worse compared to people without HIV (Miners et al.,
2014; Pedersen et al., 2015).

The World Health Organization (WHO) Global
Health Strategy on HIV includes the goal “To end the
AIDS epidemic as a public health threat by 2030, within
the context of ensuring healthy lives and promoting
wellbeing for all, at all ages” (World Health Organiz-
ation, 2016). People living with HIV continue to experi-
ence stigma and discrimination (Grierson et al., 2008;
Mundt & Briggs, 2016), and a range of other factors
have been reported to impact on QoL, including finan-
cial stress, depression, anxiety, hopelessness, negative
self image, sexual dissatisfaction, smoking and alcohol
consumption (Andersson et al., 2020; Degroote et al.,

2014; Grierson, et al.,, 2004; Herrmann et al., 2013;
Miners et al., 2014; Rueda et al, 2016; Skevington
et al., 2010; Zeluf-Andersson et al., 2019). To meet the
WHO goal of promoting wellbeing requires consider-
ation of each of these factors.

New Zealand has a low prevalence of HIV (<0.1%)
(UNAIDS, 2019) with approximately 3500 people living
with HIV throughout the country — mostly in the main
urban centres. Men who have sex with men (MSM) and
heterosexual people from sub-Saharan Africa and parts
of Asia are the main population groups affected by HIV
(Dickson et al., 2015). There is no specific HIV strategy
but the overall Aotearoa New Zealand Health Strategy
2016-2026 has the goal that “All New Zealanders live
well, stay well, get well” (Minister of Health, 2016) to
ensure that people lead not only a long life, but also
have quality of life, living well for as many years as poss-
ible. Very little, however, is known about the QoL of
people living with HIV in New Zealand. Only two
online surveys have been conducted in 2001 and 2007,
in which approximately 75% rated their general
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wellbeing as excellent or good (Grierson, et al., 2004,
2008). The aim of this paper is therefore to measure
QoL and examine factors associated with QoL in people
living with HIV in Aotearoa New Zealand.

Methods
Overview of the study

The QoL study was part of the Aotearoa New Zealand
Stigma Index which sought to identify stigma and dis-
crimination experienced by people living with HIV
using “The People Living with HIV Stigma Index”
tool (Stigma Index Working Group, 2020). The study
was run by, for and with people living with HIV thereby
incorporating the principle of meaningful involvement
of people living with HIV and AIDS (MIPA principle).
A Working Group was established to guide and manage
the study, with diverse representation of people living
with HIV alongside allies and people affected by HIV.

Study population and sample size

Eligible participants were people living with HIV aged
16 years and over, recruited from throughout New Zeal-
and between July 2019 and September 2020. Recruit-
ment was a convenience sample through community
organisations for people living with HIV (websites,
email and newsletters), notices placed in HIV specialist
clinics, pharmacies commonly used by people living
with HIV to collect their prescriptions, word-of-
mouth, and the employment of a Maori recruiter to
implement focused recruitment of Maori living with
HIV. We aimed to recruit a sample of 200 people and
to have similar numbers of men and women from
each main ethnic group (Maori, African, Asian and
European/Other).

Interview and data collection

Twelve people living with HIV were trained as peer
interviewers. People living with HIV registered their
interest in participating through the study website.
The Study Coordinator then allocated each participant
an interviewer and interviews were arranged in a
location mutually agreed upon where privacy was
ensured. All participants went through an informed
consent process and provided written consent before
proceeding with the interview. The side-by-side in-per-
son interviewing technique was used whereby the par-
ticipant and interviewer were sitting next to each
other, able to see each question, and record each answer
together.

Answers to all questions were written onto a paper
copy of the questionnaire and sent to the Study Coordina-
tor who entered the information into the REDCap 10.1.2
(Harris et al., 2009) secure database. Data were cross-
checked by a separate member of the research team.

Study variables

The 13 question PozQoL scale, a QoL tool specific to
people living with HIV, was used to measure QoL
(Brown et al., 2017, 2018). Participants could indicate
their response to each of the 13 questions on a scale
from 1 “Not at all” to 5 “Extremely”. Responses were
re-coded so that higher scores for all items indicated
better QoL. Results were summed to give a total PozQoL
score of between 13 and 65 - categorised as low (< 36),
moderate (37-45), high (46-53) or very high (>54).
Within each sub-scale, summary scores could range
from 3-15 for health concerns, social, and functional
sub-scales, and from 4-16 for the psychological sub-
scale (Brown et al., 2019).

In recognition of the many factors that affect QoL we
identified four main categories of variables to investi-
gate: socio-demographic, health-related, social connect-
edness, and stigma and discrimination.

Socio-demographic factors included age, gender
categorised to women (including trans women (whaka-
wahine in Maori)), men (including trans men), and
non-binary. The latter were excluded from quantitative
analysis due to small numbers. Sexual identity was cate-
gorised to MSM, heterosexual men or women, and
bisexual women (the latter three combined for analysis).
Ethnicity allowed for multiple responses that were cate-
gorised to Maori, European, and other ethnicities (Afri-
can, Asian, Pacific peoples, Middle Eastern, Latin
American combined due to small numbers), with
Maori and other ethnicities prioritised above European.
Employment was categorised as employed (full or part-
time), unemployed/receiving a government benefit, or
retired/homemaker. Area of residence was combined
to major urban (population >100,000) and medium
urban/rural (population <100,000) (Statistics New Zeal-
and, 2020). Participants were asked how often in the last
12 months they were able to meet basic needs, such as
for food, shelter and clothing. Reponses were “always”,
“some of the time” or “almost none of the time” -
with the latter two combined for analysis. Identifying
as a person who uses or used drugs (such as heroin,
cocaine or methamphetamines) or identifying as a sex
worker were both dichotomous questions (yes/no).

Health-related factors included the length of time liv-
ing with HIV (dichotomised to <5 years and 5+ years),
currently being on ART, having an undetectable viral



load, any other medical condition not related to HIV,
and whether they had been diagnosed in the past 12
months with a mental health condition such as anxiety,
depression or insomnia (yes/no). Health status was
reported as good, fair or poor — with the latter two com-
bined for analysis.

To identify the level of people’s support and social
connectedness, participants were asked whether they
were in an intimate or sexual relationship, in a network
or support group of people living with HIV, if they had
decided not to have sex in the past 12 months because
they have HIV, and whether people close to them had
been supportive on disclosure of their HIV (yes/no).

Eleven questions were asked about stigma and dis-
crimination experienced because of HIV. Answers
were combined to two dichotomous variables of “stigma
ever” and “stigma in the last 12 months”. Internalised

Table 1. Socio-demographic characteristics of participants (n =
188).

Characteristics n (%)
Age
<30 19 (10.1)
30-49 85 (45.2)
50+ 84 (44.7)
Gender identity
Women 61 (32.4)
Men 122 (64.9)
Non-binary 5(2.7)
Sexual identity
Men who have sex with men (MSM)? 115 (61.2)
Heterosexual women 53 (28.2)
Heterosexual men 11 (5.9)
Bisexual women or sexual identity not stated 9 (4.8)
Ethnicity
Maori 37 (19.7)
New Zealand European 93 (49.5)
Other European 13 (6.9)
Pacific peoples 6 (3.2)
Asian 15 (8.0)
African 17 (9.0)
Middle Eastern and Latin American 7 (3.7)

Residential location

Major urban area 141 (75.0)

Medium urban or rural area 47 (25.0)
Education

Secondary school 39 (20.7)

Trade/vocational education 27 (14.4)

Tertiary education 122 (64.9)
Employment

Employed (full or part-time) 119 (63.3)

Unemployed or on a government benefit 50 (26.6)

Retired or homemaker 19 (10.1)
Able to meet basic needs

Always 127 (67.6)

Some of the time 40 (21.3)

Almost none of the time 21 (11.2)
Identifies as a person who uses (or used) drugs

No 129 (68.7)

Yes 59 (31.4)
Identifies as a sex worker

No 183 (97.3)

Yes 4(2.1)

No answer 1(0.5)

®Includes Gay, bisexual men and MSM.
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stigma, or the way a person thinks about themself,
was investigated through six separate statements about
feeling dirty, guilty, ashamed or worthless, or whether
they found it difficult to tell people about, or hid, their
HIV. Participants could agree (coded as 1) or disagree
(coded as 0) with each statement. Answers were
summed and combined into a single variable that ran-
ged from 0-6. To identify people’s sense of resilience
they were asked if they had taken any action in response
to stigma or discrimination in the past 12 months, such
as challenging someone or participating in an edu-
cational campaign (yes/no).

Statistical analysis

Variables identified from the literature as potentially
being associated with QoL in people living with HIV

Table 2. Health-related characteristics, social connectness,
stigma and discrimination (n = 188).
Characteristics n (%)

Health-related:
Length of time living with HIV

<5 years 1 (16.5)

5-10 years 42 (22.3)

10+ years 115 (61.2)
On anti-retroviral therapy 188 (100.0)
Viral load undetectable 178 (94.7)
Current health status

Good 144 (76.6)

Fair 4 (18.1)

Poor 0(53)
Mental health condition (anxiety, depression, insomnia) 61 (32.5)
Other medical condition (not related to HIV) 106 (56.4)
Social connectedness:
Currently in an intimate/sexual relationship

No 107 (56.9)

Yes 81 (43.1)
Member of a network or support group of people living

with HIV

No 54 (28.7)

Yes 134 (71.3)
Decided to not have sex in past 12 months

No 105 (55.9)

Yes 72 (38.3)

Not applicable 11 (5.9)
People close had been supportive on disclosure of HIV

Agree 122 (64.9)

Somewhat agree 45 (23.9)

Disagree 14 (7.5)

Not applicable 7 (3.7)
Stigma and discrimination:
Stigma or discrimination ever 142 (75.5)
Stigma or discrimination in the last 12 months 66 (35.1)
Taken action against any stigma or discrimination in past

12 months

No 56 (29.8)

Yes 132 (70.2)
Internalised stigma (number and % who agreed with

each statement)

Difficult to tell people I have HIV 132 (70.2)

| hide that | have HIV from others 130 (69.2)

Having HIV makes me feel dirty 3 (28.2)

| feel guilty that | have HIV 3 (33.5)

| am ashamed that | have HIV 7 (35.6)

| sometimes feel worthless because | have HIV 7 (30.3)
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were investigated using linear regression. All analyses
were undertaken using Stata software version 16.0.
QoL responses were available for all study participants
therefore summary PozQoL scores were used (Brown
et al,, 2017, 2018, 2019).

Results
Study population

A total of 188 people living with HIV participated in the
study. Table 1 details the socio-demographic character-
istics of participants. The mean age was 47 years (range
20-75). The majority were men (65%) and identified as
being gay, bisexual or MSM (61%). Three quarters
resided in a major urban area (75%). Approximately
two-thirds had a tertiary education (65%), were
employed either full or part-time (63%), and were
always able to meet basic needs (68%). Just over half
were of European ethnicity (56%), with the remainder
being Maori (20%), African (9%), Asian (8%), Middle
Eastern and Latin American (4%) or Pacific Peoples
(3%).

Most participants had been living with HIV for 10 or
more years (61%). All were on ART, and 95% said their
viral load was undetectable. Despite just over half (56%)
having another medical condition not related to HIV,
most (77%) described their current health status as
good. A third had been diagnosed with a mental health
condition (33%) (Table 2).

Having ever encountered stigma or discrimination in
their lifetime was reported by 76% of participants.
Stigma or discrimination within the last 12 month was
reported by 35%. Almost three-quarters agreed that it
was difficult to tell people about their HIV (70%) or
that they hide that they have HIV (69%). Feeling dirty
(28%), guilty (34%), ashamed (36%) or worthless
(30%), and deciding not to have sex because of their
HIV (38%) were commonly reported (Table 2).

Quality of life (PozQolL) score

The mean summary PozQoL score was 47.16 with a
range from 15 to 65. Categorising this score showed
33 (18%) had a low score, 41 (23%) moderate, 49
(26%) high, and 65 (35%) very high (Table 3).

Associations between participant characteristics
and quality of life (PozQolL) score

Several characteristics were found to have a mean Poz-
Qol score that was significantly lower than those in their
comparison group (Table 4). Socio-demographic

characterisics included the inability to meet basic
needs (—7.47; 95% CI —10.56, —4.38) and being unem-
ployed (—5.02; 95% CI —8.48, —1.55). Health-related
characteristics included having a mental health con-
dition (—5.74; 95% CI —8.92, —2.56), being diagnosed
with HIV within the past 5 years (—5.48; 95% CI
—9.54, —1.43), and self-reported poor health (—5.43;
95% CI —8.96, —1.90). Social connectedness factors
included deciding not to have sex in the last 12 months
(—9.03; 95% CI —11.98, —6.09) and not having the sup-
port of close people on disclosure of HIV (—4.71; 95%
CI —8.00, —1.42). Ever experiencing stigma or discrimi-
nation (—6.49; 95% CI —9.93, —3.06), stigma or dis-
crimination within the last 12 months (—5.03; 95% CI
—8.16, —1.91), and greater internalised stigma (—2.81;
95% CI —3.49, —2.12) were also factors associated
with a lower mean PozQol score.

Discussion

Our study of people living with HIV in Aotearoa New
Zealand using the PozQol Scale showed that despite
being a relatively well educated, employed and con-
nected group of people, more than a third reported hav-
ing a low to moderate QoL. A range of factors in the
different domains of socio-demographic, health-related,
social connectedness, and stigma and discrimination
were found to be associated with poorer QoL.

This is the first time QoL has been measured in
people living with HIV in New Zealand using the Poz-
Qol Scale. The HIV Futures Study of 226 men and
women with HIV in 2001, and 261 people in 2007,
used a question about wellbeing with about three-quar-
ters in each study stating their wellbeing was good or
excellent (Grierson et al., 2004, 2008). Sixty-one percent
of people in our study had a high or very high PozQol.
While it is difficult to compare between different
measures, the more specific set of questions to generate
the PozQol score, which is a well validated tool, is likely
to give a more accurate measure of QoL than a generic
wellbeing question. It was also interesting to note that
while the self-reported physical health status was similar
in both HIV Futures, and in our study, the proportion
reporting a mental health condition increased from
21% in 2001-2, to 29% in 2007 in the HIV Futures
studies, and then in our study was 33%. A similar rising
trend for people diagnosed with a mood and/or anxiety
disorder has also been noted in the New Zealand general
population from 12.7% in 2006/07 to 19.8% in 2019/20
(Ministry of Health, 2020).

Compared to people without HIV, a survey in 2020
asked 6930 adults resident in eight New Zealand cities
to rate their QoL on a 7-point scale from extremely
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Health Psychological Social Functional Total
n (%) n (%) n (%) n (%) n (%)
Low 25 (13.3) 27 (14.4) 25 (13.3) 48 (25.5) 33 (17.6)
Moderate 54 (28.7) 27 (14.4) 44 (23.4) 21 (11.2) 41 (21.8)
High 72 (38.3) 76 (40.4) 56 (29.8) 71 (37.8) 49 (26.1)
Very high 37 (19.7) 58 (30.9) 63 (33.5) 48 (25.5) 65 (34.6)
Mean Mean Mean Mean Mean
(SD; range) (SD; range) (SD; range) (SD; range) (SD; range)
Summary score 10.00 14.94 10.57 11.65 47.16
(2.97; 3-15) (3.62; 4-20) (3.40; 3-15) (3.29; 3-15) (10.62; 15-65)

Note: SD: standard deviation.

poor to extremely good, with 87% rating their overall
QoL positively (Nielsen, 2020). This is considerably
higher than the 61% with a high or very high QoL
score in our study, although again the use of different
QoL measures makes for difficult comparison.

Studies in other countries have reported mixed
results about QoL with some indicating that people liv-
ing with HIV are resilient and have similar levels of QoL
to those without HIV (Degroote et al., 2013). However,

Table 4. Factors associated with quality of life summary PozQolL
score, with 95% confidence intervals (Cl).

Co- 95% Confidence
Characteristic (Reference category) efficient Interval
Socio-demographic:
Age - years (<30)
30-49 —4.12 —-9.43,1.20
50+ —-2.90 —8.22,242
Gender (Women) —0.87 —4.18, 2.44
Sexual identity (Gay, bisexual, MSM)
Heterosexual men, women, other —0.01 -3.16, 3.13
Ethnicity (European)
Maori —0.22 —4.25, 3.80
Other ethnicities —0.65 —4.39, 3.10
Region of residence (Major urban) —0.55 —4.09, 2.98
Education (Less than tertiary) 1.88 —1.31, 5.08
Employment (Employed)
Unemployed or on a government —5.02 -8.48, —1.55
benefit
Retired or homemaker 1.15 —3.93, 6.23
Able to meet basic needs (Always) —7.47 —10.56, —4.38
Identifies as a person who uses or used —0.55 —3.85, 2.75
drugs (No)
Health-related:
Length of time living with HIV (5+ years) —5.48 —9.54, —1.43
Current health status (Good) —5.43 —8.96, —1.90
Mental health condition (No) —5.74 —8.92, —2.56
Other medical condition (No) -2.77 —5.83, 0.30
Social connectedness:
In an intimate/sexual relationship (No) 2,67 —0.40, 5.74
In a network/support group for PLHIV (No) 1.13 —2.27,4.52
Decided not to have sex in past 12 months -9.03 —-11.98, —6.09
(No)
People close had been supportive on —-4.71 —8.00, —1.42
disclosure (Agree)
Stigma and discrimination:
Stigma or discrimination ever (No) —6.49 —9.93, —3.06
Stigma or discrimination in past 12 —5.03 —8.16, —1.91
months (No)
Taken action against stigma or —2.54 —5.88, 0.79
discrimination in past 12 months (No)
Internalised stigma —2.81 —-3.49, —2.12

a large study in the United Kingdom, which used the
same measure of health-related QoL in people living
with HIV and in the general population found the
QoL significantly lower in people with HIV (Miners
et al., 2014). The only other study we are aware of that
has used the PozQol Scale was an online survey in Aus-
tralia, mostly in adult gay men, in which the mean sum-
mary score (44.62) was similar to our study (47.16)
(Brown et al., 2019).

Finding a range of characteristics associated with
poor QoL, across the different domains of socio-demo-
graphic, health-related, and social connectedness fac-
tors, and stigma and discrimination, is in keeping with
studies in other countries, and shows the many factors
at play in the often layered stigma experienced by people
living with HIV (Degroote et al., 2013, 2014; Lambert
et al., 2020; Logie et al., 2017; Nobre et al., 2017; Scofield
& Moseholm, 2021). It is likely that there will be a con-
siderable correlation between characteristics (Logie
et al., 2017; Skevington et al., 2010) but a larger study
sample would be required to tease out and investigate
the pathways and connections in more detail (Logie
et al., 2018; Oetzel et al., 2014; Skevington et al., 2010).

Unemployment and the inability to meet basic needs,
found in our study, have been reported in other studies
to be a strong predictor of lower QoL scores (Nobre
et al.,, 2017; Rueda et al., 2011; Worthington & Krentz,
2005). Employment not only provides income, but
also social connection, structure, and meaning to every-
day life and is intrinsic to feelings of self-worth
(Degroote et al, 2014). Both socio-economic status
and employment are related to physical and mental
health which in turn impacts on QoL (Catalan et al.,
2017; Degroote et al, 2014; Nobre et al, 2017;
Worthington & Krentz, 2005). Despite considerable
improvements made to HIV treatments over the last
couple of decades, about a quarter of participants in
our study reported only fair or poor health. Moreover,
a large number of participants reported a mental health
condition. Both physical and mental health were associ-
ated with lower QoL, as have been reported in other
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studies (Degroote et al., 2013, 2014; Nobre et al., 2017),
particularly anxiety and depression which impacts on
daily life (Degroote et al.,, 2014; Miners et al., 2014).
The lower QoL in those more recently diagnosed with
HIV is possibly related to less social support and a
greater sense of vulnerability in the early months and
years after their diagnosis (Lambert et al., 2020). Having
good social support, for those newly diagnosed and liv-
ing with HIV long-term, can be a buffer for reducing the
impact of many stresses and therefore has an indirect
role on QoL (Degroote et al, 2014; Lambert et al.,
2020; Skevington et al., 2010). In our study, being in a
relationship or a support group for people living with
HIV were not significantly associated with increased
QoL but having the support of people close on disclos-
ure of their HIV was, indicating the importance of close
family and friends. Deciding not to have sex was associ-
ated with lower QoL (Zeluf-Andersson et al., 2019).
People living with HIV continue to face high levels of
stigma and discrimination (Degroote et al., 2014; Hib-
bert et al., 2018; Lambert et al., 2020; Scofield & Mose-
holm, 2021). This stigma and discrimination can be due
to attitudes within the society and in turn how people
living with HIV view themselves (internalised stigma).
Experience of stigma and discrimination negatively
impacts on QoL directly and possibly indirectly via
stigma affecting higher rates of depression and lower
social support (Logie et al., 2018; Rueda et al., 2016;
Scofield & Moseholm, 2021).

Our study was the first to explore QoL in people liv-
ing with HIV in Aotearoa New Zealand using the Poz-
Qol Scale, however, there were several limitations. First,
the study was cross-sectional and it is therefore not
possible to establish causal relationships. Second, the
small sample size meant that we were only able to
undertake an initial exploratory analysis. Third, having
no national sampling frame for recruitment meant that
the sample may not be representative of people living
with HIV in New Zealand. Fourth, due to the conven-
ience sampling approach, the results are vulnerable to
self-selection bias. Fifth, the measures were limited to
the instruments and questions used in the parent
study (i.e. Stigma Index study). Moreover, we chose to
use the PozQol Scale which, despite being a well vali-
dated measure of QoL developed in partnership with
people living with HIV (Brown et al., 2018), may not
capture Maori understandings of QoL, for example,
connection to whenua tipuna (the ancestral land), con-
nection to marae (significant space of collective identity
and belonging), and the importance of whakapapa (lines
of descent from and to one’s ancestors). Any future
study of QoL in New Zealand would need to be custo-
mised to better capture Maori realities in order for

results to be meaningful for them. Different measures
of QoL used in studies also makes comparison between
studies difficult. Nevertheless, many of the factors
associated with QoL continue to be the same (Cooper
et al., 2017).

Despite considerable improvements in care and treat-
ment for people living with HIV and the social environ-
ment in which they live, QoL appears to remain low, not
only in our study population, but also in other jurisdic-
tions throughout the world (Miners et al., 2014). It is a
basic human right of people living with HIV to live
meaningful lives. Their QoL is important. This initial
exploratory study of factors associated with QoL has
shown that more can be done to address issues to
improve QoL. As the factors influencing QoL are
broad and multifactorial, so the responses must also be
multi-dimensional through cross-sector collaboration.
Stigma reduction campaigns targeting the broader com-
munity must be scaled up to prevent further experiences
of stigma and discrimination felt by people living with
HIV. Greater investment in peer support, and social
and community welfare programmes to better support
people living with HIV, particularly those that have
poorer health and are unable to work are needed.
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