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Abstract

Since the start of the HIV epidemic, care has often had a strong focus on quality of life. In the early
days this was in part due to the limited treatment options available for people living with HIV alongside
the strong humanistic desire of those working in the specialty to provide optimum care. Advances in
HIV treatments has led to care having more of a medical focus with national and international targets
concentrating on the prevention of new infections. Despite medical progress, the impact of being
diagnosed and living with the HIV has a significant impact for many people, across all aspects of their
life. Factors that impact on health-related quality of life for women living with HIV are often poorly

understood and under-explored in health care settings.
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Introduction

Whilst we have seen decades of continual advancements in the understanding and treatment of HIV;
the impact of being diagnosed and living with the condition still has a significant impact on many,
across all aspects of their life. It would appear that the central focus of the HIV epidemic has largely
been around the needs of men, with the needs of women and young girls living with HIV remaining an
afterthought, and one that is still only considered within the existing framework of knowledge around
men’s needs, rather than everybody living with HIV. As the care paradigm of HIV continues to evolve
health care providers are urged to consider the needs of women living with HIV when delivering

services.

In 2014, UNAIDS launched its ambitious global targets of 90-90-90; aiming to ensure that by 2020: (1)
90% of those living with HIV worldwide are aware of their status (2) that 90% of those who know they

are living with HIV are on treatment, and (3) that 90% of those on treatment are virally suppressed



(UNAIDS, 2014). The overall goal behind these targets is to keep progressing towards end of HIV, as

the more people living with HIV that are virally suppressed, the lower new infection rates will be.

There have since been calls from the scientific community to add a 4™ 90:“that 90 % of people with
viral load suppression have good health-related quality of life” (Lazarus et al, 2016). Sadly, to date this

call has yet to be answered, as focus remains on preventing new infections.

What do we mean by Quality-of-Life and Health Related Quality of Life?

The terms quality of life (QolL), health-related quality of life (HRQoL) and health status are frequently
used interchangeably within the literature (Karimi and Brazier 2016). However, there is very little
consistency in how these concepts differ from one another. It is unlikely that a universal definition will
be reached with regards to Quality of Life. Therefore, a more pragmatic approach has been suggested
where researchers and clinicians (a) clearly define what they mean by QOL within their work, (b)
specify what factors they consider contributing to this definition of QoL within the population they
study and/or care for, and (c) measure these factors accordingly (Farquar 1995; Post 2014; Croston

and Bourne 2021)

HRQoL in HIV has previously been defined as: understanding of an individual’s whole person well-
being in relation to the biological, psychological and social sequalae of living with HIV. (Croston and
Bourne, 2021). This definition is based on the WHO definition of health (2020), and the long-standing
recognition that a diagnosis of HIV has an impact on psychological and social factors both directly and

independently of biological factors.

This definition will be used to highlight some of the unique biological, social and psychological issues,
which may impact on the QoL of women living with HIV. In this article we consider the term Women
to be an inclusive term to represent all individuals who identify as a woman all or part of the time.
When specifically referring to women who were assigned female gender at birth, we use the term cis-

women. When talking about women who were assigned a different gender at birth, we use the term



trans-women. In addition to this, some of the issues raised here may be relevant to individuals who
do not identify as women but were assigned female gender at birth. We acknowledge that in writing
this article, we may get things wrong in terms of the way we use our language around gender and

identity; and we very much welcome discussion, correction and education on this.

Currently within the UK 1 in 3 of those infected with HIV are cis women, with a quarter of new
infections being reported in this group (PHE 2020). There is very limited data available about the
prevalence of HIV amongst trans individuals. 2017 was the first time Public Health England reported
figures on the number of transgender and non-binary individuals living with HIV in the UK. 113 trans-
women and gender diverse individuals accessed HIV care that year. The paucity of information about
the number of transwomen living with HIV in the UK is itself indicative that we do not know enough
about the needs of this particular group of women. It is unfortunately not surprising given that there
is no reliable estimate of how many transgender individuals currently live in the UK, as gender identity
has been limited to binary options in previous versions of the national census. However, speculative
estimates suggest somewhere between 200,000 — 500,000 transgender individuals currently live in
the UK (Government Equalities Office 2018). Given that globally it is estimated that as manyas 1in5
transwomen may be living with HIV (Baral et al. 2013); this would heavily imply that the reported
number of trans-women reported to be accessing HIV care in the UK is massive under-representative
of the true number of trans-women living with HIV.A high proportion of all women diagnosed with
HIV have been diagnosed late and on average they have been living undiagnosed for between 3-5
years.(Umeh et al 2011) This suggested that there needs to be more awareness with regards to
women’s vulnerability and risk to acquiring HIV amongst healthcare professionals and then the
subsequent health needs related to receiving a late diagnosis. There is also evidence of gender

differences regarding HIV treatment and HIV-related health outcomes.



In addition to this, Women living with HIV have reported high levels of unmet need relating to social
and welfare issues, and report significant levels of psychological distress (Public Health England 2020,

Terence Higgins Trust 2017).

Within the UK, a significant proportion of women living with HIV are over the age of 50 and will require
healthcare services to consider what care they will need as they age with HIV. Alongside this is the
need to future proof services to meet the complex needs of women living with HIV. There is a wealth
of evidence indicating that at present, services are not necessarily designed to meet the needs of
women living with HIV (Terence Higgins Trust 2017). It is hoped that by exploring the key
biopsychosocial factors that impact on the HRQoL of women living with HIV will be the first step in
creating a good clinical practice guideline or tool, which will enable services to proactively establish

services that meet the needs of women.

Biological Factors in HIV care for Women

There are a number of sex and gender differences that are relevant both to the treatment of HIV and
long-term consequences of living with HIV. Cis-women typically have lower viral loads (VL) and higher
CD4 counts early on in HIV infection. Over time however, cis-women display a faster disease
progression than men given the same VL. In clinical settings this information may not always be at the

forefront of healthcare professional’s mind when making decisions about care (Anderson 2005).

Pharmacokinetics

There have also been noted differences in antiretroviral therapy (ART) drug absorption and disposition
between men and cis-women (Umeh et al. 2011; Mirochnick et al. 2015). In a comprehensive review
of sex differences in HIV treatments, Floridia et al (2008) proposed that pharmacokinetic differences
in ART may be attributable to differences in P450 enzyme system, but the overall sentiment within
this area of research is that much more research is needed to understand differences in

pharmacokinetics within ART. With regards to side effects of ART, cis-women are at higher risk of a



number of adverse side effects including an increased risk for: Pancreatitis, Gastrointestinal
intolerance and metabolic disorders, Hepatic Steatosis, Lactic Acidosis, fat accumulation, triglyceride,
Non- Nucleoside Reverse Transcript Inhibitors (NNRTI) associated rash and hepatotoxicity, and PI-
associated diabetes (Mirochnick et al. 2015). They are also more likely to have decreased fat atrophy
and Bone Mineral Density (Anderson 2005). This potentially places women at a greater risk of co-

morbidities and health complaints as a result of the natural ageing process.

Menopause and Cardiovascular Disease (CVD)

Another major sex-specific issue in HIV is the menopause. In the UK, normative data suggests that
most cis-women become menopausal between 45 and 55, with the average mean age being 51. Early

menopause is defined as 212 consecutive months of amenorrhoea due to natural causes at <45 years.

Premature menopause is defined as 212 consecutive months of amenorrhoea due to natural causes
at <40 years. There is considerable data that has shown that premature and early menopause are
associated with a number of serious negative outcomes. Jacobsen et al. (2003) followed a very large
cohort of Norwegian Women (19,731) over a 37-Year period. They found that an early natural
menopausal age increased the risk of premature aging and death. In addition to this, premature and
early menopause are associated with the development of comorbidities such as osteoporosis (Santoro
et al. 2009) and CVD. In Europe, evidence shows that women are at a higher risk of death from CVD
than men (51% compared to 42% respectively, Nicholson et al. 2014). However, it appears to be
women who are post-menopausal that are at most risk. A large cohort study found the incidence rate
of CVD in post-menopausal cis-women was double that of pre-menopausal cis-women, and that this

risk applied to both naturally occurring and surgically-induced menopause (Gordon et al. 1978).

Recent research has confirmed that post-menopausal cis-women living with HIV are just as much at

risk a general population. The POPPY study (Bagkeris et al 2018) assessed the risk of CVD in cis-women



living with HIV aged =50 years (n=86), compared to age-matched cis-women who were HIV-negative
(n=109). 83% (n=163) of the women in the study were defined as post-menopausal. Similar CVD risk
factors seen among HIV-positive and age-matched HIV-negative cis-women. What was most
concerning however, was that a substantial number of women with high CVD risk and/or hypertension
were not receiving medication for these conditions. The authors reported that 79% of patients in the
study were eligible for lipid lowering drugs, and 56% were eligible for anti-hypertensives; but they

were not receiving this medication.

Widening the lens from physical health outcomes, cis-women who experience premature and early
menopause also report increased levels of depression and anxiety, poorer sleep, reduced libido, and
overall lower quality of life (Royal College of Nursing, 2019). Interestingly all these factors can and
have been reported to co-occur independently of the menopause, significantly impacting on women’s
Qol. However there appears to be little evidence that explores the accumulating issues such as lack of
sleep, psychological distress, lower libido etc alongside women’s QolL. The Prime study recently
reported that 10,350 women living with HIV aged between 45 and 56 (potentially menopausal age)
attended HIV care in the UK; a five-fold increase over ten years. The data showed a high prevalence
of somatic (hot flushes, muscle and joint pains and sleep disturbances 89%), urogenital (vaginal
dryness, sexual problems 68%), and psychological (anxiety, depression 78%) symptoms in women

living with HIV aged 45-60, which for many could be linked to menopausal changes.

Case base example:

Juliet is a 43-year cis-woman who has been attending the clinic for nearly 20 years. Her 19-year-old
daughter who is also living with HIV is planning to leave for university. Juliet comes into clinic to get
her annual blood tests and doesn’t look her usual self; in that she usually dresses up for her visits
and instead she is wearing no make-up and her hair doesn’t look in good shape. When the nurse is
alone with Juliet, she asks her how she is doing, Juliet avoids eye contact and then reports that she

has not been doing ok. Rebecca’s university is over 150 miles away and is concerned that she won’t




get to see her apart from during school holidays. Juliet’s husband died over 12 years ago and whilst
there are some parts of her that would like another relationship there are also parts of her that
feels apprehensive. Rebecca’s eyes begin to well up as she explains that she has no sexual desire

and feels very low in mood. All these factors are affecting her sleep.

There is mixed evidence as to whether a diagnosis of HIV and/or its treatment has an impact on the
cause of menopause in cis-women. In a systematic review of HIV and menopause, Imai and colleagues
(2103) found some evidence that cis-women living with HIV entered the menopause earlier than cis-
women without a diagnosis of HIV; However, there are also studies that have failed to find any
significant difference in the onset of menopause in these two populations. Cetjin and colleagues
(2006) also found that a large number of cis-women in their study were not actually menopausal
despite having symptoms such as extended amenorrhea; which indicates that transition into
menopause could be missed. The study highlights the importance that cis-women need to know if
they are menopausal so as to monitor for increased co-morbidities such reduced bone density, take
necessary steps mitigate their increased risk of CVD, and so they can also make lifestyle changes such
as stop birth control which can often be burdensome and expensive. Furthermore, bleeding after
menopause can be a symptom of other serious illnesses, so knowing if menopause has occurred or

not helps to identify and investigate unexplained bleeding quicker.

A last biological consideration is the use of Hormone Replacement Therapy (HRT). HRT can be
prescribed to cis-women to mitigate the negative symptoms associated with menopause which can
have considerable impact on cis women HRQoL, and HRT would therefore be of significant benefit to
these cis-women. There is evidence that HRT is linked with increased CVD risk, thus advice is to give
lowest dose for shortest time possible (Grady and Sawaya, 2005). Despite the known benefits of HRT,

Adanay et al. (2016) noted in their comprehensive review paper that HRT appeared to be underutilised



for menopausal cis-women living with HIV. They suspected this was due to potential concerns about
possible drug interactions between HRT and ART. There is, however, no research into this area on
which to make these decisions which may have a significant impact on a large number of women'’s
HRQoL. Conversely, many trans-women use hormone therapy in the long-term as an important part
of their gender-affirming therapy; and therefore, it must be assumed many trans-women living with
HIV will be on hormone therapy. So here we have a worrying dilemma: are we under-utilizing HRT in
cis-women where it could be used more to offer relief from distressing menopausal symptoms, or are
we not recognising, monitoring and managing the increased risk of potentially harmful HRT x ART drug

interactions which could be affecting trans-women?

What is clear when we consider biological factors related to HRQoL in women is there are still a lot of
unknown answers, because we are only just starting to ask the questions relevant to the aging
population of cis-women and the long-time marginalised trans-women, who are accessing HIV

services.

Psychological factors in HIV care from Women

Whilst levels of psychological distress and difficulties are higher for the whole population of individuals
living with HIV compared to the HIV negative population (e.g Chaponda et al. 2018); there is also
evidence that women living with HIV suffer with increased levels of psychological distress compared

to men living with HIV.

Common Mental Health Disorders

Waldron and colleagues (2021) recent review of the unique and unmet needs of women living with
HIV offers an excellent and timely summary of psychological distress experienced by cis-women living
with HIV. The authors’ preface their review by noting that in the general population; it is well
documented that cis-women report higher rates of common psychological disorders (Breslau and

Anthony 2007; Breslau et al. 1997; McClean and Anthony 2009; Noble 2005).



Cis-women living with HIV are more likely to be depressed than HIV-negative cis-women, and they
report increased symptom severity (Morisson et al. 2002). This is also true when comparing
prevalence severity of depression (e.g. Ickovics et al. 2001) of Cis-women living with HIV to men living
with HIV. Similarly, evidence shows a higher prevalence of anxiety in women living with HIV when
compared to HIV-negative cis-women (Morisson et al. 2002) and men living with HIV (Gaynes et al.

2008).

There is strong and consistent evidence that people living with HIV experience higher rates of trauma
compared to the general population (LeGrand et al. 2015). Unsurprisingly, women living with HIV
appear to be even more disproportionality affected by trauma. For example, women living with HIV
who were accessing care at a hospital in Togo; just over 63% reported experiencing physical violence
in their lifetime, and just under 70% reported having experienced sexual violence (Burgos-Soto et al.
2014) A large-scale meta-analysis of women living with HIV in western countries found that 30% of
women in the sample had recently experienced post-traumatic stress disorder, which is five times
higher than the women in the general population (Machtinger et al. 2012). Furthermore, the lifetime
prevalence of experiencing abuse was extremely high (61.1%-71.1%, dependent on type of abuse

reported).

Information about the psychological well-being of trans-women living with HIV is sparse. Within the
general population, transgender individuals are more likely to experience psychological distress
compared to their cis-gender counterparts (Tan et al. 2020); however, the depth and breadth of
research is lacking compared to the relative wealth of data on the mental health of cis-gender
individuals in the general population. A recent publication (Jaspal et al. 2018) reporting data for the
first time on trans and gender-diverse people accessing HIV care in England found that they were
significantly more likely to be under psychiatric care compared to cis-gender individuals accessing HIV

services (11% vs 4%).

10



Suicide and Suicidality

There are also important research findings specific to cis-women and transgender women when it
comes to suicidal thoughts and behaviours. Traditionally suicide risk may be something clinicians, and
the general population, associate more frequently with males. It is true men are far more likely to die
by suicide completion than women (Freeman et al. 2017); and in the UK suicide is the leading cause
of death of men under 45 years. What this mask, however, is the fact that women are more likely to
attempt suicide, think about suicide, and self-injure (Schrijvers et al. 2012). The literature around
women living with HIV and suicidality shows that cis-women living with HIV may be more likely to
attempt suicide than their male counterparts (Komiti et al. 2004); and that the period immediately

after diagnosis may be a period of significantly increased risk.

In addition to this, there is also consistent evidence that prevalence of suicidal ideation and attempts
in transgender individuals is extremely high (Virupaksha et al. 2016), and a least one study reported
that death by suicide is one of the leading causes of mortality in trans-women. Again, specific
information considering suicidal thoughts and behaviours in trans-women living with HIV is extremely

lacking, so it is hard to provide any useful overview within this paper.

Perinatal and postnatal mental health

Pregnancy and the postpartum period is a time where cis-women are at increased risk of psychiatric
disorder (Vesga-Lopez et al. 2008). A meta-analytic study found that cis-women living with HIV had a
significantly higher odds ratio of antenatal and postnatal depressive symptoms than HIV negative
women (Zhu et al. 2019). Moreover, research has also found that women with lower CD4 counts
(<200) were more likely to be depressed during the perinatal period that those with higher CD4 counts

500;( Kapetanovic et al. 2009).
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Within clinical practice it is paramount that people providing care for women living with HIV are aware
of the psychological impact HIV has on overall HRQoL. When placing this in the context of our
biopsychosocial model of HRQoL in HIV; we are reminded of the impact psychological factors can have
on biological factors. Reduced psychological well-being has been shown to have deleterious effects of
physical outcomes in healthcare (Naylor et al. 2012) and HIV is no exception. Studies that show that
for cis-women living with HIV, depression is related to increased mortality, depression and anxiety
have both been linked with disease progression, depression and trauma symptoms are related to
lower ART adherence, and finally trauma is associated with higher-risk of acquisition and transmission

of HIV (Waldron et al. 2021).

Social factors

The distinction between psychological and social factors can sometimes be confusing as they are often
inextricably linked; a point that we will explore further in the next section. Psychological factors can
be thought of as the individual’s level phenomena, processes and outcomes that are specific to the
person. Social factors are wider societal processes, norms, values, systems and phenomena that are
not specific to individuals, but that impact on individuals living within these social factors. As individual
members of any given society or social group, we have a responsibility as to the societal factors which

uphold, consciously or unconsciously, and to those that we challenge.

Stigma and Discrimination

It is a lamentable and unacceptable fact that a diagnosis of HIV still carries considerable stigma for
people living with this condition. Studies which explore the experiences of cis- and trans-women living
with HIV have shown that women may experience higher levels of both social and internal stigma. For
example, there is evidence that cis- women are dealt a double blow of blame and negative judgement
when it comes to HIV acquisitions and transmissions — women living with HIV are more likely to be

I”

given labels such as “immoral” and promiscuous” than men; and also women are blamed for being

“dirty” and “tempting” as the cause of men acquiring HIV (Visser 2012; 2013; Rice et al. 2015). In a

12



review of the literature, Paudel and Baral (2015) noted that HIV stigma in cis-women is associated
with rejection from family, friends and society, feelings of loss and uncertainty and psychological
difficulties including depression, anxiety and suicidal ideation. Many trans-women experience daily
stigma and discrimination in the form of gender identity discrimination, transphobia, violence; which
also leads isolation and increased psychological distress (Magno et al. 2019) . Whilst there was plenty
of research into how these experiences increase trans-women’s risk in relation to acquiring HIV, it was

harder to find any research with discussed the experiences of trans-women already living with HIV.

Gender-based and intimate partner violence

Gender-based violence and intimate partner violence are both known risk factors for HIV acquisition
for women. When it involves sexual violence, there is a direct pathway in that rape is likely to be
condomless (Campbell et al. 2013); and women are more likely to suffer vaginal or anal tears (McClean
et al. 2011), which further increases transmission risk. In addition to this, women who are currently in
violent relationships, or have previously experienced either type of violence, are less likely to be able
to negotiate condom use and safe sex in current relationships (Wingood and DiClemente 2000).
Gender-based and intimate partner violence also indirectly increases the risk of HIV acquisition, as
women who experience such violence are more likely to experience a range of psychological and social

difficulties as a result, which also increase their risk of acquiring HIV (UNAIDS 2019).

In addition to this, there is also evidence that women living with HIV are more likely to experience

gender-based violence and intimate partner violence than women without HIV (Gielen et al. 2000).

Poverty, lack of education and high risk and transactional sex or sex work.

Both Cis- and trans- women are disproportionately affected by poverty and a lack of access to
education, which are both well-established risk factors for acquiring HIV (AVERT, 2019). Women living
in the poorest conditions may have little options when it comes to work and relationships; and are

therefore more likely to engage in higher risk sex work, and to have to stay in violent relationships

13



(Pascoe et al. 2015). HIV infection is higher in both cis- and trans-women working in sex work due to
repeated risk of exposure through sex, multiple sexual partners, higher risk sex acts and higher
incidence of condomless sex either through increased risk of rape, or through not being able to

negotiate safe sex (Evens et al. 2019).

Research has shown that in cis-women, there is a strong link between education and HIV risk. Girls
who have no access to education have double the risk of acquiring HIV compared to their schooled
counterparts. A UNAIDS study in Botswana demonstrated that every additional year of education
reduced a girl’s risk of acquiring HIV by 11.6% (UNAIDS, 2019). Trans-women are also at high risk of
not completing their education due to a range of factors such as facing discrimination and bullying at

school and being thrown out of their homes (Magno et al. 2019).

Health inequalities

It is well documented that cis- and trans-women have less access to healthcare and/or attend
healthcare setting less (PHE 2020). This increases their risk of acquiring HIV due to lack of testing in
higher risk populations, and less access to preventative measures such as condoms and PReP (Invisible
no longer 2017) reduced access to healthcare also has obvious implications for women living with HIV,
in that it means they cannot readily access ART and be monitored for HIV progression and the
development of AIDS-related infections. All of this equates to delayed diagnoses, health complications

associated with advanced HIV, and increased rates of mortality.

All of the social factors mentioned so far in this paper are associated with poorer access and
engagement with healthcare for women (AVERT 2019, 2020). Moreover, when women living with HIV
do access healthcare, they often experience discrimination and stigma which affects the quality of
their care and the likelihood or returning for further care (Wagner et al. 2016; Magno et al. 2019);

which has obviously worrying implications regarding worse outcomes including unnecessary deaths.
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Discussion

The biopsychosocial model of HRQOL in women living with HIV presented here helps create awareness
and understanding of the many factors that impact on the dynamics that contribute to the risk of
women acquiring HIV, how women experience a diagnosis of HIV, and also how a diagnosis of HIV
impacts on their lives. It is key to understand, however, they way in which these factors layer on top
of each other to create a condition that is is more than just the sums of its parts. It is essential to

understand how each factor impacts on other factors within any given context for any given individual.

An intersectional approach to understanding HIV and women

One way to do this, is to build a person-centered understanding using an intersectional approach. The
concept of Intersectionality was first developed by the black feminist scholar and lawyer Kimberlé
Crenshaw (1989). It refers to the way individuals are subjected to and experience multiple acts of
oppression, stigma and disadvantage due to being a member of more than one marginalized group;
for example, being female, being non-white, being LGBQT+, being an asylum seeker, being homeless
or being disabled. It is inherent to the theory that these labels are largely based on socially constructed
power dynamics, rather than objective biological differences, and that this results in the creation and
upholding of a broad spectrum of inequality (Mullings and Schulz, 2006). for the purpose of this paper,
we can make a simplified and reductionist example to illustrate Crenshaw’s ascertain that “not all
inequality is equal”. As has been made evident in this review, a diagnosis of HIV may result in many
negative consequences for women. However, the way in which it impacts on, and is experienced by,
a black, cisgender woman, with a secure job, in a monogamous relationship, with close family, in an
affluent country with free healthcare; will be different to that of a black, transgender single woman
who has a limited support network, no steady stream of income in a country where healthcare is
sparse. It is not within the scope of this paper to fully explain and consider the nuances of

intersectional theory, however Ciaola and colleagues (2014) offer an accessible description of the
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theory, and a nuanced explanation of how it can be applied to understand the experiences and needs

of women living with HIV.

Conclusion

This article is not an exhaustive review of the literature, rather it is a current overview of what we
know in relation to the HRQoL factors that affect women living with HIV. Rather it is intended to be an
opportunity to acknowledge that a person-centred approach is needed to understand the unique way
a person’s life experiences will impact on how they live with HIV; with a particular focus on women as
they represent over half the population of individuals living with HIV (though these stats only refer to
cis-women, so the true figures are higher when including trans-women), they are often at higher risk
due to structural inequality; and yet remain under-represented and included in research and policy.
This is particularly true of trans-women. The purpose of this paper was to be inclusive of all women,
yet we are mindful that our attempts to include the needs of transwomen may appear a tokenistic
addition,. This was never our intention rather a reflection on what is currently explored and

understood about the needs of this group of women, or rather the lack thereof.

More research is needed to be inclusive of women and focus on their needs. Healthcare professionals
in clinical practice must understand women’s needs within the context of their experiences by being
more proactively aware of their biological, psychological, and social experiences and needs; and how

these interact within the context of their HIV diagnosis if they are to provide effective care

Reflective Questions

1. What does Quality of life and Health Related Quality of life mean to you?
2. How is your service designed to meet the needs of women living with HIV?
3. What do you think are the key challenges women living with HIV will experience as a result

of the ageing process?

16



References

Abel KM, Newbigging K. 2018. Addressing unmet needs in women’s mental health [Internet].
London: Tavistock square; [cited 2021, Nov 17]. Available from:

https://www.bma.org.uk/media/2115/bma-womens-mental-health-report-aug-2018.pdf

Andany N, Kennedy VL, Aden M, Loutfy M. 2016. Perspectives on menopause and women

with HIV. Int  Womens Health. 8:1-22.

Anderson JR. 2005. A guide to the clinical care of women with HIV. Rockville (MD): Health

Resources and Services Administration.

Avert. 2019. Transgender people, HIV and AIDS [Internet]. Avert. Available from:

https://www.avert.org/professionals/hiv-social-issues/key-affected-populations/transgender

Avert. 2020. Women and Girls, HIV and AIDS [Internet]. Avert. Available from:

https://www.avert.org/professionals/hiv-social-issues/key-affected-populations/women

Bagkeris E , Burgess L, Mallon PW, Post FA. Boffitoo M, Sachinkonye 2018
Cohort profile: the Pharmacokinetic and clinical Observations in PeoPle over fiftY (POPPY)

Study. Int J Epidemiol

Baral SD, Poteat T, Stromdahl S, Wirtz AL, Guadamuz TE, Beyrer C. 2013. Worldwide

burden of HIV in transgender women: a systematic review and meta-analysis. Lancet Infect

Dis. 13(3): 214-222.

17


https://www.avert.org/professionals/hiv-social-issues/key-affected-populations/transgender
https://www.avert.org/professionals/hiv-social-issues/key-affected-populations/women

Breslau N, Anthony JC. 2007. Gender differences in the sensitivity to posttraumatic stress
disorder: an epidemiological study of urban young adults. J Abnorm Psychol. 116(3): 607—

611.

Breslau N, Davis GC, Andreski P, Peterson EL, Schultz LR. 1997. Sex differences in

posttraumatic stress disorder. Arch Gen Psychiatry. 54(11): 1044—1048.

Burgos-Soto J, Orne-Gliemann J, Encrenaz G, Patassi A, Woronowski A, Kariyiare B,
Lawson-Evi AK, Leroy V, Dabis F, Ekouevi DK, et al. 2014. Intimate partner sexual and
physical violence among women in Togo, West Africa: prevalence, associated factors, and

the specific role of HIV infection. Glob Health Action. 7:23456

Caiola C, Docherty SL, Relf M, Barroso J. 2014. Using an intersectional approach to study
the impact of social determinants of health for African American mothers living with HIV.

ANS Adv Nurs Sci. 37(4): 287-98.

Campbell JC, Lucea MB, Stockman JK, Draughon JE. 2013. Forced sex and HIV risk in

violent relationships. Am J Reprod Immunol. 69 Suppl 1(0 1), 41-44.

Cejtin HE, Kalinowski A, Bacchetti P, Taylor RN, Watts DH, Kim S, Massad LS, Preston-
Martin S, Anastos K, Moxley M, et al. 2006. Effects if human immunodeficiency virus on

protracted amenorrhea and ovarian dysfunction. Obstet Gynecol. 108(6): 1423-1431.

Chaponda M, Aldhouse N, Kroes M, Wild L, Robinson C, Smith A. 2018. Systematic review
of the prevalence of psychiatric illness and sleep disturbance as co-morbidities of HIV

infection in the UK. Int J STD AIDS. 29(7):704-713.

18



Crenshaw, K. 1989. Demarginalizing the Intersection of Race and Sex: A Black Feminist
Critique of Antidiscrimination Doctrine, Feminist Theory and Antiracist Politics, University of

Chicago Legal Forum.140: 139-167.

Evens E, Lanham M, Santi K, Cooke J, Ridgeway K, Morales G, Parker C, Brennan C, de
Bruin M, Desrosiers PC, et al. 2019. Experiences of gender-based violence among female
sex workers, men who have sex with men, and transgender women in Latin America and the
Caribbean: a qualitative study to inform HIV programming. BMC Int Health Hum Rights.

19(1): 9.

Farquhar M. 1995. Definitions of quality of life: a taxonomy. J Adv Nurs. 22(3): 502-8.

Floridia M, Giuliano M, Palmisano L, Vella S. 2008. Gender differences in the treatment of

HIV infection. Pharmacol Res. 58(3-4): 173-82.

Freeman A, Mergl R, Kohls E, Szekely A, Gusmao R, Arensman E, Koburger N, Hegerl U,
Rummel-Kluge C. 2017. A cross-national study on gender differences in suicide intent. BMC

Psychiatry. 17: 234-245.

Gaynes B, Pence B, Eron J, Miller W. 2008. Prevalence and comorbidity of psychiatric
diagnoses based on reference standard in an HIV+ patient population. Psychosom Med.

70(4): 505-511.

Gielen AC, McDonnell KA, Burke JG, O'Campo, P. 2000. Women's lives after an HIV-

positive diagnosis: disclosure and violence. Matern Child Health Journal. 4(2): 111-120.

Gordon T, Kannel WB, Hjortland MC, McNamara PM. 1978. Menopause and coronary heart
disease. The Framingham Study. Ann Intern Med. 89(2):157—-61

19



Government Equalities Office. 2018. Trans People in the UK. [Internet]. Government
Equalities Office. Available from:
https://assets.publishing.service.gov.uk/government/uploads/system/uploads/attachment_da

talfile/721642/GEO-LGBT-factsheet.pdf

Grady D, Sawaya GF. 2005. Discontinuation of postmenopausal hormone therapy. Am J

Med. 118(Suppl 12B): 163—165.

Ickovics JR, Hamburger ME, Vlahov D, Schoenbaum EE, Schuman P, Boland RJ, Moore
J. 2001. Mortality, CD4 cell count decline, and depressive symptoms among HIV-
seropositive women: longitudinal analysis from the HIV Epidemiology Research

Study. JAMA. 285(11): 1466—1474.

Imai K, Sutton MY, Mdodo R, Del Rio C. 2013. HIV and Menopause: A Systematic Review of
the Effects of HIV Infection on Age at Menopause and the Effects of Menopause on

Response to Antiretroviral Therapy. Obstet Gynecol Int. 2013: 340309.

Jacobsen BK, Heuch |, Kvale G. 2003. Age at natural menopause and all-cause mortality: a

37-year follow-up of 19,731 Norwegian women. Am J Epidemiol.157(10): 923—-929.

Kapetanovic S, Christensen S, Karim R, Lin F, Mack WJ, Operskalski E, Frederick T

Spencer L, Stek A, Kramer F, et al. 2009. Correlates of perinatal depression in HIV-infected

women. AIDS Patient Care STDS. 23(2):101-108.

Karimi M, Brazier J. 2016. Health, Health-Related Quality of Life, and Quality of Life: What is

the Difference? Pharmacoeconomics. 34(7): 645-649.

20



Komiti A, Judd F, Grech P, Mijch A, Hoy J, Lloyd J, Street A. 2001. Suicidal behavior in

people with HIV/AIDS: A review. Aust. N.Z. J. Psychiatry 35(6): 747— 757.

Lazarus JV, Safreed-Harmon K, Barton SE, Costagliola D, Dedes N, Del Amo Valero A,
Gatell JM Baptista-Leite R, Mendao L, Porter K, et al. 2016. Beyond viral suppression of HIV

— the new quality of life frontier. BMC Medicine.14(1): 94.

LeGrand S, Reif S, Sullivan K, Murray K, Barlow ML, Whetten K. 2015. A Review of Recent

Literature on Trauma Among Individuals Living with HIV. Curr HIV/AIDS Rep.12(4): 397-405.

Machtinger E, Wilson T, Haberer J, Weiss D. 2012. Psychological trauma and PTSD in HIV-

positive women: a meta-analysis. AIDS Behav.16(8): 2091-2100.

Magno L, da Silva LAV, Veras MA, Pereira-Santos M, Dourado |. 2019. Stigma and
discrimination related to gender identity and vulnerability to hiv/aids among transgender

women: A systematic review. Cadernos de Saude Publica, 35(4): e00112718.

McLean CP, Anderson ER. 2009. Brave men and timid women? A review of the gender

differences in fear and anxiety. Clin Psychol Rev. 29(6): 496-505.

McLean I, Roberts SA, White C, Paul S. 2011. Female genital injuries resulting from

consensual and non-consensual vaginal intercourse. Forensic Sci Int. 204(1-3): 27-33

Mirochnick M, Tran, AH, Best BM, Capparelli EV, Stek A, Wang J, Shapiro D, Smith E,
Mofenson L, Cressey T. et al. .2015. Pharmacokenitics of rilpivirine in HIV-infected women
during pregnancy and postpartum. Conference on Retroviruses and Opportunistic Infections.

February 23-26, 2015, Seattle (WA).

21



Morrison M, Petitto J, Ten Have T, Gettes DR, Chiappini MS, Weber AL, Brinker-Spence P,
Bauer RM, Douglas SD, Evans DL. 2002. Depressive and anxiety disorders in women with

HIV infection. Am J Psychiatry.159(5): 789-796.

Mullings L, Schulz AJ. 2006. Intersectionality and Health: An Introduction. In: Schulz AJ,
Mullings L, editors. Gender, Race, Class & Health: Intersectional Approaches. San

Francisco (CA): Jossey-Bass. p. 3—-17.

Naylor C, Parsonage M, McDaid D, Knapp M, Fossey M, Galea A. 2012). Report. Long-term

conditions and mental health: The cost of co-morbidities [Internet]. The King's Fund and

Centre for Mental Health. Available from:
https://www.kingsfund.org.uk/sites/default/files/field/field_publication_file/long-term-

conditions-mental-health-cost-comorbidities-naylor-feb12.pdf

Nicholas M, Townsend N, Scarborough P, Rayner M. 2014. Cardiovascular disease in

Europe 2014: epidemiological update. Eur Heart J. 35(42): 2950-9

Noble RE. 2005. Depression in women. Metabolism. 54(5 Suppl 1):49-52.

Pascoe SJS, Langhaug LF, Mavhu W, Hargreaves J, Jaffar S, Hayes R, Cowan FM. 2015.

Poverty, food insufficiency and HIV infection and sexual behaviour among young rural

Zimbabwean women. PLoS One 10(1): e0115290.

Paudel V, Baral KP. 2015. Women living with HIV/AIDS (WLHA), battling stigma,

discrimination and denial and the role of support groups as a coping strategy: a review of

literature. Reprod Health. 12: 53.

22


http://www.kingsfund.org.uk/sites/files/kf/field/field_publication_file/long-term-conditions-mental-health-cost-comorbidities-naylor-feb12.pdf
http://www.kingsfund.org.uk/sites/files/kf/field/field_publication_file/long-term-conditions-mental-health-cost-comorbidities-naylor-feb12.pdf

Post MW. 2014. Definitions of quality of life: what has happened and how to move on. Top

Spinal Cord Inj Rehabil. 20(3): 167-80.

Public Health England Report (2020) HIV in the united Kingdom [Internet ]. PHE. Available

from: https://www.gov.uk/government/publications/hiv-in-the-united-kingdom

Rice WS, Crockett KB, Mugavero MJ, Raper JL, Atkins GC, Turan B. 2017. Association
Between Internalized HIV-Related Stigma and HIV Care Visit Adherence. J Acquir Immune

Defic Syndr. 76(5): 482-487.

Rice WS, Logie CH, Napoles TM, Walcott M, Batchelder AW, Kempf MC, Wingood GM,
Konkle-Parker DJ, Turan B, Wilson TE, et al. 2018. Perceptions of intersectional stigma

among diverse women living with HIV in the United States. Soc Sci Med. 208: 9-17.

Royal College of Nursing. 2019. Menopause and mental health. [internet]. RCN. Available

from: https://www.rcn.org.uk/professional-development/publications/pub-007813

Schrijvers DL, Bollen J, Sabbe BGC. 2012. The gender paradox in suicidal behaviour and i

impact on the suicidal process. J Affect Disord.13891-2): 19-26.

Tan KKH, Ellis SJ, Schmidt JM, Byrne JL, Veale JF. 2020. Mental Health Inequities among
Transgender People in Aotearoa New Zealand: Findings from the Counting Ourselves

Survey. Int J Environ Res Public Health. 17(8): 2862.

ts

Terence Higgins Trust (2017) Invisible no longer. [Internet]. Terence Higgins Trust. available

from: https://www.tht.org.uk/our-work/our-campaigns/women-and-hiv

23



Umeh OC, Currier JS, Park JG, Cramer Y, Hermes AE, Fletcher CV. 2011. Sex differences
in lopinavir and ritonavir pharmacokinetics among HIV-infected women and men. J Clin

Pharmacol. 51(12):1665-73.

UNAIDS. 2014. The Joint United Nations Programme on HIV/AIDS. 90-90-90 An ambitious
treatment target to help end the AIDS epidemic. [internet]. UNAIDS. Available from:

http://www.unaids.org/sites/default/files/media asset/90-90-90 en 0.pdf

UNAIDS. 2019. Women and HIV: A spotlight on adolescent girls and young women.
[internet]. UNAIDS. Available from:

https://www.unaids.org/sites/default/files/media_asset/2019_women-and-hiv_en.pdf

Vesga-Lopez O, Blanco C, Keyes K, Olfson M, Grant BF, Hasin DS. 2008. Psychiatric
disorders in pregnant and postpartum women in the United States. Arch Gen Psychiatry.

65(7): 805-15

Virupaksha HG, Muralidhar D, Ramakrishna J. 2016. Suicide and suicidal behavior among

transgender persons. Indian J Psychol Med. 38(6): 505-9.

Visser, M. 2012. Women, HIV and stigma. Future Virology. 7: 529-532.

Visser M, Sipsma H. 2013. The Experience of HIV-Related Stigma in South Africa. In:
Liamputtong P, editors. Stigma, Discrimination and Living with HIV/AIDS. Dordrecht:

Springer.

Wagner AC, McShane KE, Hart TA, Margolese S. 2016. A focus group qualitative study of

HIV stigma in the Canadian healthcare system. Can J hum sex. 25(1): 61-71.

24


http://www.unaids.org/sites/default/files/media_asset/90-90-90_en_0.pdf

Waldron EM, Burnett-Zeigler I, Wee V, Ng YW, Koenig LJ, Pederson AB, Tomaszewski E,
Miller ES. 2021. Mental Health in Women Living With HIV: The Unique and Unmet Needs. J

Int Assoc Provid AIDS Care.20:2325958220985665.

Wingood GM, DiClemente RJ. 2000. Application of the theory of gender and power to
examine HlVrelated exposures, risk factors, and effective interventions for women. Health

Educ Behav. 27(5): 539-565.

World Health Organization. Constitution. Basic Documents. 49th ed. [Internet]. Geneva:

WHO; 2020. Available from: https://apps.who.int/gh/bd/

Zhu QY, Huang DS, Lv JD, Guan P, Bai XH. 2019. Prevalence of perinatal depression

among HIV-positive women: a systematic review and meta-analysis. BMC Psychiatry 19:

330.

25



