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EE 1 have been receiving my HIV specialist
care for over 10 years at the HIV women’s
clinic at the Royal Free Hospital. They

are incredibly supportive and extremely
committed to ensuring we receive the best
care possible. It is the one space within
any healthcare setting where a safe,
trusting, caring environment has been
established, and for me that is vital.”

'
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Section 1: Introduction

Introduction

Welcome to the first edition of the JUSTRI guide for establishing and running

an HIV women’s clinic.

Women represent a varying proportion
of patients with HIV in individual settings
but globally account for around half

of those infected. They are mothers,
sisters, aunts, grandmothers, wives

and partners, but most of all they are
women. Their gender affects them in
many ways, especially when faced with
the conditions and illnesses resulting
from HIV infection, its complications,
associated illnesses and the side effects
of treatment. Therefore, we believe
that cohesive, co-ordinated and
compassionate provision of care

for women living with HIV is vital.

This guide is designed for the practical
use by those organising and delivering
care to women infected with HIV,
including those co-infected with viral
hepatitis B (HBV) and/or hepatitis C (HCV).
It provides the basis for setting up and
running a dedicated clinical service and
has been developed using the model of
an established HIV women's clinic based
at the Royal Free Hospital, London, UK,
which has provided care for over 1000
women during the past 15 years.

Of course, this model will need to be
modified for your own setting and needs.
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How to use this guide

We hope that reading this guide will help those of you who are working with
women with HIV to have a clearer understanding of the issues involved, and
that by sharing the information with your colleagues, medical and other
professionals and those you care for that your experience of providing care
will be improved. The lines of communication between HIV physicians, nurses,
patients and those that work in all the multifarious areas of women'’s health
are opening up and this must continue to improve over time.

The subject of HIV women's health is

a constantly changing field and there
are many online sources in the Further
Information section of this guide that
provide a wealth of scientific and general
information about the various areas.
Don't be afraid of using the internet to
find things out — we all do nowadays!
However, information provided on the
internet is of varying quality and should
be read with caution. As with all printed
information, please check for updates to
this guide, especially if reading this after
December 2015; the latest version will
always be online at www.justri.org.

A large number of individuals, some
living with HIV, have contributed to this

Section 1 : Introduction

guide, and we welcome any comments,
corrections and ideas or suggestions for
inclusion in future editions; please send

these to home@justri.org.

JUSTRI and the authors of this Guide
welcome you to contact them if you
wish to establish an HIV women’s clinic
or for advice on the running of your
clinic. Through our JUSTRI Skills Exchange
programme (see www.justri.org), we offer
training in areas needed to provide the
best care for women with HIV — please
get in touch with us at home@justri.org to
find out more.



Why have dedicated HIV women’s clinics?

Women with HIV have a variety of needs
that are different from men with HIV, and
which are usually delivered by a range

of specialists, many of whom often lack
experience of HIV. The bringing together
of all these professionals helps to foster
trust and sharing of knowledge across
the different healthcare disciplines which
can only be beneficial for women who
use the service. The ability to provide
cohesive care, preferably in a one-
stop-shop setting, facilitates a better
understanding of the issues facing these
women, a streamlined pathway for all

aspects of their care and an holistic
environment for both the women and
those providing services to them. There
are additional benefits in that they can
share experiences with other women,
and it also means that all their healthcare
needs can be addressed in fewer visits,
especially helping those who do not

live locally. The clinic can also offer care
for male partners and/or children at the
same time, but the focus should remain
on providing the best package of care for
the individual woman's needs.

Basics of health in women with HIV

Surprise, surprise women differ from
men; this definitely applies to those
with HIV. Among other things, HIV affects
their reproductive health and decision
making, it alters their experience and
management of pregnancy and the
natural process of menstruation and
menopause. It can affect their risk of
developing gynaecological problems
as well as the type and response to
treatment for these, they have an
increased risk of developing

osteoporosis and HIV treatment may
interact with therapies they require for
other health-related problems. Moreover,
HIV may affect their ability to access
appropriate medical services due to fear,
stigma, gender-based violence where
their partner may not want them to
access care, ignorance and/or lack of
empathy by medical, nursing and other
staff inexperienced with the needs of
women with HIV.
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Section 2: The HIV Women’s Clinic

Women living with HIV should expect their healthcare to be delivered to
the same standard as that which is provided to women without HIV. The
healthcare they receive should meet current accepted national standards
and be in line with the most up-to-date, local, professional guidelines.

The number of women with HIV that
you look after in your individual setting

will determine how you best provide for

their specific women'’s health needs. If

you only care for a few women it may not

be feasible to develop all of the services
discussed in this guide in a single clinic

environment. What is written in this guide
is an optimal approach and may need to

be modified for your own circumstances.

Healthcare systems vary widely and
general women's services, such as
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obstetrics, gynaecology, screening
services, contraception and fertility
services, may be provided in several
different places, none or some of which
may be linked to where HIV care is
delivered. In this case, the goal would be
to establish a network of practitioners
who have an understanding and interest
in women with HIV, create smooth
referral pathways and maintain clear lines
of communication such that a woman'’s
care is both comprehensive and holistic.




. SPACE

What do you need for a ‘one-stop’ HIV women’s clinic?

A clinical/consulting room large
enough to be divided with a screen
to enable the woman to undress and
prepare for the examination with
privacy and dignity

A waiting room with a child-friendly
area and a toilet with baby-changing
facilities.

. EQUIPMENT

An examination couch with or
without stirrups. This should be
suitable for colposcopy examination
and/or the insertion of intra-uterine
contraceptive devices (IUDs)

A portable light

A trolley, ideally one with a top
working space and lockable drawers
to store the test kits swabs and
smaller equipment

Speculums of all sizes and KY or other
lubricant jelly

Cytology tests or kits — liquid-based
cytology pots and the brushes or Pap
smear spatulas, slides and fixative,
depending on what is currently used
in your setting

Sexually transmitted infection (STI)
tests or kits — endo-cervical or
vulvovaginal swabs for Chlamydia
trachomatis and gonorrhoea testing;
high vaginal swabs for Trichomonas
vaginalis (TV), bacterial vaginosis
(BV) and Candida (thrush, yeast)
infection screening

Microscopy/microscope for
examining wet and dry-prep
vaginal specimens

HPV screening kits if available
Pregnancy testing kits

Patient information leaflets on
cervical screening, contraception, the
menopause, breast checks, sexually
transmitted and other vaginal
infections and pre-conceptual care
(even if not available specifically for
HIV-positive women)

Information booklets on all aspects
of HIV and women'’s sexual and
reproductive health

Condoms and femidoms



3. STAFF

Listed below are the staff we currently
have available at our HIV women'’s clinic.
The clinic is held once weekly in the
general HIV day care centre, and all the
staff work alongside each other with

the women being seen sequentially

by staff or together by all those she
wishes or needs to see. Of course, 'sexual
and reproductive healthcare’does not
necessarily exist as a speciality in all
settings and genitourinary medicine
(GUM) may also not be a separate entity
in some places. In many countries where
JUSTRI operates, much of this work

may be done by gynaecologists and/

or dermatologists since they manage
syphilis and vulval conditions. In addition,
there may be limited training of nursing
staff in sexual health and contraception.
Having the right staff mix is one of

the biggest challenges to providing a
cohesive service, and it will take time

to identify those to be trained and

those who are willing to be involved in
developing a functional HIV women’s
clinic. It is best to approach this one
step at a time by slowly improving staff
capacity, and to develop a team who
work well together and have the skills to
provide the service you wish to give to
your women living with HIV.

= Sexual and reproductive health-
trained nurse. Ideally a nurse
competent to take STI screening
and cytology samples, provide
conception, contraception and
general advice on women'’s health

= Sexual and reproductive health-
trained doctor or equivalent to
support the nurse, prescribe drugs,
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perform procedures (IUD fittings)
and give more specialist advice
about gynaecological issues, fertility,
pregnancy and the menopause.

Colposcopist/vulval specialist.

It may be a luxury to actually have
this person in the clinic and most

UK HIV services do not. However, a
pragmatic approach to develop is a
clear referral pathway to an interested
and empathetic colposcopy/vulval
specialist

Psychologist to provide help and
support for the mental health needs
of the patient and for onward referral
to psychiatric services, if necessary

Specialist pharmacist who can
help to ensure that drug treatments
are prescribed appropriately and to
advise women on adherence and
other medicine-related issues

HIV doctor to work alongside the
other professionals and provide
expertise in HIV and co-morbidities

Welfare officer or social worker to
provide advice on benefits, housing
and legal issues, such as immigration.
In our clinic, this service is provided
by the Citizens Advice Bureau

HIV patient advocate who

can listen, advise and share their
experiences, as well as advocate
for individual women across a wide
variety of subjects

Childminder (could be a volunteer
or nurse) to allow women a child-free
consultation



4. TRAINING

Training and competence of the staff

in a HIV women's clinic is vital for the
development of an effective service.
This will be country specific and it

is important to decide how best

your healthcare professionals can be
supported to gain the knowledge
needed, and to then disseminate their
expertise through teaching, training and
sharing of best practice. There should be
local training programmes available but
if not, or to help support these, there are
on-line programmes. In addition, JUSTRI
are always interested in helping you to
develop training for your staff, please just
contact us at home@justri.org.

In the UK, there is a plethora of training
opportunities for doctors, nurses and
other health professionals. For instance,
some nurses enrol for specific modules
on'Women Screening and Reproductive
Health'at University, attend a local

STIF (sexually transmitted infection
foundation) course, run by British Society
for Sexual Health and HIV (BASSH) or

undergo ‘Sample Taker Training. The latter
aims to ensure that they are competent
in taking cervical samples required for
the National Health Service Cervical
Screening Programme (NHSCSP). Its
objectives are to provide trainees with
agood theoretical understanding

of sample taking, ensure they are
competent in obtaining high quality
screening samples through supervised
practice and assessment of competence
according to national benchmarks and
to regularly review their competencies
as part of their own professional
development.

Some of this may be less relevant to your
setting. However, an understanding and
willingness to keep up to date with new
ways of screening, treating and caring for
women in the clinic is vital to providing
the best service possible. Further areas

in which training is helpful include
gender-based/intimate-partner violence
and how to engage and retain women

in care.
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5.LABORATORY SUPPORT

It is important to have laboratory services
for your women attending the clinic.
These should be provided in addition
to standard HIV laboratory support
and need to be able to deliver test
results in a timely manner for medical
evaluations in all areas of women's
health. The availability of specific tests
will vary widely and it is vital to have a
good relationship with your laboratory
colleagues to develop this service.

One of the basics will be testing for STls
(some tests may be possible to undertake
in your clinic with a microscope,
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reagents and suitable training), another
is pregnancy testing. However, more
specialised testing and, specifically,
evaluation of cytology specimens will
require formal laboratory support in line
with your national guidelines.

Laboratory training in the UK includes
completing a course in gynaecological
cytology at an NHSCSP-approved
cytology training centre, which provides
participants with theoretical and practical
instruction in cervical cytology and
prepares them for the City & Guilds
Diploma in Cervical Cytology.




How to run the clinic

The clinic should operate a multi-disciplinary team (MDT) approach so that all
key personnel, as well as the patient, are involved in treatment decisions and
informed of any progress. This could be via a formal MDT or through good
communication between all those involved in the care.

The clinic should try to provide a range
of services to accommodate both the
planned and unplanned nature of the
illness and treatment. It should include:

= Aclinic with booked appointments
scheduled every 1-2 weeks

Working week daily emergency or
‘walk-in’services (for problems that
arise at short notice and between
appointments)

Strategies in place for out-of-hours
access for emergencies

Virtual or e-clinics with email
consultation may be an option,
especially when distance is an issue

The frequency of booked clinics will
depend on the patient caseload, with
appointment slots for new patient
referrals and those in routine follow-up.
New referrals should be accepted from
within the hospital, from other services
(other hospitals, primary care and other
agencies, such as maternity services) and
directly from the patients themselves,

i.e. self-referral. New patient slots should
be at least 30 minutes long to allow
sufficient time for a full initial assessment,
history and examination.

How the clinic operates will vary

widely according to local needs and
resources; however, division of the
patient assessment can speed-up the
process. One method is for the nurse

(if trained) to perform the blood tests
and the doctor to take the history and
examine the patient. In this way, all data
can be assimilated by the end of the
consultation and a treatment and follow-
up plan be made and discussed before
the patient leaves the clinic.

Patients need variable amounts and types
of information when they come to clinic.
Nurses, when properly trained, are often
best placed to assess information needs
and provide resources on transmission,
prevention, treatment and support.

Summaries of clinic visits should be
entered into shared notes and copies
sent securely with the patient’s consent

13
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to key personnel involved in their care.
Itis a good idea to give or send copies
of correspondence to the patient
themselves (with their consent) to keep
them central in any decision-making.

The relationship between HIV and
women’s health can be complex

and benefits from services that can
provide an integrated approach to care,
management and treatment. Historically,
the management of women with HIV has
been fragmented and led to poor user
involvement and often unacceptable
delays in patients accessing care and
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treatment. In an ideal situation, a joint
clinic with staff having expertise in both
HIV and all aspects of women'’s health
should be set up, so that care that is
specifically tailored to women with

HIV can be offered in a single patient
consultation. However, in the absence
of a joint clinic, care can be provided in a
very cohesive way across sites, in which
case the goal is to adopt an integrated
approach through clear communication
for shared decision making between the
patient and the key care providers.

The key is communication.




Which services should you provide or link to?

Some of these can be delivered in the HIV women’s clinic whereas others will
need you to develop partnerships within your hospital or elsewhere in order
to provide comprehensive care.

1. SEXUAL HEALTH: SCREENING AND MANAGEMENT

Women (and men) with HIV should for expert opinion in Specialist Sexual

be supported to protect themselves Health/GUM services. STl screening
(and others) from acquiring new STIs, should be offered to all new patients
with access to regular screening and as part of their medical assessment
prevention interventions for all STIs. and annually thereafter, and at other

Investigation, diagnosis and treatment for  times when necessary or requested
STls should form a regular part of health by the patient, such as after meeting
monitoring, with clear referral pathways a new partner.

2. CONTRACEPTION: COUNSELLING AND PROVISION

All women who are HIV positive need Sexual and Reproductive Healthcare of
to have access to accurate information the Royal College of Obstetricians and
about contraceptive choices, including Gynaecologists have produced a guide
specialist advice on safe options for those  to contraception, (www.fsrh.org/pdfs/
taking antiretroviral drugs. This should be  UKMEC2009.pdf), which is a country-specific

available both within the HIV women's modification from the World Health
clinic and through liaison pathways with Organization guidelines document which
dedicated local contraceptive services deals with the same subject (www.who.

(with knowledge of the issues pertaining int/reproductivehealth/publications/family_
to HIV), if appropriate. The UK Faculty of planning/9789241563888/en).

3. FERTILITY

People with HIV should be provided with  to local or regional fertility/conception
accurate information and support for safe  services. Pathways need to be in place

conception, including pre-conception for referral of couples of all genders
advice for themselves and their partners.  with fertility issues or who need
Those who require investigation and assisted conception.

treatment for infertility should be referred

15
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4. HIV CARE

Women living with HIV should receive
care overseen by a consultant physician
specialistin HIV and provided by doctors

and nurses who are knowledgeable and
competent to care for them in recognised
governance and management structures.

5. OBSTETRICS AND MIDWIFERY

A major success in the management of
HIV has been the prevention of vertical
transmission. The high uptake of routine
antenatal screening for HIV, coupled
with appropriate management for
women with HIV during pregnancy and
delivery and women and their infants

in the postnatal period, have resulted

in rates of vertical transmission in the

UK that are between 0.1% and 1%. The
provision of appropriate care during and
after pregnancy, including the use of
antiretroviral therapy (ART) and obstetric
intervention, continues to evolve.

Women living with HIV must be able to
access appropriate healthcare services
for a safe pregnancy and childbirth to
provide the best chance of having a
healthy infant.

The management of pregnancy,
childbirth and the immediate postnatal
period for women with HIV should be
in line with current national guidelines
and undertaken by a specialist

MDT (to include obstetrician, HIV
specialist physician, specialist midwife,
psychologist, specialist HIV pharmacist
and paediatrician) with expertise in HIV
and pregnancy. Designated individuals
within the hospital/centre should be
identified to undertake this work.

An agreed documented birth plan is
essential to ensure continued prevention
of mother-to-child transmission. The
pregnant woman should always have

a copy of this document in the event
that she presents in labour at another
institution/hospital.

6. PAEDIATRICS

In the third trimester of her pregnancy,
a woman with HIV should be seen by a
knowledgeable paediatrician to discuss
the plan of care for her baby. A birth plan
should be made in consultation with
the HIV team and specialist pharmacist,
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if available, to make sure that the
appropriate medication is ready for the
baby to be given after delivery. Advice on
infant feeding should be made available
before delivery and combined with
ongoing postnatal support.



7. GYNAECOLOGY

A good relationship with your local
gynaecologist is imperative. It is
important that referral pathways are
established for the medical
management of common and more
complex gynaecological problems,

as well as human papillomavirus

(HPV) related conditions including
intraepithelial neoplasia of the cervix
(CIN), vulva (VIN), vagina (VAIN) and anus
(AIN). Access to a doctor or specialist
nurse with an interest in menopause/
post-reproductive women'’s health may
be useful for your female patients as they
get older.

One way to develop the skills required
is to follow a curriculum outlined by
the British Society for Colposcopy

and Cervical Pathology (www.bsccp.
org.uk). The basic course is suitable
for all members of the medical and
nursing profession who play an active
role in providing colposcopy services

and cervical screening, and is open

to all, including overseas healthcare
professionals. Colposcopists should

work to advance their knowledge and
treatment of cervical premalignant
disease and other lower genital tract
intraepithelial neoplasia, and to lead in
the setting and maintaining of quality
assurance standards of cervical screening
programmes in the clinic. They should
also audit cases of invasive cervical cancer
to evaluate the effectiveness of

these programmes.

Women should be advised to be ‘breast
aware' (see Appendix 1) at all ages. This
should be discussed with every clinic
attendee, particularly those who are peri-
or postmenopausal, when breast cancer
becomes more common. In the UK,

all women have access to the national
breast screening programme, which
screens women over 50 years of age with
mammography every 3 years. Referral
pathways to breast surgeons or specialist
breast clinic assessment (ultrasound,
mammogram, needle aspirate and
biopsy) should be established for any

woman who presents with a breast lump.

8. BREAST SPECIALIST/BREAST CLINICAL AWARENESS

Breast awareness is about encouraging
women to become more aware of their
bodies generally and to get to know

their own breasts. Learning how their
breasts look and feel at different times
will help women know what is normal for
them and to feel more confident about
noticing any unusual changes, such as
lumps or changes in the skin or nipples.
Most changes will not turn out to be
breast cancer, but if it is, the sooner it is
diagnosed, the easier and more effective
the treatment.

17
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9. PSYCHOLOGY/COUNSELLING AND PEER SUPPORT

Psychological health and wellbeing are
key components of health and quality

of life for everyone, and especially

for women living with HIV. Whatever
awoman is going through, she can
manage her physical health better if she
is coping emotionally. Women living with
HIV should receive care and support that
promotes their mental, emotional and
cognitive wellbeing and is sensitive to the
unique aspects of living with HIV.

Some women experience anger, sadness,
fear and guilt, and because HIV still carries
a lot of stigma, care of the woman should
be confidential, non-stigmatising and
help her develop emotional, cognitive

and behavioural wellbeing. It is vital to
have a sensitive, caring and professional
approach when trying to establish who
else in the woman'’s life may be at risk of
HIV infection, e.g. partner(s) or children,
who will need to be offered HIV testing.
Clear local policies and pathways of post-
diagnosis support should be in place and
access to specialist psychology services

is recommended.

Peer support is very helpful for women
with HIV as they may be isolated and
have little or no contact with anyone with

HIV in their social circle.

10. GENERAL PRACTITIONER/FAMILY DOCTOR

Itis very important that a woman with
HIV is registered with a family doctor or
general practitioner (GP) and involves
them in her care. Not all women will want
to do this for reasons of confidentiality
but they should be encouraged to as

it should improve their holistic care.

Good communication between the

HIV women'’s clinic and the GP is vital as
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they will need to know how best to care
for her in the community. All too often,
communication problems cause mistakes
to be made or care to be poor, or even
dangerous, so it is vital that all healthcare
professionals are kept up to date with
what happens at the clinic. Developing
this communication can be a slow
process but is well worth persisting with.




Section 3: The Patient

All women in your care should be invited and encouraged to come to the HIV
women’s clinic on a regular basis. They should be given written information
on where the clinic is, opening times, what services are provided and what
they can expect to take place during a routine visit. A template for this leaflet
is provided as Appendix 2.

Patients should be encouraged to use few months, patients are encouraged
other sources of help available to themin  to attend clinic or telephone if they
their HIV clinic, treatment support groups, — experience any additional problems or
support networks, community nurses lack something they need. Telephone
and GPs. Whilst arrangements should be contact details are vital to have, with the
made for regular follow-up at least every ~ woman's consent.

19



Patient support organisations

Effective support helps women develop
confidence and competence in living
with HIV. This enables the woman

to take increased responsibility for

her own health and wellbeing. It can

also encourage better adherence to
medication and other advice she has
been given. The health workers caring for
the woman are often the first to assess
her self-management needs and can help
her find the support she requires. Having
a patient advocate in the HIV women's
clinic is vital to facilitate a woman's
engagement in her ongoing care.

Some of the UK-based support
organisations for women living with
HIV are listed below, but it is highly
recommended that you use your local
support organisations to best help your
patients:

Positively UK (www.positivelyuk.org) has
provided peer-led support, advocacy
and information to, women, men,
young people, children and families
living with HIV to manage all aspects

of their diagnosis, care and life with HIV,
for over 25 years.

Section 3 : The Patient

SHE programme (www.shetoshe.org) has
the aim to build ‘Strong, HIV positive,
empowered women through peer
support sessions facilitated by women
living with HIV'

Terrence Higgins Trust

(www.tht.org.uk) is the largest voluntary
sector provider of HIV and sexual health
services in the UK. THT has over 30 years
of experience of working with and
advocating on behalf of people with HIV,
and of supporting people with HIV to live
healthily and well with their condition.

African HIV Policy Network
(www.ahpn.org) works to improve the
health and wellbeing of the UK's African
population, reduce health inequalities
through influencing health policies and
ensure that the health needs of Africans
are recognised and addressed in a
meaningful way.

Body & Soul
(www.bodyandsoulcharity.org) is a charity
dedicated to transforming the lives of
children, teenagers, adults and families
living with, or affected by HIV.




Guidelines

A variety of guidelines exist for the management of women with HIV
infection, both specific to HIV care and for women'’s health-related care.

They focus on evidence-based diagnosis, management and treatment from
the ever-increasing body of scientific data gleaned from clinical trials and
research studies. They are based on current evidence and bodies of clinical
experience and have been drafted in consultation with allied professionals
involved in the care of women with HIV, as well as, in many cases, with women
living with HIV.

These guidelines can give you the British Association of Sexual Health
framework within which to provide and HIV (BASHH)

the best care and it is important to be www.bashh.org/BASHH/Guidelines/Guidelines/
aware when they are updated or new BASHH/Guidelines/Guidelines.aspx has a

ones are produced. Obviously, you will plethora of very useful documents as
then need to assess how you may put well as many guidelines, such as those for
them into practice and which parts of Safer sex (2012) and the treatment of STlIs
the guidelines are relevant toyourown g Medical Eligibility Criteria For
clinicalsewing; Contraceptive Use (UKMEC)

The most relevant current guidelines that ~ www.fsrh.org/pdfs/UKMEC2009.pdf provides
we use at our HIV women's clinic can be guidance on the suitability of and the
found on the following organisation’s drug interactions with contraceptive
websites: methods in HIV-positive women

British HIV Association (BHIVA)
www.bhiva.org/Guidelines.aspx is a site where
you can find the UK Guidelines for the
Management of sexual and reproductive
health of people living with HIV infection
(2008), the Management of HIV infection
in pregnant women (2012, updated
November 2013) and the Guidelines for
routine investigation and monitoring of
adult HIV-1-infected individuals (2011),
as well as other useful guidelines and
information
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Assessment and investigations

The standard assessments and investigations offered at our HIV women’s
clinic are listed below. The forms we use to record our findings can

be found in Appendix 4.

ITIS IMPORTANT TO ESTABLISH:
Reproductive history
Gynaecological history
Cervical screening history

Conceptual issues (desire for
pregnancy, partner status, safe
conception

Contraception needs

Any significant current or previous
STl concerns

If their children/partner(s) been
offered HIV testing

ITISVITALTO THEN OFFER:
= Gynaecological examination

= STl screening and testing for vaginal
infections

Cervical screening +/- colposcopy
and biopsy, if appropriate

Pelvic ultrasound if gynaecological
pathology is suspected

Section 3 : The Patient

Basic fertility investigations,
if appropriate

Bone density scanning for peri- and
postmenopausal woman




CERVICAL SCREENING PROGRAMMES FOR HIV-POSITIVE WOMEN

Itis vital that you engage your HIV
women in any cervical screening
programme that you may have in your
setting. The UK has a national, centralised,
computerised recall programme that
invites all women between the ages of
20 (Scotland) or 25 (England and Wales)
and 65 years to have a cervical smear
test every 3-5 years, whatever their HIV
status. This programme aims to reduce
the number of women who develop
invasive cervical cancer (incidence) and
the number of women who die from

it (mortality). It does this by regularly

screening all women at risk so that
conditions that might otherwise develop
into invasive cancer can be identified and
treated. Since it was introduced, there
has been a significant reduction in the
mortality rates from cervical cancer.

In general, the management of abnormal
smears in HIV-positive women is the
same as that for HIV-negative women (i.e.
follow national guidelines).

However, it should be remembered that
there are specific issues for HIV-positive
women:

= They are more at risk of having
persistent HPV infection (66% vs. 34%)

They are more at risk of CIN (20-40%
vs. 3%)

Their CIN is less likely to regress
spontaneously

They are more likely to have
recurrence of high-grade lesions after
treatment (87% vs. 10%)

As yet, it is unclear whether
combination antiretroviral therapy
(CART) improves the clearance of HPV
and the regression of CIN

Those who do not have access to
a cervical screening programme
are more likely to get carcinoma of
the cervix
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In view of these issues, further specific
recommendations for the screening
and colposcopy treatment of HIV-

positive women are available at www.
cancerscreening.nhs.uk/cervical/publications/

nhscsp20.pdf.

All women newly diagnosed with

HIV should have cervical surveillance
performed by, or in conjunction with,
the medical team managing their HIV
infection. Annual cytology should be
performed thereafter and an initial
colposcopy, if resources permit.
Subsequent colposcopy for cytological
abnormalities should follow national
guidelines. The age range screened
should be the same as for HIV-negative
women. The UK Children’s HIV Association
(CHIVA) advises that screening should
start at coitarche (age of first sexual

intercourse): www.chiva.org.uk/professionals/
health/guidelines/youngpeople/sexualhealth/
cervical-screening.html.

Section 3 : The Patient

Despite the higher cervical treatment
failure rate in women with HIV, high-
grade CIN should be managed according
to national guidelines. Lesions less severe
than CIN 2 should probably not be
treated as these are likely to represent
persistent HPV infection of the cervix,
which responds poorly to treatment

and may clear spontaneously. Regular
cytological surveillance will detect
progression.

Use of cART reduces HIV viral load,
and may also reduce HPV viral load. As
a consequence, the prevalence and
incidence of cervical abnormality may

also be reduced. However, the evidence
for this is inconsistent, so there remains a
need for more intense surveillance of HIV
positive women to detect pre-invasive
cervical lesions.




Treatments available in the HIV women’s clinic

All treatments provided by the HIV
women’s clinic should be prescribed in
line with national guidance and the best
available evidence, in partnership with

each patient, taking into account their
wishes and concerns.

The following are available in our HIV
women’s clinic:

GENITAL INFECTIONS

= Genital warts: liquid nitrogen and/or
topical treatments

Genital herpes: episodic or
suppressive antiviral treatment

Candida: oral and/or topical
antifungal agents and preventative
advice

Antibiotics for bacterial STIs and
vaginal infections (chlamydia,

gonorrhoea, Trichomonas infections,

bacterial vaginosis, syphilis)

IMMUNISATIONS

= Rubella vaccine

= Varicella vaccine (especially in
migrants from sub-Saharan Africa)
as usually they are non-immune and
have high exposure risk from their
children attending créches
and school

Pneumovax (pneumococcal
polysaccharide vaccine)

HPV vaccine

Hepatitis A and B vaccines

CONTRACEPTION

= Oral, transdermal and injectable
contraception

= Sub-dermal contraceptive implants

Copper intrauterine device (‘coil’),
levonorgestrel-releasing IUDs

OTHER THERAPIES

= OQral/transdermal hormone
replacement therapy

= Mefenamic acid, tranexamic acid

= Oral progestogens

= Folic acid

25
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Section 4: Further Information

Web links and resources

GENERAL INFORMATION ABOUT HEALTH IN WOMEN WITH HIV

www.aidsmap.com is a comprehensive
information and news portal for HIV, from
where it is possible to download, among
a plethora of information, simple guides
to many aspects of HIV care

www.i-base.info has an excellent series of
booklets, including a guide to HIV and
pregnancy, available in several languages

www.hiv-druginteractions.org is the only
website to use when considering
potential drug—drug interactions

www.natap.org has an excellent selection
of scientific and news information about
HIV and associated conditions

www.cancerscreening.nhs.uk/breastscreen/
breastawareness describes what it means to
be breast aware

www.menopausematters.co.uk and
www.womens-health-concern.org are good
general websites for information on the
menopause

SEXUAL HEALTH INFORMATION

www.fpa.org.uk is a good source of
information about contraception and
sexual health

www.ssha.info : Society of Sexual
Health Advisers

www.brook.org.uk provides free and
confidential sexual health advice and
contraception to young people

www.hva.org.uk : Herpes Viruses Association

PATIENT SUPPORT ORGANISATIONS
www.positivelyuk.org

www.shetoshe.org

www.ahpn.org

www.bodyandsoulcharity.org
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Online downloadable guides

Guide to HIV, ibase
pregnancy &
en’s h

The Pregnancy

ourney...

When you are (iVing With HIV

Authors:Angelina Namiba,jo Manchester and Lucy Osman

i-base Guide to HIV, pregnancy & Positively UK The Pregnancy Journey
women's health when you are living with HIV

i-base.info/guides/pregnancy positivelyuk.org/the-pregnancy-journey/

NAM aidsmap HIV & women
www.aidsmap.com/HIV-women/page/1550301/

HIV & women
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Appendix 1 - Breast awareness

Breast awareness is about encouraging
women to become more aware of their
bodies generally and to get to know
their own breasts. Learning how their
breasts look and feel at different times
will help women know what is normal
for them, and to feel more confident
about noticing any unusual changes,
such as lumps or changes in the skin
or nipples. Most changes will not turn
out to be breast cancer, but if it is, the
sooner it is diagnosed, the easier and
more effective the treatment.

The UK National Institute for Health and
Clinical Excellence (NICE) advises that, for
a woman, being ‘breast aware’'means:

Knowing what is normal for you

Looking at your breasts and feeling
them

Knowing what changes to look for
Reporting any changes without delay

Attending routine breast screening if
you are 50 years or over

Be aware of the following changes in

your breasts:

Changes in the outline or shape
of the breast, especially those
caused by arm movements or by
lifting the breast

Changes in the look or feel of the skin,
such as puckering or dimpling

Discomfort or pain in one breast
that is unusual, particularly if it is new
and persistent

Any new lumps, thickening or bumpy
areas in one breast or armpit, which
differ from the same part of the other
breast and armpit

Nipple discharge that is new for you
and not milky

Bleeding from the nipple

Moist, red areas on the nipple that do
not heal easily

Any change in nipple position, such
as pulled up or pointing differently

A rash on or around the nipple

Women who notice any of these changes should see their doctor at once
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Welcome to the HIV women’s clinic

Appendix 2 - Leaflet introducing the HIV women’s clinic

The HIV women'’s clinic at the [add name of centre] Hospital is designed to offer

both HIV care and a women'’s health service in a single clinic setting. We have
a team of doctors and nurses who have experience and training in a range
of women'’s health issues. If we cannot help you, we can refer you onto other

services or clinics that can.

All our patients are offered a
gynaecological check-up during the first
visits to the clinic and further regular
checks up and advice can be provided
whenever necessary.

Cervical screening: Women with HIV
have a higher risk of having an abnormal
smear and of needing treatment for
abnormal cells on the neck of the womb.
We would therefore advise you to have a
smear test at least every 12 months.

Sexual health: Checks for sexually
transmitted infections are offered to all
new patients, but you can access the HIV
women'’s clinic for treatment and advice
at any point if you are concerned about
infections, or other sexual problems. If
you prefer to go to another clinic about
these issues, we would be happy to direct
you to one.

Contraception: A full range of
contraception (including the fitting of
implants and coils) is available in the HIV
women's clinic.

Pregnancy planning and fertility
advice: Whether you have a partner

with HIV or without HIV, you can access
information and advice from us about
planning for a pregnancy and getting
pregnant safely. When necessary, referrals
can be made to specialist fertility services.

Early pregnancy management: If you
become pregnant, whether planned or
unplanned, we would encourage you to
seek advice from the HIV women's clinic
team as soon as possible, so we can link
you with the services that you need for
your pregnancy.

Medical care of gynaecological
problems: The clinic doctors can

offer advice, treatment and referral

(if necessary) for many common
gynaecological problems such as heavy
periods, pelvic pain, incontinence of urine
and managing your menopause.

For further information about the HIV women'’s clinic, please speak to any of
the nurses, counsellors, or to your HIV doctor.

The clinic opening times are [add days and times of opening] and you can make an
appointment yourself by speaking to one of the clinic staff.
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Appendix 3 - HIV Women’s clinic checklist

1. A full reproductive health history
that includes:

= Details of previous pregnancies

= Currently sexually active, planning
pregnancy or wanting to prevent
pregnancy?

= HIV status of children, if known
(discuss with or refer to psychology
team if children untested)

= HIV status of partner, if known; discuss
disclosure and testing, if required
(discuss with or refer to psychology if
there are issues that need exploring)

= Cervical screening history
= STl screening history
= (Contraceptive use

= Gynaecological history, symptoms,
concerns

2. Cervical screening

= Offer smear to all women who are
sexually active regardless of age and
sexual orientation

= No need for further smears >65
years, unless the woman has history
of recent abnormal smears or the
woman has NOT had a smear in last
5 years

= Do not forget other HPV-related
diseases — offer examination to
women of all ages with symptoms
such as pruritis of the vulva or anus,
discharge or abnormal bleeding.

AT THE INITIAL VISIT, ALL WOMEN SHOULD HAVE:

Women with VIN or VAIN will need
careful ongoing surveillance

3. Referral for colposcopy with or
without directed biopsy if:

= |nitial smear in the HIV women's clinic
is abnormal (any grade)

= Woman reports recent abnormal
smear of any grade

= History suggests under follow up of
a colposcopy service clinic orlost to
follow up’

= Abnormal-looking cervix

4. An STl screen (refer to GUM service
if high risk or symptomatic); also offer to
screen regular partners

5. Contraception assessment/condom
use discussed

6. Breast awareness discussed. Ensure
breast awareness for women of all ages,
but especially >40 years. Check that
women aged 50-70 years are accessing
national breast screening mammography
via GP. Refer women with breast lumps
directly to the hospital breast clinic or
back to GP for local referral.

7. Peri-menopause/menopause care
discussed. Talk over general lifestyle
measures, dietary calcium, vitamin

D supplements, bone protection

and consider a dual-energy X-ray
absorptiometry (DEXA) bone scan if
not done in the previous 2-3 years.
Discuss options to manage symptoms
(including hormone replacement
therapy, if appropriate).
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8. Referral, as required, for specialist
gynaecological treatment, ultrasound,

vulval clinic and fertility work up

AT ALL FOLLOW-UP VISITS:
1. Offer cervical smear test to:

= Allwomen from the age of coitarche
to 65 years who have not had a smear
test in the previous 12 months

Women who have been discharged
from colposcopy follow up who
been advised to access on-going
cervical screening in the HIV
women’s clinic or with their GP (their
GP should be aware that annual
screening is advised)

= Women who persistently do not
attend (DNA) colposcopy follow up:
consider taking an opportunistic
smear test when they attend

2. Check the need for STl screening at
every visit; do they have a new partner?
Discuss disclosure and document this

in notes

3. Check the need for contraception or
any desire for pregnancy at every visit

4. Manage/refer for other sexual/
reproductive healthcare issues

5. Document summary of consultation
in each individual HIV women's clinic
patient record; see Appendix 4

6. Record any samples taken or
referrals made, also in the HIV women's
patient record
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MANAGEMENT OF RESULTS
1. Cervical smear results

Check the woman's records to confirm
how she wants to be contacted about
her results. Note also whether she wants
her GP to be informed of the result. Make
sure copies of all correspondence are
kept. If contact by letter is acceptable:

= Negative smear result: send standard
letter advising follow-up smear in
12 months

Inadequate smear result: send
standard letter advising repeat
smear in 3 months

Borderline, mild dyskariosis: liaise with
colposcopist. Send the woman an
appointment for colposcopy clinic

Moderate and severe dyskariosis,
invasive disease: liaise with
colposcopist. Contact woman by
telephone to discuss result and
arrange appointment in colposcopy
clinic. Send letter if telephone contact
not possible

2. STl results

= Checkresults from previous weeks'
HIV women'’s clinic visit and record
them in the individual woman's
record

If any positive STl results (i.e.
chlamydia, gonorrhoea, TV), contact
woman by telephone and advise her
to see the sexual health nurse or her
gynaecologist

= Ensure contact tracing of partner

3. Other results, such as scans or
fertility tests

Informing and discussing these results
with the woman is the responsibility

of the doctor ordering the test. Advise
women to call during the clinic opening
hours, or to make an appointment to
discuss the results.
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Appendix 4 - HIV women’s clinic record
These forms can be downloaded at www.justri.org

HIV Women’s Clinic First Visit

Date Last name First name
Number DOB Age

Previous medical history

iZiMigraine {Hypertension
I Liver disease Breast disease
iThrombosis Diabetes
iiEpilepsy iZiOther

History in family members <50 years old

Myocardial infarction Venous thromboembolism
i Cerebrovascular accident

Antiretrovirals Other drugs

Smoking  iZcurrent /day  iiex-smoker ilinever

Allergies

Pregnancy history

Date Outcome / mode of delivery and HIV status of child
(Discuss need for testing of children)

Future pregnancy plans: iYes iNo

Sexual History

Does this woman have a current partner? :Yes [:No
Is partner: i HIV positive  ©iHIV negative iiUntested iiiNot been discussed / unaware of status

1 justri.

wwwjustri.org
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HIV Women’s Clinic First Visit

Contraception: Not sexually active i None - sexually active ZiCondoms i’i Diaphragm
iZiCombined hormonal contraceptive i:iProgestogen-only pill i’ Subdermal implant
Injectable contraception (when was last injection?) Copper bearing intrauterine device
IZZLNG intrauterine system

History of past sexually transmitted infections / pelvic infections
Vaccinated against HPV iYes iNo

Cervical screening / cytology history
Date of last cytology ZNormal i Abnormal

Previous treatment for CIN iYes iNo What, what for and when,

Menstrual history

Cycle: iiRegular cycle ilrregular cycle Last menstral period

"' Intermenstral bleeding Post coital bleeding
Abnormal discharge Menorrhagia
iZ:Dysmenorrhoea iz Pelvic pain

"' Premenstral symptoms Perimenopausal symptoms

Details of any gynaecological admissions / surgery

justri.

wwwjustriong
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Last name

HIV women’s clinic record

Address

Hosp number

GP/primary care provider address

Relevant gynaecologic and cervical treatment history

Dateattended | Wt Lmp BP
(kg)

Smoker?

Contraception
Aware of EHC?

ARVs taken?
Partner status

Cervical
smear

Colposcopy
result

ices

.

Further Information and Append

Section 4

36



How to fill in this sheet:

G..P.

Gravida= number of times pregnant ... Parity= number of pregnancies that go beyond 24 weeks
before that time (either miscarriage or abortion)

+ number of pregnancies that terminate

Address Please fill in the address if your patient wishes to be written to with results

GP address Please fill in this address if patient wishes GP/primary care provider to receive copy of her results
Date Date patient attended

Wt (kg) Weight in kg

LMP Last menstrual period or withdrawal bleed

BP Blood pressure in mmHg

Smoker? Record ‘current’ or ‘ex’ or ‘never’

Injecting drug use
(IDU)

Record ‘current’ or ‘ex’ or ‘never’

Contraception

Record current method of contraception i.e.

« NSA (not sexually active)

‘none’ (sexually active but not using contraception)

« ‘condoms’

« 'POP’(progestogen only pill)

« 'CHC’'(combined hormonal contraception: pill, patch or ring)

« 'depo’(depo provera injectable contraception)

« ‘implant’

« ‘lUSorluD’

« ‘post menopausal’ (record if taking hormone replacement therapy HRT)

Aware of EHC? Record that patient knows about emergency hormonal contraception if using condoms for her main method

ARVs taken? You must ask about antiretrovirals (especially Pls)and other enzyme-inducers, as may affect contraceptive and HRT efficacy
CD4 count Record latest CD4 count

Partner status Record if'HIV neg”HIV pos’‘untested’'not known/not discussed’

Cervical smear

Record if taken and record result i.e. (UK grading) negative, borderline, mild (CIN1), moderate (CIN2), severe (CIN3) +/- HPV

Colposcopy result

Record if colposcopy was ‘adequate’ (ie squamous columnar junction seen) or ‘inadequate’(i.e. SCJ not seen)
Plus the degree of abnormality seen (UK grading) ‘NAD"CIN1"‘CIN2""CIN3""MICRO’ or 'HPV"

Biopsy taken

Record if taken and result when available

HVS High vaginal swab (record if taken and result when available)
Endo Endocervical swab (record if taken and result when available)
Chlam Chlamydia swab (record if taken and result when available)

Other investigations

E.g. record if you carry out pregnancy test, ultrasound scan, herpes viral swab. Record any treatment given

Follow up

Record the date recommended for next smear or colposcopy, or next follow up for other issues
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Gynaecology First Visit

Date Last name First name

Number DOB Age

Previous medical history

Migraine Hypertension
Liver disease Varicose veins
Thrombosis Diabetes
Epilepsy Other

Breast disease

Family history

MIICVA Bp
oM VTE

Antiretrovirals Other drugs

Smoking current /day ex-smoker iinever

Allergies

Pregnancy history

Date Outcome / mode of delivery and status of child

Future pregnancy plans: iYes ’iNo
Sexual History: Current partner? iiYes {iNo ...is: IIHIV positive negative don’t know

Contraception: Not sexually active None - sexually active Condoms [ Diaphragm
CoC POP Depo (Last injection?) IUD IUS (When inserted?)

Past STI/PID:

1 justri.

wwwjustri.org
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Smear History: Date of last smear iNAD iiAbn

Previous treatment iZiYes i:No What, what for and when

Menstrual history

Cycle: iiregular cycle iirregular cycle LMP

ZiIMB iPCB
Abnormal Discharge Menorrhagia
iiDysmenorrhoea i Pelvic pain

IPMS Perimenopausal

Gynae adm/OPD

justri.

wewjustii org
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