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nvoduction

This booklet contains health information
for women living with HIV. You may be
reading it because you have recently
been diagnosed with HIV, have known
about your diagnosis for some time,

or you may be reading it to get an
update on health issues specific to
women with HIV.

This booklet aims fo provide information

in a manner that helps you to make

the best decisions about your health at
different life stages. It includes sections on
freatments, disclosure, sex, contraception,
pregnancy and menopause.

In this booklet the drugs that are used

to treat HIV; antiretroviral drugs, are
usually referred to as ARV for simplicity.
Sometimes the ferms ‘anti-HIV drugs’ or
“HIV freatment” are also used. In all cases
the assumption is that a combination of
these agents will be used together, as that
is the key to controlling HIV infection.

While there is an emphasis on the way
that ARV'’s work in the body in this booklet,
we also acknowledge that there are
many other components in a full and
healthy life. Now that HIV is a tfreatable
condition, the food you eat, the air you
breathe and the decisions you make
about smoking, exercise and getting
adequate rest; all play a very important
part of staying well.

Don’t try to read this booklet from
cover-to-cover like a novel. You will feel
overloaded, and some information is
repeated in different section where it
relates to different specific issues. Use
the content page and the index to skip

straight to the sections that are relevant
for you.

Information can change quickly in HIV.
A booklet like this cannot cover all the
relevant research in women, but there
are some excellent websites that cover
breaking news in HIV research, including
women-specific news. (See page 11 for
recommended sites)

Finally, this booklet does not replace
your doctor. It is designed to give you an
overview and help explain issues in HIV
freatment for women, but it is essential
that you see a skilled and experienced
doctor to manage your health.

As a woman with HIV

* You have the right to take control over
your own health and make your own
decisions about how you live with HIV;

You have the right to choose if and
when you reveal your HIV status, or to
keep your diagnosis confidential;

¢ You have the right to choose which
freatments or therapies you use;

You also have the right to refuse any
freatments or therapies with which you
do not feel comfortable;

You have the right to a full and active
sex life;

You have the right to have children;
You have the right to work, or make
changes to the way you work;

You have the right o high quality
health care, support and counselling
in an environment that is supportive,
sensitive and free from discrimination.




«Just

/ 6{?1/\0 S€

HIV is not a death sentence.
Nowadays, more and more women
with HIV are living longer, enjoying
healthy and fulfilling lives, working,
studying, having relationships and
children, and making their own
choices about treatment.

A

Just diagnosed with
NO symptoms?

Your doctor will do some tests to see
how your immune system is functioning
and how active HIV is in your body.

HIV activity is measured as viral load,
which is the number of copies of HIV
in each ml of your blood. A key test
for your immune system is the CD4 cell
count, which looks at the numbers of
specific immune cells in your blood.

If your viral load is low (below about
10,000 copies) and your CD4 count is
high (500 or above) there will be no
need for you to start freatment.

Take your time to adjust to your
diagnosis and get some emotional
support.

Just diagnosed and
pregnant?

If you choose to go ahead with the
pregnancy, you have a very good
chance of having a baby who does
not have HIV.

You will need to work out a freatment
plan with your doctor. You will probably
need to start taking anti-HIV freatment
(antiretroviral drugs, or ARV for short)
after week twelve of your pregnancy.

If your doctor has not had experience
in working with HIV positive pregnant
women, you may want to ask for a
referral to someone who has. There is a
doctors’ group called the Australasian
Society for HIV Medicine (ASHM) that
can help you find the right person.
(See pages 87-92 for contacts)

Just diagnosed with
symptoms?

If you've been diagnosed with HIV
and have an AIDS-related iliness or
symptoms, you will be advised to
start freatment promptly both for the
condifion causing the symptoms and
for the underlying HIV infection.

pasoubIp Jsn(

Often with women the symptoms will
be gynaecological, such as persistent
thrush or pre-cancerous changes in
your cervix. Starting anti-HIV treatment
(antiretroviral drugs, or ARV for short)
promptly, along with appropriate
tfreatment for the specific condition
can help your immune system to
improve, reducing the chances of a
relapse.

This is a very stressful situation to be in
and you may be angry and afraid. You
may need to see a counsellor to help
you work through your feelings.

You have a very good chance of your
health improving dramatically with
tfreatment.

Telling people you
are HIV posifive

It is important that you have people
who you can talk with about being
HIV positive, but it is a good idea to
keep some control over where that
information goes. Unfortunately, there
is still ignorance about and stigma
aftached o HIV infection, so you may
be concerned about how people will
react. Many people find that family,
close friends and partners are very
supportive and understanding.
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When you are thinking about whom to
talk to, it may be helpful to consider
the following questions.

e Can | trust this person with this
information?

* Will they offer me support?
* Are they likely fo judge me?
o Will they respect my privacy?

You may find it useful o discuss these
issues with a counsellor or social worker.
Some women decide to keep their HIV
status fairly private but want to be able to
discuss it with a few trusted friends. In this
situation, it is a good idea to give anyone
you tell permission to talk to another
specific person. This is a practical way of
keeping the information private, while
recognising that the people you tell may
also need some support.

Telling partner(s)

If you are in a relationship with a HIV-
negative partner(s) who does not know
you are positive, you will need to discuss
and practice safe sex with them. The
legal obligation to tell your HIV status

to partners varies between states, but
the outcome should be always to
protect your partners from infection

and yourself from STls. It is up to each
woman to weigh up the advantages
and disadvantages of disclosure, and

if or when she will tell her partner(s). It is
difficult fo disclose and the longer you
leave it, the harder and more complex it
may be. However, it is better if you have
your partner’s support and understanding
to help you to live with HIV. You may be
afraid that your partner(s) will be angry,
accusing or judgmental. It may help to
know that almost all of the women who
took part in recent Australian research
and were currently in relationships had
disclosed to their partner. The majority of

these women reported that their partners
were very supportive, or that their HIV
positive status “didn’t make a difference”
to how their partner felt about them.

Your partner(s) may certainly be scared

or confused. You might be scared that he
or she will leave you. It can be as big a
shock to your partner(s) as it was for you,
to learn that you are HIV positive. It is offen
helpful to have a doctor or HIV counsellor
available to support you and answer
questions when you tell people close to
you. Your partner(s) may need fo consider
having a HIV test. You will probably find
that your partner(s) can come fo terms
with you being HIV positive and, in fact, it
may strengthen your relationship.

Telling children

[t's up to you when you want 1o tell
children that you are HIV positive. This
is one of the main issues that arise for
women with children after diagnosis.
Talking with other positive women,
particularly those with children, can

be really helpful for exploring different
approaches you might take. This is also
an issue that you can discuss with a
counsellor or health care professional if
you would like some guidance on what
might be best for your particular family
circumstances.

Some women decide to talk to their
children straight away, whereas others
decide to wait until the children are
older. It very much depends on the
family situation and your judgment. You
know your children and are in the best
position to make this hard decision.

When you decide to tell your children, it
may be a good idea to tell some other
people who can provide support for the
child — maybe a relative or a good friend
whom your child trusts. Older children may

feel angry, particularly if they feel that
important information has been withheld.
Some states have HIV family support
services that can assist at this time.

There are people you
do nof have to tell

If you are HIV positive, you do not have
to disclose your HIV status to:

e your friends; e your employer;

e your work colleagues;

e doctors, dentists or other health care
professionals.

Having said this, it may be wise fo fell any
doctor freating you — particularly over the
long term or for serious conditions — that
you have HIV. To help you make the best
decisions about your health, your doctor
will need as full a picture as possible. It

is also a good idea to tell your dentfist,
since HIV can affect your gums. If you do
tell a doctor, dentist or any other health
care provider, they cannot refuse fo treat
you or manage your care; this would be
discrimination and against the law.

Circumstances in
which the law may
require disclosure

Generally, you are not obliged to fell
anyone you are HIV positive. However,
in some circumstances, the law may
require that you disclose.

* In some states!, HIV positive people
are legally obliged to tell any sexual
partner, even if they infend to have
safe sex;

* The Department of Immigration
requires anyone applying for

permanent residency in Australia to be
tested for HIV; and

* When applying for superannuation or
life insurance, you will probably need
to answer questions about your HIV
status. These companies are legally
allowed to refuse to insure you if you
are HIV positive or you refuse to tell
them your status. Your AIDS councill
or PLWHA group may be able to give
you information about HIV-friendly
superannuation and insurance
companies.

Occupations that
require HIV testing

HIV testing is mandatory in the
Australian defence force. Health care
workers who perform ‘exposure-prone
procedures’ such as surgery (including
dental surgery) are required to know
their HIV status and must not perform
such procedures if they are HIV positive
(or hepatitis C PCR positive)?.

If you are refused
service

If you are refused any service or
believe you have been treated unfairly
because you are known or presumed
to e HIV positive, this may be a case
of discrimination. It is against the law to
discriminate against people because
of their HIV status. If you would like more
information about how to deal with
HIV-related discrimination, there are a
number of services which can assist.
The HIV/AIDS Legal Centre (in NSW) is
one of these. The AIDS council in your
state or territory will be able to provide
more information or refer you to an
appropriate person or service.

'NSW ?2PCR stands for polymerase chain reaction. A PCR tests checks for the presence of the actual

virus in the blood, rather than the anfibodies to a virus.
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with HIV

Many women have caring
responsibilities for children or significant
others. Balancing the needs of others,
the demands of paid work and your
own needs is a major source of stress
for women, and often this results in
other people’s needs taking priority.

In the long term, always putting others
first is not healthy. Having some time
for yourself, to relox and unwind and
put yourself first should be seen as a
necessity, not a luxury - even though it
might be very hard to organise. Taking
tfime out for self-care will make you
stfronger and more able.

How HIV affects

your body
(the “natural history” of HIV)

The human immunodeficiency virus
(HIV) reproduces itself by invading cells,
infegrating with the cells and turning
them into factories for producing more
copies of HIV, then sending more HIV
cells out to infect more of your cells.

The quantity of virus per unit of your
blood (or other tissue) is called ‘viral
load’. The lower your viral load is, the
beftter.

HIV invades cells of the immune system,
the system that usually works to fight
infection and keep you well. The

cells are called CD4 cells (also called
T-cells or T4 cells), dendritic cells and
macrophages. Your ‘CD4 count” is an

important indicator of the health of your
immune system - the higher your CD4
count, the better.

After infection with HIV, your body
mounts a defence. It produces more
and more CD4 cells fo cope with the
reproducing virus, and it also produces
anfibodies. It is these anfibodies that
HIV tests detect, which is why the tferm
"HIV positive’, meaning testing positive
to antibodies for HIV, has become
synonymous with having HIV infection
in your body. The process of changing
from being HIV antibody negative to
positive is called “seroconversion’. The
period from your inifial exposure to HIV
to the development of antibodies is
called ‘primary infection’. During this
fime, some people experience a ‘flu-
like" illness, which can be quite severe.

Initially any damage caused by HIV

has no outward effect. This is called
asymptomatic infection, which may last
for many months or years. Sometimes if
you have asymptomatic infection, you
may have swollen lymph nodes, which
is called PGL (Persistent Generalised
Lymphadenopathy). But this is not a sign
of damage itself.

If you have HIV and feel 100% well,
you still may have signs of immune
damage detectable by laboratory
tests; for example, your CD4 count
may be below normal levels. Viral load
tests can also demonstrate that HIV is
actively replicating inside the bodies
of asymptomatic people from the
moment of infection; at no time is the
virus fruly latent. The presence of HIV
keeps the immune system in a state of
over-activation, which eventually drains
its resources.

Once your CD4 cell count falls to 200
or below, you are at risk of developing
an AlIDS-related illness. However, some
AIDS-related illnesses such as invasive
cervical cancer can occur at higher
CD4 counts.

HIV tfreatment intervenes in this process
of disease progression by suppressing
viral replication and thus allowing CD4
cell levels to recover, so that the body
can maintain its immune defence
against serious iliness.

HIV treatment is also called antiretroviral
therapy, ARV, combination therapy

or highly active antiretroviral therapy
(HAART).
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Stages of HIV infection in the absence of treatment

Stage 1

HIV invades cells, merges, and turns them into factories to

produce HIV (primary infection).

Stage 2

Your immune system keeps HIV replication in a steady state for

an average of 6-10 years (clinically asymptomatic stage—i.e.
there is a steady decline in CD4 cell count, but the person
usually remains quite healthy).

Your CD4 count drops lower, and you begin to experience
AIDS-related conditions like thrush, skin conditions and minor
but persistent infections (symptomatic HIV infection).

Your CD4 count is below 200 and you have had a serious illness
caused by immune deficiency (an ‘AlDS-defining iliness”)-
AIDS. Invasive cervical cancer, which is considered an ‘AIDS-
defining iliness” can occur with CD4 Counts higher than 200.

Other ways in which
HIV can affect your
well-being

Fatigue

One of the common effects of HIV
which many women find hardest to
deal with is fatigue or chronic tiredness.
Feeling tired a lot of the time can make
it more difficult fo manage under the
pressures of everyday life; work, family,
partners etc. Fatigue may be caused
by the chronic presence of HIV. It may
also be caused by damage to your
immune system, or by HIV antiviral or
other treatments. Depression or anxiety
may also cause you to feel tired.

Role of diet and exercise

Many women find improved diet and
regular exercise can help reduce
fatigue. Some complementary
therapies may also help improve your
energy levels and sleep.

Weight-bearing exercise (exercise
which increases the weight stress on your

body) is very important for your health,
because some ARV's are associated
with muscle wasting and bone thinning
(HIV itself can also cause wasting).
Weight bearing exercise doesn’t have to
mean ‘pumping iron” in a gym (though
if you like doing this, go ahead!) the
‘weight’ you are working with can be
your own body weight. Examples of
weight bearing exercises include: yoga,
walking, cycling or Pilates. Unfortunately
swimming is not in this group, as the
water supports your weight.

Weight loss

Because HIV can prevent your body
from absorbing food and nutrients, you
can easily find you are losing weight
particularly if your CD4 count is low. You
may also be more likely to get stomach
infections, which can cause diarrhoea
and weight loss. It is important, as far
as possible, o maintain a healthy body
weight to help sustain your body’s
defences against infection. Prevention
is the best tfreatment. Talk to a doctor,
and see a dietician, or talk to other
positive women about ways to improve
your diet and appetite.

Weight gain

While it is important not to be too thin,
being overweight increases your risk
of lipohypertrophy (abnormal weight
gain in the trunk, associated with ARV,
particularly some Protease Inhibitors).
In addition, being seriously overweight
increases your risk of diabetes and
heart disease.

Your Body Mass Index (BMI)

Your body mass index (BMI) is a
calculation of your body fat based

on your height and weight. While

it is deemed to be a generally

reliable indicator of body faf, it may
overestimate body fat in athletes and
muscular people and underestimate it
in elderly people. A waist measurement
of over 35 inches in women, together
with a BMI over 25, increases the
likelihood of you experiencing

diseases such as high blood pressure,
cardiovascular disease, type 2 diabetes
and some cancers. It is generally
agreed that people of certain ethnic
backgrounds, including those of Asian
heritage, should aim for a BMI below 23.
Indigenous Australians may well need to
aim for a ‘normal” BMI of 22-23.

* Underweight = <18.5

* Normal weight = 18.5-24.9

* Overweight = 25-29.9

* Obesity = BMI of 30 or greater

You can calculate your BMI yourself
using one of the websites listed below,
or have your doctor calculate it for you.

http://nhlbisupport.com/bmi/

http://www.halls. nd/body-mass-index/
omi.htm

Decreasing your risk of
cardiovascular disease

Cardiovascular disease is the

leading cause of death in women in
Australia, and medication taken to
control HIV may increase your risk.
Maintaining your fitness, keeping your
BMI below 25 (or 24 for some people)
and not smoking are ways that you
can significantly reduce your risk of
cardiovascular disease.

You and you doctor:;
the partnership

Finding a good doctor is going to make
an enormous difference to your health.

A ‘good doctor’ is someone who:

¢ Listens to you and treats your views
with respect;

Is willing to work with you in a
partnership;

Explains freatment advice using
language you understand;

Is up-to-date on the latest research
on HIV and HIV treatments;

Is experienced in treating people
with HIV;

Makes an effort to find women-
specific research;

Understands that women’s bodies
are different fo men'’s;

Understands that your lifestyle must
be a consideration in your health
care;

Respects the complexities of your
carer responsibilities;

Is accessible and responsive to you
needs.
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Listening

Being able to express your needs

and concerns to your doctor is very
important. A doctor who relates to you
as a person, rather than as a collection
of symptomes, is particularly important
when you are living with HIV. Treatment
strategies (including the strategy of
deferring treatment) are long-term
and their success depends upon
incorporating them well into your life.

Social, economic and emotional
factors can impact on your health,
and a good doctor can be a really
good reference point - not just to write
prescriptions, but also to link you into
other supports.

Explaining

Treating HIV involves making decisions,
and to make the best decisions for
your circumstances, you doctor

needs to be able to explain different
options and strategies to you and
help to evaluate what will work best.
In some circumstances, such as if

you have become pregnant or if

your health is deteriorating, both

you and your doctor may feel under
pressure to reach a decision quickly.
Acknowledging this pressure on both
sides and agreeing on a timeframe for
decision-making may help prevent a
feeling of being overwhelmed.

Up-to-date

Best practice changes swiftly in HIV
medicine. Not only does the number of
drugs expand, but also studies showing
how different combinations work in
different circumstances are constantly
being published or presented and

discussed at conferences. In addition
to how well various drug combinations
suppress HIV, other research focuses on
minimising side effects and comparing
strategies on freatment initiation. It is
fair enough to check that your doctor
stays abreast of the developments

of international conferences and key
AIDS-focused medical journals.

Experienced in HIV

Treating HIV is complex and it
requires a degree of commitment
from a doctor to stay abreast of new
developments. If a doctor is already
freating many others with HIV, then
economies of scale come info play -
it makes sense that she or he will be
doing the homework. Seeing other
people with HIV also means that a
doctor will understand how people
in the ‘real world” may have different
needs, lifestyles and treatment histories
to people in clinical trials.

In tfreating people with HIV there is

an emphasis on evidence-based
medicine. That means basing
freatment decisions on evidence that
has been provided as objectively

as possible. Large-scale clinical trials

provide the highest grade of evidence,

but in addition to these there are
observational studies.

Women are different

The differences between men and
women mean that there can be a
different response to HIV disease and
its freatment. It's important that your
doctor has this in perspective and
keeps an eye on women-specific
research.

Men outnumber women as
parficipants in clinical research, and
most major HIV frials involve groups of
people who are predominantly male.
However, there has been a concerted
aftempt to get more women into
clinical trials to conduct sub-studies

of the women in major trials where
possible, in case women responded
differently to men.

Lifestyle and family
responsibilities

If you are a mother, or have other
caring responsibilities, this is going to
impact on the way you prioritise your
health care. It’s important that your
doctor understands and respects this.
Being the key or sole caregiver for
dependents can greatly impact on
your health options.

[t's also important that you can be frank
with your doctor about your sex life

and about smoking, alcohol and any
other recreational drugs you may use.
Your doctor should not make you feel
ashamed or judged when you discuss
issues that impact upon your health.

Accessibility

You need a doctor who is going to be
accessible, particularly if your health

concerns are complex or if you are at
risk of a serious decline in your health.

Getting information

Knowledge about HIV/AIDS and its
management is increasing constantly.
New treatments are being tested

and there are now many drugs and
therapies which have been shown to

prevent, reduce or delay iliness. This
means that there has been a vast
reduction in the number of people who
are HIV positive who progress to AIDS.

Now that relatively effective treatment
is available, it’s possible even after
being diagnosed with an AIDS-
defining iliness, to become completely
symptom-free and even for the immune
system fo improve its functioning. There
is more information on freatments

on pages 17-35. Because there are

so many benefits to be gained by
managing your health, it is important
that you start getting the right kind of
information and support as soon as
possible.

Internet tools

The Internet can be a fantastic tool
for getting up-to-date information, but
it can also be a confusing minefield

of information that is accurate,
inaccurate, outdated and downright
scary. Knowing where to look and who
to trust in terms of fimely, accurate
and woman-sensitive information is
extremely important.

Internet-based information is no
substitute for seeing a good doctor,
and web-based HIV information is
intended to support, not replace, the
relationship you have with your doctor.
Always feel free to take material from
the Internet in to your consultation
with your doctor to inform your
conversation if you think it could be
helpful (for example, if you are making
a tfreatment decision or worried about
side effects).

Two international sites that regularly
update their freatments sections and
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that have women-specific sections are
www.nam.org.uk (English) and www.
thebody.com (American).

The NAM site is very comprehensive,
updated regularly, and assumes a
universal health care system, which is
basically similar to Australia.

The Body website has very annoying
pop-up advertisements that you have
to grit your teeth and ignore, but its
information is well researched and
reviewed, although bear in mind that
it is US based, so new treatments are
available there sooner than here, and
their healthcare system is very different
to ours.

Another excellent site for women is
WISE words at www.projectinform.org

The Australian NAPWA and AFAO sites
are found at www.napwa.org.au

and www.afao.org.au. These sites are
authoritative, but they are significantly
under-resourced compared with the
top international sites listed. So you will
not get the latest developments as
quickly using an Australian site.

Getting support

There are many people who can help
you make decisions about the way
that you manage living with HIV and
AIDS. There are doctors and health
professionals who have experience
with HIV and AIDS, and community
organisations set up specifically to
support HIV positive people, and
organisations at state level that are
specifically for positive women.

Other people living with HIV —
especially other positive women — can
be invaluable. It can help to hear

how other women have dealt with
issues such as relationships, sexuality,
work, making decisions about having
children, telling people they are
positive, freatment choices, and staying
well.

There are many free services,
pamphlets and newsletters available
from AIDS organisations and community
health centres throughout Australia.
Your state or ferritory AIDS council,
positive women’s groups and PLWHA
organisations can give you information
about freating and managing HIV. Most
states also have support groups and
organisations specifically for HIV positive
women. You'll find a list of services,
resources and useful contacts at the
end of this booklet.

Monitoring your HIV

How are you feeling?

When you had your HIV fest, you should
have had counselling before the test
and when you received the test results.
If you were not given any counseliing,
feel the counselling was inadequate, or
need ongoing counselling, ask your AIDS
council or positive women'’s group to
suggest someone you could talk fo.

How you are feeling af any given
moment may be related to your HIV
status, or fo your general sense of physical
and emotional well-being. If you are
feeling unwell, it could be directly related
to HIV or some other illness, or it may be
that emotional or psychological stresses
are playing a major role.

This section looks at the various ways
in which HIV can be monitored and
managed. Monitoring your HIV may
involve a series of steps including regular

general check-ups, and tests which can
look at how much HIV is in your body at
any fime, and how this is affecting your
health and immune system.

Some people living with HIV have
experienced very little ilness, while others
have had periods of illness and have
spent fime in hospital. Each person living
with HIV is unique and no-one can know
exactly how the virus will affect him or
her.

In the past, most research about the
effects of HIV did not look at the specific
ways in which HIV and HIV treatments
affect women'’s bodies. This is now being
addressed, and more women are Nnow
taking part in research. Talk to your
health practitioner about getting specific
information about the effects of different
HIV freatments on women.

There are HIV treatment officers
attached to most AIDS councils or PLWHA
organisations in each stafte and territory.
They can provide you with up-to-date
information and will spend time — face
to face or by phone — discussing any
matters that concern you.

Viral load ftests and
CD4 (T-cell) counts

Viral load tests

HIV multiplies - by ‘copying’ itself -
within your body. Viral load refers to
the amount of HIV in your blood at any
given time. You can also measure viral
load in other body fluids like vaginal
fluids, but this is only available in a
research sefting. Routine viral load tests
look at how much virus is in your blood.

The reason this is important is because
the amount of virus in your blood

is a direct indication of how much
damage HIV may be doing. The

higher the amount of HIV, the greater
the risk of your immune system being
damaged, and the greater the risk of
serious HIV-related iliness. Viral load test
results are expressed in ferms of the
amount of HIV per millilitre of blood.

What does viral load test entail?
A viral load test is a simple blood test.

Interpreting viral load test results
Viral load tests may show a great range

How do you know what’s happening to your body?

Even when you are feeling well, it is recommmended that you keep a check on
your immune system. The two tests that are most useful for finding out how your
immune system is coping with HIV are CD4 counts and viral load tests.

These two tests are the most important tests in terms of ongoing health
monitoring. They may be used as a guide so you can understand:

how much HIV is in your body at any time;

how this is affecting your immune system;
whether you are at risk of opportunistic infection;
whether you should start freatment; and
whether your current treatments are working.

These tests will also have a role in terms of other decisions, for example, if you

are considering pregnancy.
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in the amount of virus the blood, varying
wildly between individuals from millions
of copies to as few as fifty. Your doctor
will want to keep an eye on how your
viral load is changing over time. This will
be a pretty good indicator of how well
you are doing on treatment, or if you
are not on treatment, it may suggest
whether your health is stable, or whether
there is any risk you could get sick.

In general, the following
understandings of viral load are used:

* More than 100,000 copies
- high viral load;

* 10,000 to 100,000 copies
- moderate viral load;

* 50 to 10,000 copies

- low viral load;

e Under 50 copies
- ‘undetectable’ viral load.

Currently, the T-cell or CD4 counts are
more offen used to make a decision
regarding commencing ARV, but the
viral load results may also be taken into
account when making that decision.

Measurements of viral load

Sometimes you may hear the word
‘log’ used in relation fo viral load.

For example, your viral load after
commencing freatment may drop
from 100,000 copies to 10,000, which
is called a ‘one log’ reduction. From
100,000 copies to 1,000 is a ‘two log’
reduction. An easy way to remember
log is that they involve adding or
subtracting a zero from a number.

An important note about
‘undetectable’ viral load

If your result comes back as
‘undetectable’ this does not mean
that there is no HIV in your blood.
Unfortunately, the term ‘undetectable’

can be very misleading. It means that
the amount is less than 50 copies of HIV
per ml of blood.

What factors affect viral load?

A number of factors can affect viral load.
Viral load can go up and down in response
to; your general health, antiviral drugs (and
whether they are working), changesin
freatment, the presence of other infections,
vaccinations (e.g. hepatitis B), and the
strength of your ilmmune system.

Viral load and freatment decisions

You and your doctor need to decide if
and when to start ARV treatment. You
may want to use the results of your viral
load fests over fime to inform these
decisions. This is discussed in more detail
in the chapter Making decisions about
freatment which begins on p17.

Viral load in blood and viral load in
vaginal fluids

Research shows that there is usually a
relationship between levels of HIV in
the bloodstream and levels of virus in
other body fluids like vaginal secretions.
In other words, if your blood viral load
is low, it is likely that the level of virus in
vaginal fluids will also be low. However,
this is not always the case and you are
not able o have sexual fluids tested
routinely for viral load. It is important
to know that some studies have been
unable to demonstrate a relationship
between blood and vaginal fluids;
finding low levels of virus in blood

and higher levels of virus in vaginal
secretions. The best that can be said

is that if you have low levels of virus in
your blood, you are most likely to also
have low levels of virus in your vaginal
fluids, but that a small number of cases
will not reflect this pattern.

Viral load in the vaginal fluids is likely
to be higher than as measured in the
blood if you have a genital infection
or sexually transmissible infection (STI)
of some kind.

Viral load in breast milk

Viral load in breast milk may fluctuate
and will not necessarily mirror blood

viral load. Common infections such as
mastitis in breastfeeding women can
cause significant increases in breast milk
viral load, regardless of blood levels.

CD4 (T-cell) counts

This is a blood test, which can fell how
many CD4 cells (also called T- cells) you
have. A person with a healthy immune
system can have between 500 and
over a thousand of these important
white blood cells per millilitre of blood.

CD4, or T-cells, are important because
they help make the immune system
work efficiently to deal with, or get rid
of, any unwanted bacteriq, viruses or
other harmful organisms. But unlike
other viruses, HIV actually invades and
destroys the CD4 cells. The immune
system cannot function well without
these cells. Eventually, if it goes
unchecked, HIV will begin to destroy
the CD4 cells at a faster rate than the
body can produce them. When this
begins to happen, the number of CD4
cells drops, and because the immune
system cannot do its job, it is slowly
overwhelmed.

Interpreting CD4 cell counts

If your CD4 count is 500 or less, you may
e advised to consider starting antiviral
freatment. If your CD4 count is 350 or

less, freatment is clearly recommended.

If your CD4 count is 250 or less, this
indicates that serious damage has
occurred to your immune system. This
places you at risk of serious illnesses
related to HIV, called ‘opportunistic
infections’. If you have 200 CD4 cells
or less, antiretroviral therapy (to control
HIV) is recommended, and you may
also need to consider freatments
called prophylactic freatments, which
can minimise the likelihood of your
becoming ill with particular infections.
Discuss this with your doctor.

Other common tests

Pap smears

Women living with HIV and AIDS are
advised to have a Pap smear every
twelve months. A Pap smear is a simple
procedure in which a sample of cells

is swabbed from the cervix (at the top
of the vagina), to test for any unusual
changes, which may suggest the risk or
presence of cancer. It is not uncommon
for women to have a condition that is
called ‘cervical dysplasia’, regardless of
HIV serostatus. This means that your Pap
smear result shows some abnormal cells.
In some women, these abnormal cells
can lead fo cervical cancer if they are
not freated.

A Pap smear is a procedure where a
speculum is inserted info your vagina to
open it, and a swab is taken of cervical
cells. The procedure is relatively quick
and can easily be performed by your
GP and by some nurses.

In general, HIV negative women are
advised to have Pap smears every

two years. The reason that HIV positive
women are advised to have Pap smears
every twelve months is that cervical
dysplasia, or the presence of abnormal
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cells, is more common in HIV positive
women. Even if you have not had any
abnormal cells, it is recommended that
you have a Pap smear every 12 months.

If you have had abnormal cells

found and treated in the past, it is
recommended that you have Pap
smears even more frequently, such as

six monthly. The presence of abnormal
cells does not mean you have, or will get
cancer. However, in a small number of
cases, they can suggest pre-cancerous
conditions.

It is possible that progression from
cervical dysplasia to cancer may

bbe more rapid in positive women. If

you have a Pap smear and cervical
dysplasia is found, ask your doctor
whether you should have a colposcopy.

A colposcopy is slightly different to a Pap
smear. You have a speculum inserted in
the same way as for a Pap smear, but
your legs are supported in stirrups, as you
are in this position for longer. The doctor
then looks at your cervix using a special
microscope called a colposcope (this
does not touch your body). A further
smear may be taken, and then your
cervix is painted with a solution, which
makes abnormalities easier to see - this
can sting and be unpleasant. A small
biopsy sample may be taken at this
stage - again, this can cause discomfort.
The procedure takes about 10 to 15
minutes.

Cervical cancer, which is described in
more detail on page 72, can be difficult
to treat. However, it can be prevented if
abnormal cells are found early enough
by routine festing.

Pap smears are available from any
general practitioner or nurse practitioner,
through Women's Clinics and Family
Planning clinics, as well as through some
sexual health and HIV clinics.

Ofther tests you may need

There are other ftests which you may
feel you need, or may be asked to
consider, as part of managing HIV.
These could include:

* Tests for Hepatitis B and C;

¢ Tests for any other sexually
fransmissible infections;

e Liver function tests (particularly if you
are positive to hepatitis B or C);

* Tests to see if you have been
exposed in the past to viruses (for
example, cytomegalovirus or CMV),
which can recur in people with
lowered immune systemes.

mMaking decisions
about

eatment
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Myths and facts about HIV freatment

Myth Fact
You need to know You don’t have to be the expert, that’s your
everything about freatment | doctor’s job. You just need to know enough to feel

to make good choices

in confrol of your life and your health.

There is very little
woman-specific research

The importance of women-specific research is well
understood. There are long-term studies looking
only at women with HIV, and most new drug frials
aim to include women.

Side effects are
unavoidable

People respond differently to different drugs. It
might take some trial and error, but you and your
doctor should be able to find a combination of
drugs that is effective and that is tolerable for you.

Combination therapy
involves lots of pills and
difficult dosing

You can take an effective ARV regimen that
involves once or twice daily dosing.

Taking treatments will
change the way you look

Certain ARV drugs are associated with fat gain and
fat loss in particular areas of the body and face,
but other drugs are not. You have options.

Everyone with HIV should
be on treatments

Whether you need to take treatments depends
on your CD4 count and your viral load. For some
people, deferring tfreatment is a good option.

Once you have started
freatment you can never
stop

Current research shows that people who stop

and start ARV treatment increase their risks of HIV
related disease, but there may be circumstances in
which you can stop therapy for a period of tfime.

Every woman with
HIV faces the same
freatment issues

Treatment issues for women with HIV are very
different depending on whether you are ‘treatment
experienced’ or not. For women who have used
lots of ARV drugs over many years, there are fewer
options than for women who are just starting
tfreatment. Whether or not you have hepatitis C or
other ilinesses also makes a difference.

There is no clear definite
point at which you need
to start ARV treatment

There is very clear evidence that taking ARV
prevents HIV related disease and death in people
whose immune systems are compromised. However,
there is a ‘grey area’ where deferring treatment
remains an option despite some immune damage.

Taking ARV during
pregnancy will harm my
baby

Taking effective ARV during the second and third
trimester of pregnancy reduces the likelihood of HIV
tfransmission to almost zero.

Women and
anfiretroviral drugs

Anti-HIV therapy means that many
women with HIV can expect to live
normal life-spans and, if they wish, to give
birth to HIV-uninfected children. However,
there is sfill no scientific consensus on
when fo start freatment, and no perfect
regimen that is potent, easy to take and
side effect free for all people.

Initially most of the research into HIV
and its freatments was in men. Men
significantly outnumber women as
participants in medical research
generally; partially due to concerns
about experimental drugs and the
possibility that women may become
pregnant, and perhaps partly to do
with women having complex roles
and multiple responsibilities, making
participation in trials harder. But there
has now been enough research in
women to know the following:

* Antiretroviral drugs work as well in
women as they do in men, but the
side effects can be different;

* Women are more likely to experience
side effects than men (particularly
changes to body shape through
changes in fat distribution, especially
fat gain);

* A woman with alower viral load after
seroconversion (becoming HIV positive)
may progress to AIDS at the same rate
as a man with a higher viral load.

What are antirefroviral
freatments?

Antiretroviral (ARV) drugs stop HIV from
replicating and infecting new cells in
your body.

There are different classes (groups) of
HIV antiretroviral drugs. These are:

* Nucleoside and nucleotide reverse
tfranscriptase inhibitors (NRTIs,
sometimes called nucleoside
analogues, or nukes);

¢ Non-nucleoside reverse transcriptase
inhibitors (NNRTIs, sometfimes called
non-nukes);

e Protease inhibitors (Pls);

e Fusion inhibitors and CCR5 entry
inhibitors;

e Infegrase inhibitors (A new class of
drug which targefts the Integrase
enzyme that HIV uses to insert its
genetic code info the DNA of the
host cell).

Each of these classes of drugs works in
a different way to interfere with the HIV
life cycle and makes it difficult for the
virus to reproduce. There is a range of
different drugs in each of the classes
and while drugs in the same class
share some common characteristics,
there are differences. Some are more
effective at stopping HIV replication,
and some are less likely to have certain
side effects.

What is combination
antiretroviral therapy?

Combination therapy is the use of

two or more HIV antiretrovirals at the
same time, as part of a treatment plan
or strategy. Most commonly people
take a combination of three drugs —
sometimes more — from two or more of
the classes listed above.

The reason for using antiretroviral
drugs in combination is to prevent
drug resistance. (See page 31 on
resistance).
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First line-therapy

Your first combination of antiretroviral
drugs will usually include two drugs from
the nucleoside/nucleofide analogue
class, together with either an NNRTI or a
protease inhibitor. The protease inhibitor
may be ‘boosted’ by the addifion of a
small dose of another protease inhibitor,
ritfonavir.

The World Health Organisation HIV

freatment guidelines recommend using
a drug from the NNRTI class as the third
drug in the combination, as these are
less likely fo cause side effects. However,
under Australian and US guidelines,

the use of either an NNRTI drug or a
protease inhibitor should be determined
by an assessment of the individual.

The precise drugs chosen should be
the ones lest likely to cause you side
effects in the short and long term, with

What are the different kinds of antiretroviral drugs?

(NNRTIs or ‘non-nukes”)

Drug Class What drugs are in this group?
Nucleoside/nucleotide e AZT (zidovudine or Retrovir)
analogues (reverse e ddl (didanosine or Videx)
franscriptase inhibitors) e d4T (stavudine or Zerit)

e 3TC (lamivudine or Epivir)

* abacavir (Ziagen)

e tenofovir (Viread)

e emiricitabine (FTC, Truvada)
Non-nucleoside reverse ¢ nevirapine (Viramune)
franscriptase inhibitors e efavirenz (Stocrin)

Protease inhibitors e indinavir (Crixivan)

e ritonavir (Norvir)

e saquinavir - Hard/Soft gel (Invirase, Fortovase)

e nelfinavir (Viracept)

e fosamprenavir (Telzir)

e |opinavir/ritonavir (Kaletra)

e aftazanavir (Reyataz)

e Darunavir (Prezista, TMC - 114)

e tipranavir/ritonavir (Aptivus/r) licensed in
Australia, but not yet reimbursed by the Govt -
available on an access scheme.

CCRS5 Entry & Fusion ¢ Fuzeon (enfuvirtide or T-20), Maraviroc (Selzentry,

inhibitors Celsentri). Not yet licensed in Australia, but
available under trial/access scheme.
Integrase Inhibitors * Raltegravir, MK-0518 (Isentress). Not yet

licensed in Australia, but available under
compassionate access scheme.

a convenient dosing schedule for you.

It is important that combination of drugs

is potent enough to reduce your viral
load to undetectable levels.

Co-formulations

Some drugs are formulated tfogether in

order to reduce the number of pills that

you have to take. There is a marketing
advantage in co-formulation for the
manufactures - the ease of use means
that people are more likely to take
drugs made by a particular company
if the drugs can be combined intfo a
single pill.

Co-formulated drugs include:
Combivir (AZT/3TC)

Trizivir (AZT/3TC and abacavir)
Kaletra (lopinavir/ritonavir)
Truvada (FTC and tenofovir)
Kivexa (abacavir/3TC)

Treatment options

Treatment options are different
depending on whether or not you
have taken ARV before, so this section
will be split intfo information for women
who have never taken freatments
(called *treatment naive’ women) and
women who have taken treatments
(‘tfreatment experienced” women).

These guidelines are based on
available evidence to date

and upon expert opinion, which
balances the need to start freatment
before irreversible damage to your
health occurs (in the form of an
opportunistic infection or cancer)
with caution about exposure to
unnecessary side effects.

If you’ve not taken ARV
in the past

You may be thinking about starting HIV
for a number of reasons, including:

* A new HIV diagnosis;

* Having had an increase in viral load
and/or decrease in CD4 count;

Having a diagnosis of an AIDS-
related condition like CIN (cervical
intfraepithelial neoplasia - pre-
cancerous changes in cells of your
cervix);

Becoming or wanting to become
pregnant;

* Finding out more about ARV.

Current treatment guidelines
recommend you begin antiretroviral
therapy:

* Before your CD4 cell count falls to
200 (between 201 and 350);

¢ When your CD4 count is between
350 and 500, your doctor will present
therapy as an option;

e If your viral load is above 100,000
copies per ml and your CD4 count is
500 or above, ARV is an option.

Whether or not you need to start
freatment is determined by how
healthy your immune system is
(measured by your CD4 count) and
how actively HIV is reproducing itself
(measured by your viral load). As this
chart below shows, in some instances
there is a clear recommendation to
either start taking therapy or to defer
it. There is also a grey area where you
and your doctor need to balance
the relative risks and benéefits of either
starting or deferring ARV.
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CD4 cell count Viral load Start therapy?

Below 200 cells Any Recommended

Between 200-350 Any Offered*

Above 350 >100,000 Considered**

Above 350 <100,000 Deferred

Any Any Recommended with AIDS-defining illness
or with severe symptoms of HIV infection

*The current Antiretroviral Guidelines in use in Australia state that all decisions regarding initiating therapy
in an HIV-infected person should be made on the basis of prognosis, as determined by the CD4 T cell
count and level of the HIV viral load, the potential benefits and risks of therapy, and the willingness of that

person fo accept therapy.

**Research data from observational cohort studies show that at any given CD4 cell count, those with HIV
viral load greater than 100,000 have a higher risk of progression to AIDS and this risk also increases with
increasing age. Hence, starting therapy could be considered at a CD4 count more than 350 when these
factors and others (the tolerability and long-term toxicity of the antiretroviral regimen and the person’s
willingness to maintain a high level of adherence to lifelong therapy) are taken into account.

There are a few key things to keep in
mind when you are making decisions
about treatment:

* Treatment side effects and dosing
schedules are not nearly as difficult
as they were when ARV was first
infroduced. Your doctor should be
able fo find a combination of drugs
that is easy to take without significant
side effects for you.

e To protect your immune system and
prevent the risk of opportunistic
infections you need to keep your CD4
count above 200;

e There is likely to be an advantage in
starting freatment when your CD4
count is around 350 rather than letting
it drop closer to 200;

* For women with high viral loads
- above 100,000 copies, it may
advisable fo start freatment even if
your CD4 count is 350 or above;

¢ The first few weeks on new ARV
tfreatments can be the most difficult.
Your doctor should tell you what to

expect, and you may need childcare,

help in the house or time off work.

If your health is such that you are
considering treatment but you have
the option to start or defer, consider
your options in the light of the multiple
responsibilities (like work, a family, a
household) that you may have. Setting
aside time to learn about your options,
talking about different approaches
with a frusted doctor, counsellor or
positive woman and thinking about
the timing of any change, depending
on what is happening in your life, can
help you to manage changesin a
positive, timely manner.

If you are starting HIV freatment for
the first time ask your doctor to help
you choose:

* A combination that will suppress
viral load (potent drugs);

A combination that will not limit
your future treatment choices;

Drugs that work well fogether;

Drugs with side effects you can
cope with;

A combination that suits your lifestyle.

If you are considering pregnancy in
the future it’'s a good idea o discuss
this with your doctor now, as it is likely
to affect which drugs you choose.
The vast majority of women with HIV
in developed countries who become
pregnant on antiretroviral therapy
have healthy babies, but there are
specific HIV drugs recommended (and
some to avoid) during pregnancy.
For more information of pregnancy
and HIV, see page 50-62.

Treatment issues for
women who have
taken ARV before

(tfreatment experienced’ women)

If you are currently taking ARV,
the issues that you face in making
changes to your therapy are:

¢ Finding an effective combination
for you that will suppress your viral
load;

Having a good dosing schedule;

Not causing unmanageable side
effects.

Your treatment options may be limited
if you have had detectable viral load
results while taking ARV, as this sets up
the conditions for developing drug
resistance. Having resistance to one
drug can often affect several drugs

in a class, which is called *cross-
resistance’. Having resistance testing
done before changing your drugs is an
important step if there is any possibility
of you having pre-existing resistance to

Preventive treatments
(prophylaxis)

If you have a CD4 count below 200 you
may be advised to start taking drugs
that are designed to prevent specific
diseases associated with AIDS. These
drugs are often called ‘prophylactic’
freatments, and they are used to
prevent conditions like Pneumocystis
carinii pneumonia (PCP); an AIDS-
related pneumonia. You may need
to take these preventive tfreatments
in addition to ARV unfil your CD4 cell
count improves.

the new ARV that you are considering.

If your current combination has you
taking a lot of pills at each dose, you
could talk to your doctor about the
option of co-formulations, where there
are several different ARV in a single pill.
See page 21 for co-formulations that
are currently available, or expected
to be available in the near future.
Similarly, if you are finding it hard to
remnember doses, talk to your doctor
about switching to a combination that
allows once-daily dosing.

You may want to make a change

to your tfreatments because you

are experiencing side effects that
emerge over time, such as changes
in your body shape (Lipodystrophy)
or changes in the way that you body
processes fat and sugar (metabolic
changes) which are measured in
your blood tests. Talk to your doctor
about whether you could benefit
from switching to drugs that are not
associated with metabolic and body
shape changes. See pages 29-30 for
more about lipodystrophy.
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Managing your
tfreatments

When ARV drugs first became available,
many people were taking drug
combinations that really did make life very
complicated, but since then there has
been considerable research into the ways
of combining treatments to allow better
dosing schedules, such as once or twice
aday. If you find it hard to remember to
take pills, talk to your doctor prioritising
once-daily dosing when considering your
treatment options. Current evidence
suggests that once you start taking

ARV you will need to keep taking them

for life. Therefore, you need to be very
committed to the decision before

you start (although the drugs in your

How much do | need to know?

combination may change, as different
agents are developed).

Research shows that you cannot miss
occasional doses and that skipping pills
puts you at high risk of developing drug-
resistant HIV.

You may need frequent medical
appointments aft first, to check how the
freatment is working. Some women find
this difficult fo manage at work or within
their family, if they have not disclosed their
HIV status. Your doctor, a treatments officer
from your local AIDS Council, or other
positive women can suggest practical
strategies for coping with all of this.

Your state of heallth, lifestyle and personal
preference will be factors when choosing
which drugs to take. Together with

Different people have different attitudes fo medicine. Some women want to be
partners in their care, and feel empowered by understanding what is going on with their
freatment. Other women just want to be able to frust that their doctor will make the right
decisions about tfreatment without having to think abbout it af all. Some wormen switch
between these two extremes depending on what is going on with their health and what
is going on in other aspects of their lives.

The list for minimalists

* You need to be having your CD4 cell
count and viral load monitored every
three fo six months if you are not on
freatment;

* You need to have your CD4 cell count
and viral load monitored regularly if you
are on freatment;

* You need to have Pap smears every 12

months (or six monthly if you've previously

had abnormal cells detected);

* You need to take antiretroviral drugs
exactly as directed;

* You need to consult your doctor if you
are having trouble with your treatment -
experiencing unacceptable side effects
or having real frouble taking the pills as
directed;

Tell your doctor about any medicines,
vitamins or hertos that you take regularly
or occasionally;

Do not take any preparation containing
St John’s Wort if you are taking
antiretroviral drugs;

You need to see your doctor if you are
planning pregnancy to discuss the best
way forward for you;

* You need to see your doctor immediately
if you become pregnant and have not got
a pregnancy management plan in place;
Wear sunscreen. Recent research shows
that people with HIV have a higher risk of
skin cancer;

Stop smoking;
Eat well, exercise and maintain a healthy
body mass index.

your doctor, you should consider any
symptoms you may have, and any other
drugs you are taking.

If you are resuming HIV treatment after
stopping therapy for any reason:

* Ask your doctor to conduct
resistance testing to choose drugs
that will work well for you;

* Discuss the reasons that you stopped
therapy to help choose the agents
that will best suit your lifestyle.

Treatments decisions are likely to be
influenced by your general well-being;
changes in your viral load or CD4-

cell count, side effects, your lifestyle,
whether you are planning pregnancy,
the availability of new treatments and
approaches, and finally your attitudes
to medicine.

There is a lot of information around
about freatment but you don’t have
to tfackle it all at once. Don’t be
intimidated! Explain to your doctor
that you need a reasonable timeframe
for making decisions. Depending on
circumstances, you may have several
months or several weeks to make a
decision about the way forward. You
can also ask for referral to material that
can help you make up your mind, such
as plain-language written material o
take away and consider.

You don’t have to rush intfo any
decision before you are ready for it.

In the end, which drugs you do or
don’t take is up to you, but knowing
your options will allow you to make an
informed decision.

Side effects

A side effect is a reaction or condition
that arises as a result of faking a

particular drug. The term usually refers
to adverse effects (or problems), like
nauseq, diarrhoeaq, or nerve damage.
You may find some side effects are
relatively minor and can be dealt with
fairly simply (for example, medications
can be prescribed for diarrhoea and
nauseq). Some people have no side
effects and continue on their first
regimen of drugs for years. Other people,
however, may have serious side effects.

There are three categories of side
effects: Short term side effects, chronic
or persistent side effects, and side effects
that emerge over time.

Short-term side effects are problems
that arise as soon as you start the drug
but offen subside over time — usually
within days or weeks. Rashes, vomiting
and jaundice are examples. Sometimes
these are called ‘induction’ side effects,
because they occur as your body
adjusts to the new medication, and
they can be infense, so speak to your
doctor if you are experiencing them.
The key to managing side effects is to
be forewarned by your doctor about
what to expect, so that you can then
organise to be supported through them;
taking time off from work or caring
responsibilities if possible. In some cases
there may be other medications you can
take to reduce the severity of certain
side effects.

Persistent side effects are those that

are ongoing while taking a particular
drug or drugs. They either need to be
controlled by other medications or, if the
side effects are unendurable, you need
to change your antirefrovirals. Diarrhoea
is a common example of a persistent side
effect that is freatable, and another is
changes in your central nervous system
(disturbed thinking, feeling ‘nervy’ and
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Short-term

Persistent

Emerging
over time

Management

Jaundice
(with
atazanavir)

Stay well-hydrated

Talk to your doctor about
medication options

Short-term

Persistent

Emerging
over time

Management

Rash

Report all rashes to your doctor:
Some are mild but others may be
serious and require medication
cessation

Use non-soap, non-scented
cleansers

Avoid very hot showers or baths
Protect rashes from sun exposure

Headache

Headache

Over-the-counter pain killers like
aspirin, paracetamol, ibuprofen,
codeine

For relief - Rest in a dark, cool room;
placing something cold over the
eyes; massaging the base of the skull
and temples

Avoid headache friggers like
caffeine, chocolate, red wine, lots of
citrus fruit, food additives like MSG,
cheese

Diarrhoea

Diarrhoea

Replenish fluids to avoid
dehydration

Consider anti-diarrhoea
medications like Imodium

Eat food high in soluble fibre (fibre
that absorbs liquid)

Avoid milk products, greasy or
sugary foods and foods with
insoluble fibre (like skins of fruit and
vegetables)

Codeine-containing painkillers can
help

Anemia

Have red blood cell count
checked every three months

Diet can help: Animal sources of
iron are meat, fish and poultry, non-

nimal sources are dark leafy greens,

asparagus and lima beans

Stop taking drugs associated with
anaemia and switch to something
else

Moderate anaemia responds to
medication while severe requires a
blood transfusion

Nausea/
vomiting

Nausea/
vomiting

Eating simple foods like bananas,
rice, cooked apple and dry toast
Herbal teas, particularly
peppermint, chamomile and
ginger

Maintaining hydration if you are
vomiting

Avoiding hot, spicy or greasy foods
Avoiding a completely empty
stomach (nibbling dry crackers
before getting out of bed and
having them during the day as
necessary)

Anfi-nausea medication

Changes in
body fat
distribution
(lipodystrophy)
and blood fats

Fish oils can help control blood fats

Medications can help control
abnormal fats

Treatment breaks have had limited
success in reversing body fat
changes, and may expose you to
the risk of disease progression and
death

Switching drugs have limited
success in reversing changes.
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nightmares), which usually is not treatable.

Long-term side effects (sometimes called
long-term toxicities) are those conditions
that develop over a long period of fime
using a particular drug or drugs. Examples
of this are peripheral neuropathy (a kind
of nerve damage) and lipodystrophy (a
fat distribution problem which can lead
to changes in your body shape).

There are some side effects which are
short ferm in some people (or with some
drugs), and persistent in others. You
may not know until you have been on
a drug for about a month whether the
side effects will subside or persist. If side
effects persist and you and your doctor
can’t come up with effective ways of
managing them, you will need fo switch
to different drugs.

Vomiting

If you vomit within an hour of taking
your medication, fake another dose
as your body will not have absorbed
the ARV (make sure you include all
relevant medications). If you vomit
more than an hour affer taking you
medication you don’t need to take
another dose.

Before going onto any antiretrovirals,
you should make sure your doctor is
clear with you about potential side
effects. Ask your doctor for written
information if possible. If you are
concerned, ask whether you can
also be given something to have on
hand in case you experience one of
the more common side effects (like
diarrhoea).

The question of long-term side effects
is more difficult. Some of the recent
research in women has shown that

women who are overweight before
commencing ARV are more likely to
experience changes to body shape
caused by fat accumulation, this long
term side effect is associated with
using some HIV treatments, especially
protease inhibitors. Being in a healthy
weight range for your height is a useful
health goal for any woman, but it is
not certain that it will protect you from
unwanted fat accumulation.

Side effects you may
experience

When you are on antiretroviral
freatment you may experience:

* no side effects;

e mild or unpleasant side effects;

* difficult but manageable side effects;

¢ side effects you are unable to
tolerate;

* serious side effects (rarely).

Two out of three women will
experience some side effects.

The most common side effects

experienced by women
firedness
nausea
vomiting
diarrhoea
muscle pains
headaches

changes in menstrual patterns
skin rashes

nightmares

peripheral neuropathy (tingling and
numbness in hands and feet)
changes in body shape (lipodystrophy)
changes in blood sugar and
cholesterol levels

Coping in the first few weeks

Side effects may be difficult fo manage
at first but some of them are really time-
limited and disappear after a period
of several weeks or up to two months.
Because the first two weeks on a new
freatment are the most difficult, you
might consider planning to take time
off work or organising childcare. Talk
to your doctor in detail about what

fo expect and which side effects are
known to settle, and which side effects
tend to be ongoing.

Some side effects may occur because
your combination therapy is interacting
with other drugs you are taking.

Make sure that you have told your

HIV doctor about all the other drugs
you use, including vitamin and herbal
supplements and recreational drugs.

Lipodystrophy
(changes in body shape)

A significant side effect linked to
antiretroviral freatments is a condition
known as lipodystrophy. The term refers
to the unusual or abnormal distribution
of fat throughout your body and is
linked to particular classes of drugs -
protease inhibitors are associated with
fat accumulation (lipohypertrophy,
where fat accumulates around the
frunk of the body, the breasts and
sometimes the upper back) and
nucleoside reverse transcriptase
inhibitors are linked with lipoatrophy (fat
loss from limbs, face and buttocks).

Increasingly the two patterns of fat
changes (loss in some areas and gains

in others) are seen as distinct. Not
everyone taking drugs from these classes
will get the conditions (the estimation is

that about 20% of people with HIV will
experience this, and women are more
likely to than men), and certain drugs
are more closely associated with the

conditions than others. Fat accumulation

tends to appear more quickly than fat
loss, but both syndromes tend to emerge
relatively slowly.

The strongest associations with specific
drugs are d4T with lipoatrophy and
ritonavir with lipohypertrophy. The drug
d4T is very rarely prescribed now in
Australia because of this association
and because there are other drugs
available that can give the same
antiviral control without this side effect.
Ritonavir, however, is very widely used
in small doses as a ‘booster” of other
drugs in the protease inhibitor class and
fat accumulation is likely to occur over
fime, particularly if the drug that ritonavir
is boosting, is also associated with
changes in fat distribution.

Older protease inhibitors such as
indinavir, nelfinavir and saquinavir are
also associated with fat accumulation,
while the older nucleoside analogues
including AZT and ddl are related to fat
loss. If you are taking any of the drugs in
this list you may want to be monitored
for signs or symptoms of body fat
changes. The NNRTI drug efavirenz has
also been associated with lipodystrophy,
particularly with breast enlargement.

Recent research shows that
lipodystrophy appears to be more
prevalent in women than in men

and arguably the negative effects of
changes in body and face shape are
experienced more acutely, because
such societal emphasis is placed

on women'’s appearance. The fat
accumulation associated with protease
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inhibitors may increase fat deposits
around your frunk and sometimes on

the back of the neck, and breasts can
become enlarged. At the same fime you
may lose fat from your arms, legs, botfom
and face. This can be distressing. The
physical appearance of lipodystrophy
may be mild, moderate or severe.

While the exact mechanisms that cause
lipodystrophy are imperfectly understood,
the changes are not simply cosmetic,
but are accompanied by underlying
metabolic changes in the way that the
body processes fats and sugars. There

is evidence that this increases women'’s
risk of cardiovascular disease (heart
attack and stroke). Women who are
taking anti-HIV drugs associated with fat
accumulation and higher levels of fatfs in
the blood (lipids) need to be monitored
and a change of HIV drugs or specific
lipid-lowering agents may be required.

If you are taking protease inhibitors, ask
your doctor to regularly monitor your
blood fats, glucose and cholesterol levels
for any changes.

Regarding the processing of sugar, the
evidence is less clear. Women with HIV
taking treatments have high rates of
blood sugar abnormailities (such as insulin
resistance and diabetes mellitus) but
recent studies show this o be linked with
body shape and fraditional risk factors like
being overweight or obese and having a
family history of albnormalities rather than
HIV freatments themselves.

Managing lipodystrophy

The first step in managing lipodystrophy
is to consider changing your HIV

drugs. Which drugs you change to

will be determined by your past HIV
drug history and any resistance or

infolerance that you might have.
However, there are some agents that
have significantly better profiles in terms
of avoiding lipodystrophy than others.

There is evidence that switching to

a protease inhibitor-sparing regimen
or switching to the newer protease
inhibitor atazanavir, can reverse some
of the metabolic disorders associated
with lipohypertrophy (fats in the
blood). For fat loss, switching from d4T
to abacavir and/or fenofovir may

be effective. AZT causes fat loss to a
lesser extent than d4T, but both AZT
and ddl are nevertheless associated
with the fat loss syndrome to a degree.
In the NNRTI class, nevirapine is not
associated with either lipoatrophy

or lipohypertrophy, while efavirenz

is associated with increasing lipids,
though to a lesser extent than the
proftease inhibitors.

Taking medication to reduce lipids
can be very effective in reducing
harmful levels of fats in the blood,
even while you continue taking the
protease inhibitors that increase lipid
levels. There is some evidence that fish
oils foo can be helpful for blood fats.
However, neither fish oils nor additional
medications have been shown to
reverse the physical appearance of
body fat accumulation to date.

Research in this area is ongoing, so
if you have experienced changes
in your body shape you should talk
to your doctor about the most up to
date research and put a treatment
plan together. However, long-term

avoidance of ARV is not a good option,

as not treating HIV when you need to
can be life-threatening.

Lifestyle factors are also really important

in reducing cardiovascular risks. So
being physically active, not smoking
and reducing dietary intake of ‘bad’
cholesterol (LDLs or low density
lipoproteins) and increasing ‘good’
cholesterol (HDL or high density
lipoproteins) all have important roles

to play - this means eating more olive oill
and omega-3 fish oils, and less animal fat.

Diet and exercise alone, however,
have not been shown to significantly
improve body shape changes
associated with lipodystrophy in clinical
studies. Although common sense
suggests that increasing lean muscle
mass and decreasing fat might mask
some of the changes (we all also know
that doing this is a lot easier said than
done.) Being overweight or obese
appears to increase the likelihood of
experiencing lipodystrophy for women.

Drug resistance

When HIV reproduces, it makes
thousands of copies of itself. Some

of these copies can have mistakes

or ‘mutations’, and these changed
copies will go on o reproduce further
copies of themselves. Sometimes, HIV
changes in such a way that it can
escape the control of antiretroviral
drugs. These copies can then go on
multiplying, unchecked by the drugs,
leading fo a whole new population of
virus which is resistant to one or more of
the drugs in your combination.

You may be able to change to
another combination that can work
against these resistant copies of HIV.
In some cases the HIV in your body
can develop resistance to other drugs
belonging to the same group. This is
called cross-resistance.

Avoiding resistance

It is more difficult for HIV to become
resistant to drugs if they are taken at the
right time and in the right amounts every
day. This is because the drugs need to
get info the body at optimal levels to fight
the virus effectively. Most importantly, do
not miss doses of your drugs.

Certain types of foods can also affect
drug levels or eating patterns, so if your
drugs have specific requirements related
to diet or meal times, it’s important to
observe them.

Missing doses or sporadically stopping
and starting therapy can seriously
increase the risk of resistance. It

is important that you do not stop
taking any antiretroviral drugs without
discussing it with your doctor because
there is a danger that your body will
develop resistance to drugs that you
have been using.

Stopping therapy

There has been considerable research
into the effects of stopping anti-HIV
freatment for periods of time, often called
‘structured freatment interruptions’.

When treatment is stopped, viral load
begins fo rise and CD4 cell counts falll.
Recent research has shown that if your
CD4 cell count is in the vicinity of 250-350
stopping therapy significantly increases
the risk of having an AIDS-defining illness
or dying. In addition, taking freatment
breaks may in fact increase, rather than
decrease the risk of side effects, including
serious side effects such as heart attack
and stroke (cardiovascular disease).
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There is also a risk of developing drug
resistance if you stop taking drugs in

an unplanned way, as HIV drugs stay
in the body for varying periods of time
(nevirapine and tenofovir, for example,
stay in your body for a long time

after dosing with levels dropping very
gradudally). If you have only one drug in
your system, you are applying selective
pressure to HIV that quickly results in
resistant strains emerging that can affect
your response to drugs in the future.

If you are experiencing side
effects

If you are finding treatment side
effects very unpleasant, you may be
considering stopping or changing
therapy. Research now indicates that
stopping tfreatment should be a last
resort that might further damage
your health.

Some side effects are most
pronounced for the first weeks of
taking a particular tfreatment, some
are persistent, and some emerge over
tfime (abnormal fat metabolism), so

it is important to determine where
your particular side effect fits into this
scheme, to work out how best to deal
with it

Stopping therapy and then re-starting
with the same agenfs is unlikely to be
an effective strategy with any side
effect, and if it is the kind of sympfom
that tends to disappear over time, it will
worsen the problem.

For side effects that emerge in the
long term, such as changes in faf
metabolism and body shape, taking
a short pause in therapy is not going
to reverse the conditions and taking a
longer treatment break could be very

dangerous for your health. Substituting
other ARV drugs is the best approach.
If drug resistance or drug intolerance
limits your anti-HIV drug options

there are other drugs that can reduce
side effects like high levels of fats in
the blood.

Financial reasons

If you are under financial stress, as
women with HIV frequently are, it can
be hard to find the co-payment for
combination ARV. If this is happening

to you, you are not alone, but it is an
indicator that you might need some
help organising your budget so that
your health needs are not last on the

list, For example, you may be able to
pay off utility bills slowly to find the cash
for your ARV. There are also financial
assistance programs for which you might
be eligible, such as the Bobby Goldsmith
Foundation (NSW) or the David Williams
Fund (Victoria). Call your local AIDS
Council, PLWHA organisation or positive
women’s group for information.

Changing therapy

No-one should have to live with
unbearable side effects.

When changing drugs, it is important
that you switch to a regimen that still
maintains antiviral potency.

While there are broad classes of
antiretroviral drugs, each agent is
slightly different to the others, and
certain drugs are more likely to cause
particular side effects than others. Some
people are more sensitive to drugs that
place particular stresses on the body,
such as people with pre-existing liver or
kidney complaints.

There is now evidence that changing
drugs can make a significant difference
to side effects, including long-term ones
like lipodystrophy.

Salvage therapy

Salvage therapy is the term used

for freatment regimens designed

for people who have experienced
detectable viral load on different
freatment combinations due to drug
resistant HIV. This is an area where
creative combinations of new and old
drugs can be tailored for individual
requirements, and where research is
ongoing. Every major HIV conference
announces new strategies to help
people who are highly treatment
experienced, and you or your

doctor can keep abreast of new
developments through the excellent
websites listed on page 11.

Joining a clinical trial can be a good
way of getfting access to new drugs
for salvage therapy if you are in this
position.

Women and clinical
research

Clinical research is the study of
medicines in the human body. Men
outnumber women overwhelmingly
as parficipants in clinical research,
and this is to women’s disadvantage
— there are significant differences in
men’s bodies and women’s, so women
need to be involved in research to
ensure that there is good, unbiased
information about how drugs work in
our bodies.

A lot is known about the ways to
reduce viral load in the human body
to prevent the immune deficiency,
opportunistic infections and death.
However, there are still some grey
areas: It is still not known when the best
time is to start freatment, what the best
drug combination is, and how best

to reduce side effects for all people.

In instances where there is no direct
evidence as to what would be the best
possible treatment for your individual
situation, your doctor may suggest that
you could participate in a clinical trial.
It is very important that the research is
explained very clearly to you, and that
you have the opportunity to discuss it
with other people such as a treatment
officer at an AIDS Council or PLWHA

group.

A clinical frial is used to fest the safety
and effects of new drugs, combinations
of drugs, and/or drug dosing sfrategies.

The point of a trial is that the outcome

is uncertain — it is hoped that the new
agent will offer an improvement, or that
a new strategy will offer benefit, but no-
one knows for sure.
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Access to
experimental drugs

Participating in clinical trials can give
you access to experimental drugs
that look better - more potent, less
inclined to cause side effects - than
currently available drugs. On the other
hand, there is a gamble involved,

and experimental freatments can turn
out fo have unexpected problems
associated with them, or to suppress
HIV less effectively than established
freatments.

Parficipation

It’s important if you are considering
p