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INTRODUCTION
In this issue of Poslink we have a group of people living with
HIV and their family members sharing their stories with you.
These narratives speak loudly about the experiences of HIV
and the way it can sometimes shape a family.
In Australia, unlike other non-western countries, HIV does
not strike at the core of family in terms of rapid disease
progression and continuous access to primary health care.
Mother-to-child (perinatal) transmission of HIV in Australia
is uncommon. The introduction of ARVs saw women living
with HIV, soon to be mothers, and their partners breathe
a sigh of relief. Women were able to conceive a child knowing
that the chances of it being born HIV free significantly
outweighed the chances of the baby being born with the
virus. We saw the dramatisation of babies born HIV free
on popular shows like ER.
In contrast, in non-western countries, women and children
are still disproportionately represented within HIV statistics
and AIDS mortality rates. HIV continues to strike at the
core of families around the world with continuing perinatal
transmission of HIV during pregnancy in the face of poor
access to ARV programs. International programs on this
subject area are still focused on mother-to-child HIV
transmission and access to treatments. In this edition,
we hear about the ‘hands on’ approach being taken by an
international program working with children.

We hear from an HIV positive man about his experience
of parenting and becoming a father through the use
of a sperm donor. A mother takes us on her journey about
understanding HIV when presented with her son’s HIV status.
A young woman talks about her diagnosis and her ongoing
pursuit of motherhood. A young man shares his account
of living with HIV his entire life. Penelope shares a powerful
story about a shift in her reaction to her mother’s disclosure.
And we hear a boy talk about his life with his positive mum.
The overriding theme within this issue is one of resilience.
Here we see it in Sarah’s mantra to keep her and her universe
strong, Nathan’s refusal of social stigma and the stories
of fathers when preparing to disclose to their children.
We end this issue with a very powerful story about the
importance of family for Rick and the new bond HIV has
facilitated between himself and his son. In contrast,
Xanda’s story is one where HIV does not figure into the
equation proving that some experiences are just about
being in a family, regardless of the presence of HIV.
Guy Hussey
Editor

In a post-ARV environment within Australia, the lived
experiences of PLHIV are predominantly about the social
stigma and discrimination they face and about strategies
on how to end HIV-related stigma. However, HIV transmission
still remains central to PLHIV experiences when planning
to have a family. In this edition, Dr Michelle Giles outlines
current risks associated with HIV transmission when planning
to have a child, including issues around mother-to-child
transmission of HIV and the options available for any PLHIV
considering conceiving a child.
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A TELEPHONE CALL I NEVER WANT TO FORGET
Penelope’s Story
I used to write quite a bit when I was
younger. I was an avid reader and
would draw inspiration from the
young adult books I powered through
in primary school. As I grew older
however, writing became therapeutic;
an outlet for an angry teenager.

Perhaps he thought he was giving me
the space he assumed teenagers need.
My written account of his response,
or lack thereof, however, is unmerciful.

“I knew she was drunk and
lonely and only telling me this
now because she felt left out”

holding her hand when she was given
her results? Was the person who
delivered the news kind to her?
Did someone offer her a ride home?
Was her boyfriend supportive? Was she
terrified to tell me? Is that why she was
so drunk she slurred her words when
she spoke with me on the phone?

Thankfully this story, which at the
time I was sure would win me several
literary awards for shock value alone,
Recently, in a never-ending effort
never made it further than the lines
to de-clutter my life, I came across
of the notebook it was written in.
one of my non-fiction stories, written
My mother passed away in 2005,
when I was 17 years old. It was a brutal, three years after she disclosed to her
scathing account of the time my
oldest daughter. She was 43. Coming
mother disclosed to me that she was
up on the 10 year anniversary of her
HIV-positive. I was in tears even before
death, I can’t help but reflect on that
I read it because I knew the words
phone call she made so long ago,
on the page would not showcase any
and I think about how different that
of the characteristics I’m proud to
story would be if I were to recall and
possess as an adult, such as tolerance,
write about the experience today.
kindness and non-judgement. When
For starters, before I even picked up a
I finally committed to reading it all the
pen, I would ask myself the questions
way through, sentences like
that haunt me to this day. Was anyone

and “well thanks Mom, but I didn’t want
to know” made me feel like I had been
punched in the gut.
It took me back to a very lonely place.
I was living with my father and his
girlfriend when my mother broke the
news to me, although my grandparents
were my legal guardians. In what I can
only imagine was a genuine attempt
to calm me down, my father and his
girlfriend were quick to dismiss the
magnitude of the situation, so much
so that we never spoke about it again.
I had only lived with my father for
about six months, and looking back,
he probably struggled as much as I did
to broach such a sensitive topic with
a young woman he didn’t really know.
4

Did she expect me to be angry, to lash
out and be mean? Because I was.
Or did she have more faith in me and
hope I would be accepting?

My biggest regret in life is not
being that person.
My biggest struggle is forgiving my
17 year-old self for not being that
person. I now work in the HIV sector
which is and continues to be an
emotional journey. It’s impossible not
to think about my mother every day
at work, which has been confronting

as I’ve spent the last 10 years avoiding
the thought of her because it’s been
too painful to recall my own actions.
But in doing so I’ve missed a million
opportunities to remember her
perfect smile.
I know there is a lot of discussion in this
sector around disclosing to children.
I can’t speak for everyone, but if I could
send a message to my father, who was
desperately trying to parent after losing
his kids almost 15 years prior, I would
ask him to wrap his arms around me,
even if I pulled away. There is an art
to opening a discussion without forcing
the issue and I would ask him to practice
it. And if I could send a message to my
mother, just before she picked up the
phone to make what had to have been
one of the hardest phone calls of her life,
I would ask her to be patient. Her news
changed my life, but at the time
I couldn’t see how it would change
it for the better. It has taken me over
a decade to realise that news I found
so confusing at the time has actually
given me purpose and direction,
both personally and professionally.
It’s devastating that my mom isn’t here
to see that. But maybe I should have
more faith in her. Maybe she knew all
along that I would come around in my
own time. Maybe she knew I would one
day become the woman I am today.

Either way, I put a picture
of her on my desk today.
I’m ready to think about her every
single day.
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A FATHER AND HIS SON

Peter’s Story

I was first diagnosed in 1988. The first time my partner
Maria went for an HIV test at a hospital clinic in 1990,
she fainted in the waiting room. She feared catching HIV
from me. I resuscitated her with a gentle touch on her face.
Maria has remained HIV negative.
In 2000, after years of marriage and buying a home,
Maria and I visited a counsellor at an HIV clinic, who had
helped us earlier in our relationship about safe sex.
This occasion we wanted advice on how to have a child.
We learnt that the Royal Women’s Hospital had a reproductive
clinic that offered sperm insemination for couples.
Our only option to make a baby before then was to risk sex
without a condom. We weren’t prepared to take that risk
of Maria possibly catching HIV from me. I wasn’t using HAART
and medical techniques such as centrifugal sperm washing
– which produced laboratory separation of HIV from male
semen – were not yet readily available and is still not 100%
risk free on HIV transmission.
Maria and I were shown folders of anonymous sperm donors
at the reproductive clinic. In 2001 new Victorian legislation
required sperm donors to consent to a child having access
at age 18 to the donor’s identity. The Royal Women’s
Hospital had lost the majority of its sperm bank donors after
that legislation. There were less than 10 donors that we
could choose from. We were comforted by knowing these
anonymous men were prepared to meet a child, who may
upon maturity have a curiosity to meet their biological donor.
We chose a donor who had a history of longevity in his family.
He was a computer programmer who wrote on the hospital
fact sheet that he wanted other couples to experience the
love involved with parenthood. He seemed healthy and sane
as we could judge from his answers on a few pieces piece
of paper. He was also six foot four, which did seem a bit
unusual but he seemed the right choice after all things
were considered.
It took six sperm inseminations for Maria to become pregnant.
It wasn’t an easy process for her physically. It was also a hard
time for her emotionally, as Maria had never been able
to disclose my HIV status to her Greek Orthodox parents.
She did however decide to disclose to them that she was
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using a sperm donor. She told her parents and sister that
my sperm was infertile, instead of the real reason. I was
present beside Maria at the birth and have shared caring for
our son, Nick, ever since.
Nick’s health suffered in the first four years from acute
eczema. He itched and scratched so much that his skin
often formed little trickles of blood over which we smoothed
lotions. Occasionally he lashed out in physical frustration
and scratched us on the face. Maria worried that he might
scratch my face and then scratch himself and somehow
catch HIV. When I related this concern to my HIV specialist
doctor, he shook his head and said there was zero evidence
of it being possible to contract the virus that way.
We began to argue more as a couple. We also decided
it was best for me not to hold our baby unless he was
swaddled, although I resented feeling as if I were a risk
to him. I unfortunately developed maximum viral load
in the first year of my son’s life. This fact seemed to increase
unrealistic fears in our family regarding my being infectious.
So I immediately decided to go onto HIV treatments and
went to undetectable viral load within a few months.
So I started to hold my son again.
Maria and I separated before our son was three. I had
resigned from my steady work while unwell with an AIDS
defining illness the previous year. I also started in that
period to regularly use marijuana to help increase my
appetite, resulting in occasional mood swings. I also became
emotionally withdrawn from Maria. I started to doubt
myself as a parent and husband and decided to move into
emergency housing.
We saw a solicitor and I legally signed over my share
of our home to Maria. This one act of giving created good
will between us and in return I’ve been privileged to have
access 40% of each week with Nick ever since. He has
suffered the feeling of having two separate parents but also
has never witnessed any heated arguments between us that
he could remember.
My mental health improved by attending university and
later gaining employment that I could physically manage.
Our son Nick is now almost a teenager. He is already a few

One of the kids is fully aware of HIV
in our family, while the other child
is too young still to be told.

centimetres short of my own height and recently was voted
school captain in his last year at primary school. He excels
in maths and computers, which is interesting as his biological
donor is a computer scientist.
We disclosed my HIV status to Nick when he was nine.
Nick had grown up seeing me taking tablets. We just said that
daddy had a blood bug without getting too scientific. We said
my health was great and the blood bug was a bit like a game
he played called Pacman – the tablets were the good Pacman
eating the bad blood bug. Then he asked if I could win the
game. So we needed to explain how the blood bug sometimes
hid in places that the good Pacman could never find.
Nick gained increased sensitivity about living with HIV
by attending Camp Seaside. It helped him to see that there
were other families like ours. HIV wasn’t discussed amongst
the kids at camp. This experience at family camp helped him
to meet HIV community and to have fun with them.
We also began to talk about HIV more afterwards.
When Nick was 10, Maria and I revealed to him all the
information about the sperm donation. Teenage years
are challenging and we decided our son needed to know
how he was created before reaching puberty. I personally
feared the impact of this disclosure upon my relationship
with him. Would I lose any closeness with him?
Counsellors told us to mention that we had a good reason
to get help to make him in a special way; we didn’t want
mum or him to catch the blood bug. We also reassured him
that I was always going to be dad.
Maria recently asked him in 2012 if he ever thought he
wanted to have contact with his biological donor at 18.
Nick replied that dad was doing “a pretty good job so far”
and so he would wait and see.
Last year I met an HIV positive woman from an African
background who works in Australia and we are now engaged.
She has a four-year-old daughter. My family now involves four
different cultures and two children with HIV positive parents.
One of the kids is fully aware of HIV in our family, while the
other child is too young still to be told. I’m 48 now and
am confident enough about my health to buy a family
home again.

A WORD FROM
STRAIGHT ARROWS
Straight Arrows provides care
faced the same challenges offers
and support to heterosexual
hope to prospective parents
people living with HIV, their
and families struggling with the
partners and families. Families
challenges of living with HIV.
living with or affected by HIV
Straight Arrows run a number
face some unique challenges.
of programs specifically for
While advances in treatment
families. Camp Seaside, our
mean that people living with
annual family camp, is a great
HIV can expect to live a long
chance for families living with
and healthy life, the stigma that
and affected by HIV to connect
surrounds HIV means that many
with each other, renew old
families feel isolated from their
friendships, make new friends
regular social networks and are
and provide each other with
unable to openly discuss the
emotional support. For the kids
challenges they face in becoming
it is time out from regular life
parents, maintaining their health,
and a chance to experience new
living with a chronic medical
challenges. In the words of one
condition and talking to their
participant at a recent camp,
children about HIV. Straight
“I wish Camp Seaside went for a
Arrows’ programs aim to help
week. It’s the first time I’ve been
overcome that isolation and
able to relax in years.” Straight
empower families affected
Arrows also holds regular
by HIV to thrive.
family fun days and an annual
Peer support is central to Straight Christmas party.
Arrows’ work. Peer support
For more information on the
workers are able to help parents
support Straight Arrows
and families living with HIV by
offers to families call
providing emotional support and
03 9863 9414 or email
referrals to appropriate services.
info@straightarrows.org.au
For many people, just being
able to talk to someone who has
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ME, DAD
AND THE DOG
Nathan’s story

At home the family unit is just dad,
me and the family dog. My mum passed
away a couple of days before my second
birthday. It was a long time ago now.
I have two half-brothers, one I possibly
will never meet. He is from my
dad’s past and I don’t think my dad
particularly wants to go back there.
So I have two half siblings, a half brother
and a half sister who live in Canberra.
I interact with them on a pretty regular
basis. There have been additions
to the house over the years; people
coming to live with us, dad trying
out a relationship here and there.
There have been some moments but
the family unit works alright.

I was born three months early.
There were no doubts that I was
not going to be born HIV positive.
It was always the likely thing to happen.
The important thing when I was born
was not HIV but that I was able to
breathe properly in the first six to
eight weeks. This was the big worry.

I was born during the time where there
were no HIV medications; they were all
just becoming available. There was
no information available at the time

I was always aware of being HIV
positive, it was never hidden from me.
I have known I was living with
something - HIV - since the get go.
There were never really ever any ifs
or buts around telling me. For me
it was good to experience it this way
rather than having to come to terms
with it later on. I know a lot of kids
who have had it presented to them later
on during adolescent years. I always
knew what the medications I was taking
were for and the reason behind all the

on how to prevent HIV crossing the
placenta and no any information
available about preventing mother-tochild transmission. My mum was living
with ‘full blown AIDS’ when I was born.

visits to the doctors. Knowing since
that young age has been good as I know
how to live with HIV. It is not all of me,
it does not dictate my life and I am
more than it.
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In the beginning years we had a lot
of support and help from the Children’s
Hospital through the ID unit there
access to medications and support for
my dad as they knew the back story
about mum and the life which they
both had come from. My Dad is also
positive. He sort of changed everything
about his lifestyle when I was born.
I have been fortunate to have really
good experiences at school. I am very
academic and would challenge myself
through school. We (Dad and I) did full
disclosure at pre-school and primary
school. We received a really good
response to this. I still have a big card
signed from all the families who were
in attendance at the pre-school one.
We repeated it again for primary school,
and the hospital came in to the school
and spoke with the staff and kids in
my year. Again there was no negative
response to us doing this. We never
came across any negative stigma.
I was very lucky. Actually, people
in general were really supportive.

January – March 2015

I was very lucky in that respect. School
went out of its way to do a lot of things
for us; for example if Dad was not able
to pick me up for some reason, teacher
would sort out a ride home for me.
High school was a little bit different.
I was not as open. I did not do the full
disclosure similar to what we had taken
part in with the previous schools. I was
lucky though, as a lot of the kids from
primary school then followed on to
the same high school as me. So there
was really no need to worry about
disclosing because a proportion of
them already knew. Of course the staff
needed to be told.
I was actually able to receive a lot
of assistance from the ‘Board of Studies’
during the secondary school period.
During the first couple of years the
school provided a lot of support and
they went out of their way to help,
like if Dad was ill they would even

go as far as arranging a pick up
or drop off for me. I got really involved
in extra curricula activities during my
secondary school years. I was able to
develop a lot of meaningful friendships
through this involvement and I always
had someone to talk to if I needed to.
Another example of how supportive
they were was when I applied for
‘special provisions’ when trying for
HSC and my school went out of the way
to support my application. I was again
very fortunate to have experienced
school this way. I know a lot of my other
positive friends did not share in this
experience. They talk about having
to go it alone with very little support
from the educational institution.

that there are other people and kids
out there just like me, even though
we all have a different story and come
from different places. Growing up HIV
positive has been a really good way of
meeting people. We can rely on each
other for support and we don’t need to
go out of our way to link in with external
support - it has always been like that.
We are all also around a similar age,
we all sort of grew up together and are
there to support each other. The camps
were possibly the biggest event which
brought us all together.

I went to all the Camp Good Time1 until
I was 18. I went to a lot of ‘poz kids
camps’. So I have been around other

I also attended Camp Seaside2 for the
longest time, five or six times at least.
They did not have a lot of kids with HIV
willing to attend in Victoria. It’s not like
I was making up numbers, they just
needed more kids with HIV there.
I knew a few of them and they weren’t

kids living with HIV at times throughout
my life. It has been good understanding

happy to be as open about their status
as I am. I feel attending all the camps

1 Camp Goodtime is a camp run for children living with HIV
out of Sydney Children’s Hospital
2 Camp Seaside is described in a ‘A word from Straight Arrows’
9
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really helped with my own development
and who I am. It’s kind of hard now
that it has all finished since turning 18.
There is actually a real gap in support
services at this age - everything which
you have been able to attend because
you’re HIV positive has really ceased
to exist. There does not seem to be
much for 18 – 25 years old and it can
be difficult at times.
For the first few years after 18 it is
especially hard as there was always
something going on to get involved
with prior to that age. You would look
forward to it every year and you knew
you would be seeing people who you
had not seen or heard from since the
last camp. It seemed to be a nice way
to get everyone together where you
could get things off your mind and just
relax and not worry about people being
all judgemental since everyone was
there for the same reason.

confidence. My first relationship with
a negative person was also okay.
One of their parents was living with HIV.
She was comfortable with everything
but the relationship did not really
go that far.
The relationship I had after that was
my first real long-term relationship.
It was with a negative person and they
were fine with everything but their
parents were very hesitant at first.
But I think they soon realised early
on that I was actually very mature for
my age. They knew I understood how
to be safe, so it was a relationship with
sex and everything. Dad had drilled
‘safe sex’ into me from a very early
age. “You can give this to someone else.
You need to be safe. You need to take
precautions. You need to use condoms”.

I’ve just turned 21. It’s a pretty
big achievement considering the
circumstances. Health-wise things
are going really well too. The care
was and has been pretty complex for
a while now. I have had quite a few
complications over the past few years
with most of them out of my own doing,
e.g. choosing not to take medications
regularly and things like that. But I am
stable now and back to once a month
appointments at the moment. I actually
had a doctor’s appointment yesterday
which went well. I am down to an
undetectable viral load and have been
for about six months now. Everything
is working out well and I am capable
of maintaining it all again.

My next relationship was really my first
serious one. We were living together for
over a year and a half. As you would
expect at that age, we were regularly
having sex. We did have an incident
where the condom broke and my
girlfriend had to go on post-exposureprophylaxis. Her family really weren’t
happy about this. They have never
really liked me to begin with. I think
their dislike was a bit about my status
but also about me and my family.
Her father was in the police force.
He had run a criminal history check
on members of my family and it showed
up extensive criminal activity for one
of my family members. This combined
with my status was actually what they
did not like. They never bothered to
understand HIV as they feared that
their daughter would become positive.

My first time experiencing any intimacy

I am currently in a relationship with

was sort of different. I was in a positive
space [camp] with other positive
people around and it was with another
positive person. In retrospect, it was
easier, it was safer and I had more

a lovely lady who lives in Queensland,
so we are just doing the long distance
thing at the moment but we make it
work. I must admit technology helps.
Moving is not really an option for her
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but I hope to move up there next year.
I am currently working on a casual basis
but the hours are pretty consistent.
It allows me to pay the bills and
I am happy with that, living sort
of day by day. But I am looking at
beginning to study sometime soon,
hopefully by mid-year. I’d like to
study travel, tourism and hospitality
or do something within community
development. I think community
services type of work will tie in with
being positive. I would like to also
either move out of home soon or save
up and head overseas. It will all be fun
and a bit of a challenge I am looking
forward to embracing.
I learnt a long time ago that I cannot
necessary change what people think
about me. I learnt to really try and
not let it affect me. I don’t know if
I have developed resilience over the
years or it has just been with me for
a period of time. I have always had
the attitude that people are going
to have their own opinions and
thoughts about HIV. I have my own
opinions too. They make me what I am.
I am not going to let their one opinion
affect me. In the rare instance when
I did have a negative experience and
I was like if I can’t laugh about this
[HIV] am I really living with it?’ It is not
something I can change about myself.
It is me.
At its most simple, if they don’t like
me I don’t care.
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XANDA AND HIS MUM
I am 12 years old, I love sports and I live on a 21 acre property at Eltham.
I love living there. It’s cool. I like that my home is big and has lots of space with lots
of trees. You can run around there and ride the motorbike. My friends come over
and play all the time. School is going good for me. My favourite subjects are maths,
science and sport.
My mum and dad are divorced. I live half time in each house. I swap over daily
and spend every other weekend with my mum. There are more rules at my Dad’s
house than at Mum’s house. My two homes are about 30 minutes apart. I have six
siblings – two half-sisters, a half-brother and then three step-sisters!
My mum is fit, active, healthy, calm and very loving. I never hear anyone talk about
her any different to this. They say “she is strong, fit and healthy”. I have compared
my mum to some of my friend’s mothers in the past but not in a bad way, definitely
a good way. She is not very strict with rules. I reckon it’s good as when I grow up
I already have the freedom and know how to make decisions. She allows me to
make some of my own decisions. I trust my mum 100% and I tell her everything
that goes on. I would not be afraid to tell my mum anything. I would just be honest
and then I would not get in as much trouble over something I did wrong. I just trust
her because she is my mum. My parents are my main people.

Editor’s comment:
There are two articles in this issue of Poslink
where HIV has been present for all of the
contributor’s life.
In Xanda’s story we hear an account where
HIV does not gain a mention, despite his
mother living openly and publicly with
HIV for all of his life. Xanda does not speak
of sharing any of the stigma or discrimination
his mother has experienced.
In contrast, Nathan speaks very eloquently
about living his entire life with HIV with
a resounding resilience. Stigma and
discrimination do not feature within
his story either and in the instance they
do, they don’t seem to affect him.

My mum is special.
Xanda was asked what message needs to be sent about HIV. He said at its most
simple, “there needs to be more awareness”.
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HIV IS WITH ME…
Sarah’s story

My name is Sarah and I am 31 years old. Three and a half
years ago I received a call from my partner whilst living
in London. He told me he was at a local HIV clinic and had
just been diagnosed as HIV positive. I thought he was joking.
I went straight down to have a test done but I did not need
a test result to tell me I was also HIV positive. I had
contracted the virus from him, my now ex-partner,
who had acquired it through the course of our eight
year relationship.
Growing up I wanted the whole package (husband and
children, house with the picket fence and so on). It has never
occurred to me that I would not have children, a family or be
a mother. I always knew I wanted to be a mum. This did not
change when I received my diagnosis. I don’t know where the
information came from but at the time of my diagnosis
I just inherently knew that women living with HIV could
still be mothers of HIV negative babies. I just knew it was
possible. I knew the HIV wouldn’t be an issue. The irony
is that it was the first question my ex-partner asked the
doctors when I was diagnosed ‘will she still be able to
have children?’ But children were never an option in that
relationship for me. We had never discussed having children
and it had never crossed my mind to start a family with him.
After returning to Australia and meeting some other positive
women who had children born HIV free, it just confirmed
my thoughts – it is possible and it is normal to have a HIV
negative baby. I still want children but it’s not ever been the
main focus of my life. Being diagnosed with HIV did not really
change that, there really was no change mentally for me.
It is however still a bit scary when I think about it. You take
the right medication, you take the right precautions but there
is still a chance – however small it may be – that they might
be born with HIV. It could happen. But you do just have
to get over it because it is not going to change. The drugs are
getting better so that chances (of HIV transmission to the
baby) are even more minimal.
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EVERY DAY
Striving for the package is hard. I need a partner for the
package. I need people to know about my status. I like
most of all being completely open with people. I like being
around people who know about my status – they are people
to whom it doesn’t matter. I don’t like the feeling of hiding
it from people. I am not saying that anyone has a right
to know, but it is a lot more liberating for people to just
know. I want people to know me 100% and understand

The process to getting to motherhood is the scary part
– it’s about the 3%. You are going out, you’re having a good
time and you kiss a boy. How exciting. You meet up and you
kiss again and that’s fine. From there your wall is up and
you don’t want to let anyone in. You are so frightened of the
reaction. What is going to come at you if they find out?
Say you did have sex and then you tell them? It should
be their choice. But sometimes it does not happen like that,

what makes me who I am. In particular, I need my friends
to know. I need them to know for me. I need them to know
so they can be there for me when I need them.

so do you then just shut it off and cut them out of what’s
going on when they could be potentially a great partner
or a great mate? You don’t know. It’s the scariest thing
of all. The fear of rejection due to HIV – everyone has a fear
of rejection and this is just something you just can’t change.
There is nothing you can do about it. You can only be as okay
as you can be within yourself and project that onto the other
person so they don’t get sacred. You do go and tell them.
It still remains easier said than done.

HIV is with me every day. Well, it is and then it isn’t. It’s hard
to describe. 97% of the time, day-to-day life is good – great
even – it’s better than it ever was. Since diagnosis, I have
refocussed my life on what’s important to me – friendships,
relationships and my own fulfilment – and by making my life
the best by doing the things I love.
But then there are times like when I go to yoga, and it’s
during the last two minute meditation that I don’t always
almost cry but I sit there and I say to myself:

I am sorry (for mistreating you)
Please forgive me
Thank you (for healing me)
I love you
I say this in reference to attaining HIV.
Thankfully my health is good and my mind is able to cope
with all the stress that sometimes comes with living with HIV.
I know there are a lot of people out there that have a very
different struggle to me. So it is there, every Sunday,
when I do yoga that I thank the universe. I was definitely
not looking after myself before and I got my arse kicked.
It is always around but not always upsetting. It’s fulfilling
when you can volunteer and help other people. I can now
have a discussion freely without tears and a general chat
or discussion with someone not relating to disclosure.

I thought after returning from travelling that I would be ready
to be in the dating game, but as soon as I was back in Australia
I was like NO. You meet a person and you have it in your brain
that you have to tell them because you know the longer you
wait the harder it is to hold it back and the worse it gets.
You have to pick the right moment. This is like 3% of the
horribleness. The other 97% of my life with HIV is great.
It’s amazing. But when that 3% hits you, it hits you like a tonne
of bricks and the people around you can do all that they want
to help you, say the right things and to reassure you that
everything will actually be ok (even you know in your mind that
this is the case – it will be okay). But it still hits. For the longest
time I put up a protective barrier because I knew it was
important to not like anyone too much because if you like
them too much, you get yourself into an emotional pickle.
The first time I disclosed to a potential partner I was drunk.
It was not rushed; we had been getting to know each other
for a couple of months. He was like “I like you but I don’t have
room for HIV – life is already too full”. Credit to him, he was
a single parent and did not have a lot of time. I was really sad
the following day but it was not about how he responded.
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It was about the fact that this is what I am going to have
to continually do (disclose) and face reactions for the next
50 years. This made me really sad.
The second time I disclosed was very recently. There were
still lots of tears and it wasn’t because I had not allowed
myself to open up to that point. It was just over the fear
that the other person was going to be mad. You just don’t
know a person’s perceptions, their fears, level of social
education, where they have been in life etc. You don’t have
this information this early on. You have only been on two
dates holding hands and kissing. But due to the pace it was
all moving at and my desire for it to go to the next level,
I needed this person to know. So I attempted to set it up
so that we would be able to have a discussion that evening.
But the person was being very persistent with wanting
to know what we would be talking about, why so serious?
They were asking a lot of questions. Do you have children?
Are you married? Are you divorced? They then guessed
it must have been something to do with my health. I kept
saying just wait for a little while and we will talk. But they
continued to be very persistent. I told him through a text.
Secretly, this had been my preferred way to disclose but
I had intended not to do it this way. But he had already
arrived at the point of guessing that it may be something
about my health after asking all the other questions.
We did meet up that evening. The disclosure was not central
to the catch up. We just watched a movie and relaxed.
It is still very new. Whenever I disclose, I always wonder
how I would have reacted in this situation before my own
diagnosis? If I was just told after having sex with someone for
instance, I would have felt betrayed. I can’t help not think
like that. I think of every negative and positive outcome in my
head but I try not to allow the positive ones to stay for too
long .just so I don’t get my hopes up. I need to work on this
and with more experience I’m sure it will change.
HIV is with me every day but fast forward and it is now
almost four years later. I love travelling, just recently
spending over eight months in South and Central America.
I spent a lot of time volunteering at an orphanage.
The children had lost their parents to HIV and were living
with HIV themselves. I was amazed at the lack of HIV specific
support available to them. The orphanage is housed within
an organisation that works with grown men and women
living with HIV. However the services for the adults were not
made available to the children. I tried to change this whilst
there. The children all knew they were living with HIV and
they knew why their parents were no longer around to take
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care of them. Even so I was the first positive person who
spent time and talked to them about HIV. The manager of the
orphanage asked me if I was able to talk to them about HIV
after they had got to know me. So I talked about myself and
my diagnosis with them. They were in tears. I was in tears
afterwards. No one had spoken to them about it before. I
knew I did not want to cry in front of them, it was extremely
hard. It was the hardest hour of the week for me. I then
spoke to them about HIV for one hour once a week for the
remainder of my time there. Thankfully by the end there were
no more tears, just hugs and love.
This will be the same for my own children. I know, based on
my experiences at the orphanage, I will be able to talk to my
children about living with HIV from an early age. I might not
be able to talk to them about HIV itself, the disease specifics,
but they will have an understanding of why their mum needs
to take tablets, watch her health and see a doctor on a
regular basis. I will equip them with enough information from
an early age to understand. I won’t give it all to them. They
don’t need to be confused by the meaning of all the tests,
they don’t need that. But they will learn enough to know that
“mummy has a disease in her blood and needs to go and
have blood tests to make sure everything is ok”.
I used to believe that I needed to understand the purpose
behind the diagnosis. It used to drive me. I needed to
understand the wider purpose of why it chose me, and how
I could use it. I used to believe there was some greater
meaning to it. I now know this was just the initial question.
The actual question I was waiting to ask was “what is the
purpose of my life?” HIV just came along first. I now can’t
even imagine my life without HIV.
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HOW FAR HAS AUSTRALIA COME ON CHILDREN’S RIGHTS IN 25 YEARS?
ALISON BOUGHEY & AUTUMN PIERCE, POSITIVE WOMEN VICTORIA
2015 marks the 25th anniversary of the United Nations
Convention on the Rights of the Child (UNCRC). This treaty
outlines a set of civil, political, economic, social, health and
cultural rights of children that are binding to all signatory
nations, of which Australia is one. The treaty acknowledges
that, by virtue of their physical and mental immaturity,
children require special safeguards and care1. 25 years on,
millions of children around the world still live in poverty,
are homeless or nationless or are victims of war, violence,
illness or abuse.

For Australian women living with HIV, it is important not
only to them, but to their children, that they receive ongoing
support and recognition. Positive Women Victoria (PWV)
is the only community-based organisation specifically funded
to support women living with HIV in Australia. PWV provides
peer support, information and advocacy for women living
with HIV in Victoria. For over 25 years PWV has responded
to the changing needs of women living with HIV, recognising
the impact that gender has on the way women experience
HIV and addressing the specific needs and emerging issues
that affect women with HIV in Victoria.

In 2009, Australia adopted a national framework for
the protection of its children. Despite this, hundreds of
On behalf of children of parents living with HIV, PWV are
thousands of Australian children live in a state of poverty
committed to:
and instability. According to the Australian Council of Social
• Securing ongoing funding that is targeted at supporting
Services, in 2012 more than 600,000 Australian children
women living with HIV – acknowledging that whilst
were living ‘below the most austere poverty line widely
in Australia women are a minority of the HIV population,
used in international research (50% of median income)’.
their needs, and those of their children are complex
In addition, women are significantly more likely to experience
and diverse
poverty than men as are Aboriginal and Torres Strait Islander
• Improving the surveillance data to capture more accurate
People, people born in countries where the main language
information about women and children, including
is not English and people with a disability2.
enabling broad access to gender-segregated data that
In 2012, just under 50% of HIV-positive women in Australia
will enable service providers to more accurately
were living below the poverty line3. On its own, this figure
determine the scope and nature of the diverse needs
is concerning; however given the lack of research around
of women and their children
the impact of a parent’s HIV experience on children,
the potential compounded effect on the health and wellbeing • Advocating for the recognition of women as a priority
population in the national and state HIV strategies
of children also living in poverty is cause for alarm. From the
data that we do have, we know 119 of the 1058 people who • Supporting harder to reach women such as those from
participated in the HIV Futures Seven survey were parents.
Aboriginal and Torres Strait Islander communities
A significantly higher percentage of women (71%) indicated
and women from culturally and linguistically diverse
they had children, compared with men (14%)4.
communities
Given the high proportion of women with HIV who live below
the poverty line, and the high proportion of women with
HIV who have dependent children, it is important that we
recognise women as a priority population when we plan
service provision to affected individuals, family units and
communities in Australia. We know from evaluation
of programs around the world that economic investment
in women translates into better outcomes for children
as women usually invest a higher proportion of their
earnings in their families and communities than men5.

•

Examining the contemporary needs of women living
with HIV in a post-anti-retroviral therapy world.

1 United Nations Human Rights, Office of the High Commissioner
for Human Rights Convention on the Rights of the Child
September 1990 http://www.ohchr.org/EN/ProfessionalInterest/
Pages/CRC.aspx Viewed March 2015
2 Australian Council of Social Service Poverty in Australia 2014
3 Koelmeyer R, McDonald K, Grierson J, Beyond the Data: distinct
features and experiences of women living with HIV in Australia
HIV Australia Volume 9, No.4 February 2012 p8
4 Power J, HIV Futures Seven, Data on number of children
The Australian Research Centre in Sex, Health and Society,
La Trobe University March 2015
5 Women’s economic empowerment The OECD DAC Network
on Gender Equality (GENDERNET) OECD 2012
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A STORY ABOUT HOPE
DAVID MCAULEY
HOPE for Cambodian Children Foundation was established
in 2008 and has been working across a number of rural
villages in Cambodia responding to the impact of HIV and
AIDS on children and families. Our work initially focused
on children who had been orphaned or abandoned because
of the physical and social impacts of HIV and AIDS in these
areas. Many of these children were living with HIV and
a large majority had already lost their parents or guardians.
Our initial care programs responded to this need by setting
up residential care in small groups of homes to provide
a family-like environment for children. This facilitated
access to medical and therapeutic care.
Like many non-government organisations we learnt more
by working and by listening over a long period on time.
We started to change how we did things by observing the
patterns of how HIV and AIDS were coming into families,
why children were being cut off from parents and why they
were presenting in need of residential care.
In 2011 we started Mother 2 Baby, supporting mothers
living with HIV in the later stages of pregnancy and in the
first two years after birth to safely care for their babies.
The aim of this program was to give women support,
strategies and resources they needed to manage their
health while still caring for their baby.
Since then over 100 mothers living with HIV have come
through the program, and given birth to over 100 babies
who are all HIV negative. The program is now a joint program
with the Provincial Hospital and the local AIDS Committee.
We are proud of what these wonderful women have been
able to accomplish with the support of our local team.
All of the children and young people who lived with
us at HOPE in the residential care programs have now
returned to live with extended family, guardians or in foster
care. They continue to receive high quality care through
outreach medical support, social work (as well as food),
resources and study materials. HOPE has now mobilised
all of our support to respond to community needs in outreach
settings by providing a balance of ongoing medical
support and prevention programs. This is how we feel
we can best respond to the impact of HIV and AIDS in rural
areas of Cambodia.

Kakada was eight years old when his mother passed away
from illnesses associated with HIV. His father had died
a couple of years before this. He had been living with her
in the local hospital during the final months of her illness.
He did not know anyone else in his family, they had been
forced to leave the village where they had lived (his father’s
village) when it was discovered that both he and his mother
were HIV positive.
Kadada came to live in the HOPE residential care program
and quickly adjusted to living with his housemother and
other children. He enrolled in school for the first time and
started adhering to medication which drastically improved
his health. Kakada lived in care for close to four years and
during this time he worked with social workers on developing
his connection with the local community and locating
relatives. Through this support, the social workers helped
establish a connection to his maternal grandmother and
aunt and assisted them to move into a nearby house where
Kakada could return to live with them.
Now Kakada lives with his family, he attends a local
school and receives weekly visits from social workers and
nurses. Kakada has learnt to manage his own medication
and the steps he needs to take to keep himself healthy.
He is an intelligent, engaging and passionate young man
that has a bright future ahead of him. HOPE is committed
to continuing to support him and to expand our prevention
programs such as Mother 2 Baby, in the hope that other
young Cambodians don’t have to experience the same
pain and loss.
For more information go to:
www.hopeforcambodianchildren.org
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A MOTHER’S
PERSPECTIVE
Carol’s story

I am an ordinary mother. I married young
and had three beautiful children. I was
fortunate enough not to have to work
and to be able to stay at home to enjoy
being a mother and a wife. I watched my
children grow and I had all the hopes
and dreams that a parent has.
Maybe they would grow up to be
doctors or lawyers, or firemen or
ambulance drivers, I didn’t really care,
as long as they were independent and
most of all happy.
At around the age of 17, our only son
suddenly left home and went to live
with an older man. This wasn’t what
we had had in mind for him.
There were many thoughts and feelings
at this time. It was a long time ago now
but I still remember the almost physical
pain of feeling we had somehow failed
him, that we hadn’t been good parents.
I guess that on reflection as a mother,
I had the traditional picture in my
head of a white wedding and lots of
grandchildren one day.

I may be a little different
in that I wanted the
grandchildren for him not me.
I wanted to know that he would have
a family when I was gone in years
to come, that he had children and
grandchildren that would love him and
look after him. I still have concerns
about this if I am honest.
Another worry was his safety and
security; would his being different make
him a target? I thought it would and was
afraid for him. I became more aware
of the nasty jokes, or reports of ‘gay
bashing’, and

I assumed that sooner or later
he would contract AIDS and
die young.
I saw the grim reaper ads on TV a long
time ago, and had read about the
AIDS virus sweeping the world and
killing all in its path – of children being
left orphans and sick babies being

born with it and dying. I guess it was
perpetuated through the media that
the gay community was most at risk
of catching and spreading this virus.
I don’t even now remember any other
social groups being discussed. I don’t
remember anything actually being
explained about the virus, or maybe
I just didn’t want to listen. But I didn’t
know about HIV; for many years I
thought you got just AIDS and died.
We talked about safe sex as much
parents can to an adult child and
just hoped. However, our son has
always been a private person and very
independent. Over the last few years
we noticed changes in his health.
He was getting sick a lot. Colds would
turn into bad infections and he went
to hospital for IV treatment. He was
always such a healthy person, it didn’t
seem right. We were very concerned
and worried, we wanted to help and
support him but often felt there was
a line drawn in the sand, a barrier
that we were not allowed past.
19
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We are a large close extended family
and we are always there for each other,
but how can you support someone
when they can’t tell you what they
need? We were worried that one day
it would be a knock at the door,
and no family wants that.
My daughters are both experienced
researchers and both came to the
agreement that he was most likely HIV
positive. We asked him many times
over the years, but never received
a direct answer, although he never
denied it either. The fact that he never
denied it made us surer that we were
right. We were very concerned about
his failing health and even went to his
house once to visit him and while he
went out for a few minutes we looked
for medications. Actually when he came
back he laughed and said, “did you find
anything then?” We had; we looked
them up and found out they were antiretroviral treatments. This does sound
like an invasion of his privacy which
indeed it is, and maybe a lot of families
would not have done it but we are not
a lot of families; we are our family and
we would do anything at all to keep our
much loved son and brother with us.
If we knew how he really was then
maybe we could better support him,
or at least try to understand him.
It was at the time quite difficult as we
had no real knowledge of what this
meant. All types of things go through
your mind and always the thought that
he now had a very limited lifespan.
As a parent you don’t expect to have
to bury your children, and for us at this
time it seemed like a death sentence
for us all. However as mentioned
previously, my daughters are great
researchers and they soon got started.
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We found it wasn’t as bad as we
had thought, and due to medical
intervention we had new hope that he
would be able to live a normal lifespan.
When asked directly by one of his
sisters, he revealed that he had been
HIV positive for four years. He asked
her to tell me, which she did. I’m not
sure why he felt he couldn’t tell me
directly, but how do you tell your parent
something like that? It wasn’t really
a conscious decision for his sister to ask
him, they have always been very close,
like twins sometimes. They always
fool around with each other and often
ask each other personal questions.
She asked him often over the years but
the difference was that this time he was
ready to answer her. I didn’t mind at all
that he asked her to tell me – actually
it wasn’t unusual – and he often passed
messages through his sisters to me and
them to him.
I was sad to hear the confirmation
however; no parent wishes a lifetime
of medication for their child. Sad but
not surprised, but I was so glad and
relieved that a treatment had been
developed and thankfully it would not
be the death sentence it once was.
Once it was all in the open however,
things got much easier and we were
keen to learn as much about HIV as
possible. Our son told us about a
workshop that Living Positive Victoria
was running called In The Loop, for
families and friends of people with HIV.
We were keen to talk to the experts and
learn more and also I think, to confirm
that what we had read was right as well
as to meet other relatives and friends
to find out about their experiences.
We had many questions and now had
a face-to-face forum to ask them.

We wanted to know how the
medications worked, what happened
if you didn’t take them, were there
side-effects and if so what were they?
What effect did drinking or smoking
have when you were taking the
medication and about transmission
of the virus?
All of this was really helpful. We came
away feeling that we were much better
equipped to support my son and had
a good understanding of what he needs
to do to stay well and healthy. We felt
that we had been able to confront our
hidden fears and talk about them and
even at times laugh about them.
We also talked about medical and
social support and had questions
answered such as, “can you get HIV
by sharing a toothbrush?” and “how do
you read blood test results?” We learnt
about the truly fantastic history of the
virus and how one tablet a day can keep
this virus wrapped up within the body
so it cannot harm the person. But best
of all was the confirmed knowledge
that if my son takes care of himself,
he will live a long and healthy life.
This has given me feelings of confidence
about facing the future and the
knowledge that I will be sharing it with
my son as an ordinary mother should.

IN THE

Workshops for people who support people living with hiv

In the Loop is a free workshop for carers,
partners, friends and families of people
living with HIV (PLHIV).
It is recognised that people who look after, or are close
to PLHIV may often feel silenced by the virus and this can
make it harder for them to access support for themselves.
This therapeutic workshop aims to provide information
about support services available in the community and seeks
to explore the constraints that carers may experience and
how they might overcome these.

The workshop runs twice a year.

For more information about In the Loop
contact Living Positive Victoria:
telephone: 9863 8733
email: intheloop@livingpositivevictoria.org.au
livingpositivevictoria.org.au/programs/in-the-loop
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SONS AND DAUGHTERS
STRONG RELATIONSHIPS, BUILT ON TRUST AND UNCONDITIONAL LOVE
HELP TO BUILD RESILIENCE IN THE FACE OF DISCLOSURE
How does a parent muster up the courage to disclose his HIV
status to his children? There is not only one right way
of how to talk to your son or daughter about your HIV status.
In most cases, sharing your HIV status is a personal choice.
Several gay fathers living with HIV shared their stories with
Poslink about disclosing to their children and together we
explored some of the factors that trigger disclosure and their
personal experiences thereafter.
The need to disclose
Perhaps it’s important to factor in the reasons for disclosing
to sons and daughters. So, begs the question, “How will you
benefit from telling your son or daughter?” One of the best
things you can do is to acknowledge your child’s feelings
about your diagnosis because, in a way, they will have to live
with the realities of HIV too.
“In my mind, it was desperation to tell my son straight away.
Just by chance, he was working internationally, travelling
around the world continually, and he was about to leave
to go overseas again, so it was kind of impulsive; I had to
let him know before he went away again. As soon as I did
tell him, I was more emotional about it, but to be honest, I
had gone through many years of denial – the lifestyle I was
leading etc. I was a party animal, living life on the edge,
taking risks… I knew that it was likely that I had contracted
HIV, but kept it at the back of my mind. I never would have
kept it from him”. (Simon)
For gay fathers living with HIV and not living with their
children, there may be factors which come into play, such as
the child’s mother, and depending on the kind of relationship
you have with her, the influence she may have with regards
to you living with HIV, (let alone with you being gay).
Simon had a son from a previous relationship.
“I had grown up in a rural, conservative area, and once
Jasper was born, I didn’t want him to live in the country.
I wanted him to live in the city, where there’s lots of diversity
and people are generally more accepting. The teachers at
his school were very accepting about me being a gay dad –
this was in the 80s, where my anxiety as a gay dad was very
22

present. My son has known about me being gay since he was
a child. As a gay dad, I already had to explain my sexuality
– I’d been living and sleeping with a man as well. For most
of the time, Jasper was also living with me (his mother was
living rurally). She was always supportive of me as a gay dad.
So I had to explain to him about sexuality before he went
to school.
Jasper was 25 when I disclosed to him, and that was eight
years ago. I’ve always had that kind of open relationship
with him; in fact he was the very first person I disclosed
my status to”.
When?
It is often said that ‘timing’ is everything. Is there really
a ‘right time’ to disclose to your children?
Lurking at the back of your mind, there may be the belief that
your son or daughter is ‘too young to understand’ however
this theory has often been disproved. Certainly age can often
be seen as playing a role, one way or the other.
“I’m so glad I told them when they were children. It’s been
part of their lives for a long time now and they’ve learned
to live with the idea, so it’s normal for them”. (Jonathan).
“I was diagnosed two years ago and it wasn’t until mid-last
year that I decided to disclose to my daughter. Her age
wasn’t really a consideration. Well actually it was, in that
I felt that my daughter was old enough to handle it. She was
30 at the time when I decided to disclose to her”. (Brad)
Obviously trust is important, but it’s important to know that
secrets can also be stressful. If you tell your children about
your HIV diagnosis, it may not be the best idea to ask them
to keep your HIV status to themselves.
“I told my daughter, I’m ok if you’ve told people, but it’s
nice for me to know who you’ve told” but she says she
hasn’t shared it with anybody. Her reaction was “Dad, it’s
not anybody else’s business but yours”. I have a very close
relationship with my daughter. I was able to send her a heap
of information about recent trials regarding sero-discordant
couples, HIV meds, transmission and undetectable viral
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load levels. I was also able to explain that I wasn’t at any
significant risk to anybody whilst on meds. She also did a lot
of reading on it and said to me that she was so glad that
I did send her the information, because she felt like she
didn’t know a lot. Whilst my daughter wasn’t exposed to the
grim reaper campaigns, there were still a lot of negative,
‘danger’ campaigns out there. So the reading she did really
set her mind at ease”. (Brad)
Reactions, Fear and Judgement?
Fear of rejection, judgement and of disappointing others
often governs people’s decisions not to disclose their HIV
status. Building a trusting, loving and non-judgemental
relationship with children has its benefits.
“My daughter’s a very level-headed woman, but she’s also
had her own personal struggles with drug use, and I’ve
been able to be very supportive of her during that very
difficult time. I think she came to know me as a loving, nonjudgemental dad. I think as a result of all of this, we’ve been
able to form a very close bond” (James)

As it turned out, he was very supportive when I told him.
I was the one who was emotional and he was like ‘Dad, it’s
ok, we’ll be fine’. There was a lot of hugging and support.
He wanted to know more and at that stage, I was unwell.
He wanted to know about my health and more so about
my medication. He had a more positive outlook, like,
“Ok, you’re HIV positive, what do we do now?” (Simon)
“I’ve talked about this often with my daughter, and we’ve
always said that there are no relationships worth having
unless you can be really honest with each other. In retrospect,
I couldn’t have ‘not’ disclosed to my daughter. It would have
been hypocritical of me to expect her to be honest about her
previous drug use and then for me not to be honest about my
HIV status”. (Brad)
Some tips for disclosing:1
•

“Jasper’s level of knowledge around HIV and other STIs was
very good really. I always encouraged him to have regular
•
STI tests along with his mates, so I guess it boiled down to
his personality and who he was around. May be it was also
the influence of growing up around the gay community and
becoming very aware of it. I had lost friends to HIV/AIDS over
the years, so the dark reality of HIV has always been there for
him” (Simon)
Parent/Child Relationship
Ultimately, the nature of the relationship that you’ve
developed with your child over time plays a large role in the
kind of reaction and impact disclosing will have on him/her.
“Overall I would have to say that I didn’t have concerns
or fears about disclosing to my son, mainly because of who
he is. I think he’s very aware and has educated himself.
So I didn’t think that would ever be an issue for him.

If your family responds in a way that hurts, or doesn’t
seem supportive, try to remember that first reactions are
not always permanent. The way that your family responds
to your news can and probably will change over time, as
they learn more about what it means to live with HIV.
While telling your family that you have HIV may seem
difficult, you should know that disclosure actually has
many benefit. Studies have shown that people who
disclose their HIV status respond better to treatment
than those who don’t. That may be because people who
disclose their HIV status are more likely to have a good
support system so it’s hard to have ‘real’ relationships
with your family when you are hiding a big secret like HIV.

•

Disclosing may provide a greater degree of closeness
within your family and promote understanding and
acceptance, and it may keep you healthier too!

•

You may find it easier, and possibly more effective, to have
a third-party, such as a counsellor or a family member
who already knows about your diagnosis, to help you tell
your family.

1 From aids.org: https://www.aids.gov/hiv-aids-basics/justdiagnosed-with-hiv-aids/talking-about-your-status/family/index.
html
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TALKING BABIES
WITH MICHELLE GILES1

In your experience what is the
most pressing issue faced by a man
or a woman living with HIV who wants
a family?
I actually think the most pressing issue
for couples is balancing the safest way
to conceive and the potential risk
of HIV transmission to either partner,
and conceiving a child where the
risk of HIV transmission is absent
or at the least minimised. If both
potential parents are living with
HIV (concordant relationship), there
is no longer any risk of primary HIV
transmission2. If the mother is living
with HIV, the real goal here is for the
baby to be born without the presence
of HIV.
What is the first barrier which
may present itself to men and/or
women living with HIV who want
to become parents?
One of the most important issues
is access to reliable information.
The internet is full of information
about women and men living with HIV
becoming or attempting to become
parents and the potential risk of
HIV transmission to the baby or the
uninfected person in the relationship.
None, or very little, of this information
is specific to Australia, Melbourne
or regional Victoria. Information on the
practicalities of how a pregnant woman
who is living with HIV is clinically
managed, options on conception,
costs and locations are not available.
Reliable information still remains
difficult to obtain.
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What program(s) operate in Victoria
for potential parents who are living
with HIV?
I am the ID physician who works
in the HIV Sero-discordant Couples
Program at the Women’s Hospital,
a collaboration between Melbourne
IVF, the Alfred and the Women’s
Hospital. The clinic currently operates
once a month.
HIV and fertility issues
After investigations we may diagnose
fertility issues but there is no evidence
that people living with HIV have a higher
rate of infertility than people not living
with HIV. Importantly, women living
with HIV are no more likely to have
fertility issues than women without
HIV. There is some conflicting data
on whether [ARVs] affect quality of
sperm but most of the data suggests
they do not.
Is the process different for a woman
living with HIV to a man that is living
with HIV? How?
Let’s begin with the sero-discordant
heterosexual couple, where the
woman is HIV positive and the man
is HIV negative. This particular
couple is able to conceive a child with
no risk of HIV transmission to their
male partner through self-insemination.
Here sperm is collected in a sterile jar
and using syringes, is inserted into the
woman’s vagina.
Now let’s take the opposing
sero-discordant heterosexual couple
to the above. It’s not the same option for
a man who is HIV +positive and an HIV
negative woman – there is still currently
no 100% safe way to conceive with zero
risk of transmission in this context.

Sperm washing is still relevant for
men living with HIV, just as it is relevant
for any man who is trying to have
a child through IVF. Sperm washing
refers to the process of selecting
quality sperm which provide the most
optimal chances for egg fertilisation.
We no longer test for viral load
in sperm. The test previously used
is no longer available.
Since the advent of ARVs to clinically
manage the health of a person living
with HIV, adherence to ARVs for
a woman living with HIV is the single
most important intervention which
reduces the risk of HIV transmission
to the baby. So it’s absolutely central
to preventing transmission.
In fact and in my experience, pregnant
women living with HIV are highly
adherent to their ARV combination.
They are highly motivated to take
medication to prevent transmission.
Sometimes they have problems
with adherence but it really is the
exception to the rule – nearly all
women are motivated to take their
medication. If we do that and achieve
an undetectable viral load, then we
usually recommend a vaginal birth
rather than a caesarean section.
So is there any change to combination
ARVs that a woman may already
be on when attempting to fall pregnant
or preparing for a pregnancy?
Are there any ARVs which have an
impact on pregnancy?
We don’t have a preferred regimen.
If a woman is already taking ARVs,
we look at what she is on and make sure
that the drugs are safe in pregnancy and
if they are, we continue them.
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We don’t change them especially if they
are working, well tolerated
and safe. If we are starting a woman
on ARVs for the first time, we then
take into account all the things we
would normally consider when starting
anyone on ARVs. This includes the
number of tablets, how many doses per
day, the side-effects profile, her other
medical problems, other medications
and importantly, safety data during
pregnancy. So some of the newer ARVs
may be safe but we are still waiting for
sufficient data to be certain.
One of the most reliable resources
to find this information is from the
Antiviral Pregnancy Registry3; based in
the US, which has been collecting data
about antiretroviral use in pregnancy
since 1989. The registry collects what
women take and the outcomes for
the baby and if there are any issues
related to ARV use. It’s a very robust,
systematic database of ARV use during
pregnancy. So we look to this but
additionally there is a lot of experience
of ARV use in women and pregnancy
from other situations, such as in clinical
studies or even in non-clinical studies,
like people’s experiences as seen in
publications. We look at a combination
of all of those things. The registry
remains the most robust source.
Giving birth and breast feeding
When a woman has an undetectable
viral load we recommend a vaginal birth.
There may be, of course, reasons why
she needs a caesarean section but these
are normally for obstetric reasons.
We try and manage a woman living with
HIV during pregnancy exactly the same
as any other woman. The exception to

that is breastfeeding. We recommend
avoidance of breastfeeding as we
still know that transmission of HIV
can occur even if the woman has an
undetectable viral load. This is still the
recommendation for other resource-rich
countries across the world.
If we have an undetectable viral load,
vaginal birth and no breast-feeding
the chances of a baby testing positive
is less than 1%. We do test babies
in the first day or two after birth and
we expect, given the low rates of
transmission, for the baby to test
negative. We then recommend
a course of Post Exposure Prophylaxis
(PEP) for four weeks and then at the
end of that period of time we repeat
the HIV viral load test and then again
at three months of age. The baby
would normally be tested three times.
So there are three blood tests in the
first three months of life to test for HIV
and because the rates of transmission
are so low we hope and expect those
tests results to be negative.
To the baby we usually give AZT alone,
so one medication for four weeks,
and given twice a day. There are rare
circumstances where we give more
than the one ARV – usually up to three.
This is when we consider the baby to
be at higher risk of contracting HIV,
and that is usually when a woman has
a high viral load so we have not been
able to get her undetectable at the
time of childbirth.
The most common situation when
this occurs is if a woman is diagnosed
with HIV late in the pregnancy. In this
situation we recommend starting ARVs
immediately and we try and reduce the

pregnant woman’s viral load as quickly
as possible. Unfortunately, in some
circumstances, it is still quite high
at the time of delivery, and so those
babies are at higher risk and we give
them more than one medication.
Do you find couples need to access
other services whilst going through
this process?
Couples and individuals have access to
additional services like counselling when
participating in the program. There is no
need to refer out to other services.
Have gay men living with HIV accessed
the clinic?
In short – no. A man living with HIV
must be in a relationship with a woman
to access the program. A man is
recognised as a sperm donor if they
are not in a relationship with a woman.
The Human Tissue Act4 prevents a man
or woman living with HIV from becoming
a tissue donor; sperm is considered
‘tissue’ under this legislation.
We have had some gay men living
with HIV contact the program
to ascertain if they are able to access
it with a woman to have a child.
None of these men have seen this
process through in Victoria. No doctor
can legally assist them. In contrast,
single women living with HIV can
access the program.
How can couples get in touch with
the HIV Sero-discordant Couples
Program? Do they simply get a referral
through their HIV GP?
Couples or individuals can be referred
through to the program via their
treating GP or treating HIV physician.

1 Michelle Giles is also an Infectious Diseases Physician who provides services to the
Outpatients Clinic and to the ward at the Alfred Hospital. She is Associate Professor
in the Departments of Infectious Diseases and Obstetrics and Gynaecology with Monash
University and is involved in clinical research on the Melbourne HIV Cohort Study.
2 Theoretically there is still a risk of transmission of resistant or different strains of HIV
within a concordant relationship.
3 http://www.apregistry.com/
4 http://www.health.vic.gov.au/humantissue/htact
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FAMILY IS STILL
VERY IMPORTANT
TO ME
Rick’s story

Rick is a 71 year old man who has been living
with HIV for 22 years. He is living with his wife
and has two adult children. When he was
diagnosed, his children were 20 and 23 years
old. He has four grandchildren, the eldest
of whom knows about his HIV status.
My diagnosis was in no way easy. At the time, my daughter
was a receptionist at my place of work. My doctor
telephoned me at work to give me some test results which
he needed to discuss with me on that particular evening.
My daughter, being the good gatekeeper that she was,
wanted to know who was calling (she asked him, who he
was and what it was in connection with). He told her that he
happened to be my doctor and that he needed to talk to me.
Naturally, she thought this was a little strange because we
already had our own family GP. It looked out of the ordinary.
I did eventually see my doctor and he had asked me to bring
a friend. I didn’t know my doctor on a personal level, but I
had a fair idea about what I was going to be facing. I knew
that everyone at home would learn what I was going to be
told, which ended up being the case.
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When I got home, my daughter was also there. My wife
noticed I was in tears. She asked me, “Who is this doctor
and what is the problem?” Men aren’t usually allowed to cry,
but I burst into tears. I mustered the courage to first tell my
family that I was bisexual. There was an incredible uproar
to this news. My daughter, in particular, took it badly. My son
didn’t say a lot. My wife was absolutely shocked of course
and distraught. Then I had to blurt out what I had been told
by my doctor. It was a Friday and the beginning of a very
difficult weekend.
So my disclosure to my family was done very swiftly. When
information like this is imparted in a family situation, you seem
to lose control over it. The immediacy of having to blurt it out,
in retrospect, was probably easier for me than for a lot of other
guys in the same position.
What was going through my mind constantly, particularly
in those early years, were things like, “what if I cut my finger
and blood was present?” Another thing which I had concerns
about was that we (my wife and I) had about five very close
mutual friends who were part of our network (and still are).
My family said at the time, “you’re going to have to tell those
people”. There was a dilemma about me having to leave the
family home and still maintain contact. My wife and I didn’t
want to be seen as ‘not getting along’. So we all decided

January – March 2015

as a group that we would tell them that I was leaving
because I was bisexual. We felt that they didn’t really need
to know about my HIV status. They still don’t know to this
day. I believe that as a married man, it is still difficult to
disclose to people because of the stigma attached to it.
Some people might say “why didn’t you just go straight out
there and tell?” but I believe that married men should be
a little guarded about just how far you go with the situation,
because there are other people involved (like my wife and
other family members). The question would loom over me,
like, “would we lose these friends?” or more importantly,
“would my wife lose these friends?”
As it turned out, we didn’t lose any of those friends.
When I went into the bedsit situation, I cut myself off and
gave myself a private number. They were asking my wife how
I was doing. Her response was, “he’s ok,” but we definitely
agreed not to go down the HIV track. I still believe that
at that stage, there was no need to.
Over that first weekend, my wife decided that it would
be best for her to fly interstate to be with her family.
When she got back from being with her family, we came
to an amicable decision to separate and sell the house.
This took a bit of time to do. I immediately took some
of my possessions and found a bedsitter in the city to live
in. Whilst communication was still very difficult and strained
during this time between my family and me, it still remained
open. I would call my wife regularly, every few days. We were
putting the house up for sale so I needed to.
Eventually the house was sold. She and my son looked
for a more modest home, while I stayed in the bedsitter.
My first grandchild was born during this time which became
a concern for me. I didn’t know how my family would
respond after he was born, knowing that I was HIV positive.
It was 1993 and there was still a lot of moral panic at that
time around HIV. I started treatment immediately.
Through my journey I’ve been very lucky with my treatments.
Over this time, I have had three doctors, two of whom are
now deceased.
To my amazement I was allowed to visit my daughter’s
child and spend some time with them. At the first visit,
my daughter handed me her baby to hold, which was
a very beautiful moment for me in more ways than one.
Throughout this time, I had to talk to my wife and try
to get through to her and my family about the medications
that became available to me. I remember having told them

that this was a death sentence I’d even started giving my
personal family mementoes to my children, believing that
this is where the story would end. Treatments at the time
hadn’t really been on the scene for very long and back then
it was more of a case of “let’s see if these treatments work”
rather than a regular management of HIV. As it turned out,
they did work.
As I was still the breadwinner, I continued to give my wife
an allowance to help her out after we sold our home.
Nine months had passed after that and after regular visits
and calls, I felt the need to have a conversation with my wife
about moving back into the family unit. Both my children had
already been talking to her about this and they all agreed it
would be best for me to move back in. They thought I needed
this so I feel rather lucky about how it all turned out.
In terms of treatments, I think I must have gone on almost
every trial that was available at the time, including one
where I had to inject myself twice a day which wasn’t
pleasant at all. Whilst it was a difficult process, I felt that
I was not only helping myself, but also many of my ‘brothers’
in the PLHIV community. I kept my wife and family updated
with these trials. My wife was concerned about me injecting
my medication and about two years into the treatment
I asked her if she would like to meet my doctor. She agreed
to this and I took her to see him. She warmed to him very
much, and I allowed her to see him on her own free will.
She eventually started making regular visits to see him which
helped her immensely with understanding HIV and where
I was at. My wife’s relationship with my doctor has played
an important role in my journey with HIV. I have to say that
she is an amazing woman.
Several years later, on New Year’s Eve 2005, my son
cornered me privately, and to my complete surprise told me,

“Dad, I just want you to know that I’m exactly
like you; I’m bisexual… AND I’m HIV positive.
How am I now going to tell my wife?”
I had to ponder this one carefully. My suggestion was
for us to tell his mother (my wife) first, because we knew
her reaction would be different to that of my son’s wife.
We waited a few weeks and sat down with my wife and
daughter again, and he told them the story. I know my wife
was very hurt once again, but somehow, this time it wasn’t
so bad. We discussed how my son’s wife should be told.
It was decided that he would tell her on his own.
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To this day, that has remained an explosive situation
between them – she just couldn’t handle the ‘gay’ card.
They separated but have remained in contact because
of their children. It makes me think that I probably had
it a lot easier with my wife, who took news of my status
and sexuality so much better than what my daughter-in-law
did of the news of my son’s status and sexuality.

Consequently, it was addressed very smartly and both
of them (the physician and registrar) were put through
special training. I believe that while it’s important to
have people living with HIV educating others about their
experiences, in some settings it’s just not appropriate –
especially in the emergency department where you have
patients locked together, bed to bed.

Unfortunately, HIV has a ripple effect. If it was something
that only affected one person it wouldn’t be such a problem.
However HIV impacts on others – the family unit in this case.

My son had always been inquisitive about my sexual
orientation and HIV status, prior to making his very personal
disclosure to me about his sexuality. He told me he had been
aware of his own bisexuality for a long time, just like I had.
My grandson and I have from the very early years of his life,
had a very close and warm relationship. Around the time
when he’d just turned 18, I thought it was a good idea for
me to be honest with him about my sexuality and HIV status.
We were in the car and I had to ask him to pull over so that
I could have a good long chat with him about everything.

There was a time when I was treated very badly at a local
hospital as soon as I revealed my HIV status to them,
and what my family thought was an ear infection turned
out to be a palsy effect1 on the ear.
On another occasion, when I was recently in hospital for
a suspected stroke, the young male physician who was
treating me announced loudly and in front of other patients
that he would have to do a HIV blood analysis to check my
CD4 count. The young physician even had the gall to ask me
“How did you catch it? Was it from a man?” I couldn’t believe
it. A man nearby (who seemed to look like a tradesman)
leant over to me and asked “are you a poof mate?” It was just
extraordinary. The physician went ahead and proceeded
to put on about six pairs of rubber gloves to take my bloods.
He was still coming in and asking me questions throughout
the evening, and when I had to ask him to keep his voice
down. He said “why so private?”
Then the registrar came and had a word to me at the end
of her shift. She said, “I want to spend about 25 minutes
with you, because I saw that your wife was with you when
you came here, and I know you’re HIV positive”. She then
proceeded to quiz me with personal questions, ranging from
how long I’d been taking meds, to whether my family knew
about my HIV status. Her reasoning behind this was that she
needed to know these things for her own personal training.
In the end I just broke down and cried.

I felt the need to clarify everything to him. As I was talking
to him, I was overwhelmed with tears, recounting what had
happened over the last twenty years. His initial response
was one of surprise, but then he surprisingly blurted out
something I’ll never forget.

“I love ya, grandad”. More tears ensued.
“You don’t have to put on these acts anymore,
you don’t need to pretend. I know everything
and I love you”.
He’s been terrific ever since. I think it’s great because even
in this day and age, and with him being a tradie, it’s actually
brought us closer together. I think anything that brings
people closer together is a good thing.

I subsequently filed a complaint. I had a reasonably
high profile job at the time and the particular hospital

Family is something that is still very important to me,
even more so now that I’m much older. I sometimes wonder
how things would have gone if I was straight and hadn’t
contracted HIV. How would things have gone with my son
when he was diagnosed? Would I have been the aide and
support that I became in his life? I guess we’ll never know.
Life is what happens and unfortunately when something
as big as this happens in your life, you just can’t go back
to redress things. Hindsight is a wonderful thing. I certainly
think that being bisexual has helped a great deal, and our
relationship would not have become so strong if things

in question never really had any bad publicity before.

were different.

Strangely enough, my son, who recently went through
a breakdown, was put through the gauntlet by staff at that
very same hospital once his HIV status was revealed.

1 Paralysis which affects a localised area of the body
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NEWS FROM CONFERENCE
ON RETROVIRUSES AND
OPPORTUNISTIC INFECTIONS (CROI)
2015 FOR PEOPLE LIVING
WITH HIV (PLHIV)
DR CLOVIS PALMER (BURNET)

The main headlines from CROI 2015 related to research proving that
PrEP, when taking as directed, is an effective barrier to HIV transmission.
This development primarily impacts HIV negative people by providing another
preventative measure against the transmission of HIV. Many in the HIV positive
community also welcomed the research as enabling a shared responsibility
towards HIV prevention. However, there’s more than just the headline news
as Dr Palmer reports:
Research proves meds steadily raise kidney disease and decline kidney
function over-time kidneys
Check your HIV treatment regime. If you are taking one of the following treatments
you might want to, in conjunction with your doctor, monitor kidney function
when you get your regular blood work checked every three to six months.
Research presented at CROI showed that if you’re taking Viread* (tenofovir),
Norvir* (ritonavir), Reyataz* (atazanavir) or Norvir*–boosted Kaletra* (lopinavir/
ritonavir) you may be at increasing risk of kidney disease over time. Kidney
function is measured by keeping an eye on creatinine levels in blood.

Clovis’ Tip:
If you’re taking tenofovir, talk to your
docotor about a new formulation
(Tenofovir alafenamide (TAF) which
reaches higher levels in cells which
enables reduced dosing, when
compared with older formulas shows
significantly less adverse effects on the
kidneys and bones. And up your dietary
intake of calcium and vitamin D to
combat bone density loss over time.
Statins are medications usually
prescribed to control high cholesterol.
Research from CROI is showing that
even with undetectable viral loads
PLHIV are at higher risk of rapidly
developing coronary features linked
to coronary artery disease (CAD).
This means that if you’re a candidate
for high cholesterol, 40–50 years
old, if you smoke or there’s a history
in the family, you might want to talk
to your doctor about taking statins
as a precautionary measure.
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Quitting smoking is still the important lifestyle modification
to reduce cardiovascular risk.

Some more of Clovis’ hot tips
from CROI:

Clovis’ Tip:

For expecting mothers: some ARV
combinations seem to affect the growth
of unborn babies and while it’s unclear
how it happens, emerging evidence
suggests oxidative-stress may be
involved. Make sure you’re talking
with your doctor and obstetrician
about what you can do to boost levels
of anti-oxidants.

There’s still a lot of research that needs to happen around this issue, especially
to prove if taking statins is beneficial for individuals who are not high risk
normally, so without HIV, for heart disease. So talk to your doctor about your
lifestyle, particularly about quitting smoking, and family history as well as if you’re
concerned about your susceptibility to heart disease.
The super strain in Cuba
‘News’ of a super strain of HIV was widely reported through social media and had
many people living with HIV worried, in terms of their own health and the potential
for people at risk to contract this newly discovered strain. The researcher who
made this discover presented at CROI and in her words the sensationalist headline
‘was political, originating from newspaper in Florida that have a high Cuban
immigrants. The results of her study are not yet conclusive and it appears once
again, HIV and marginalised communities are targeted for the cheap headlines.
Promising News about HIV treatment as prevention
Australians were especially thrilled at the early reports by our own Kirby Institute’s
Opposites Attract study. Proving again that treatment is not just good for the
individual but also for their partners, with community leaders such as Living
Positive Victoria’s President, Ian Muchamore, calling for “energy and actions [which]
need to be directed to ensuring HIV treatment is accessible and affordable.”

Gaining weight on meds? While we
associate the redistribution of body
fat in unwanted or obvious areas
(known as dystrophy) as part
of the unwanted side-effects of early
medication, it appears that there is still
significant weight gain within two years
of initiating therapy which might
be linked to the inflammation caused
by a high viral load. This adds weight
to the argument that the sooner
you’re able to control your viral load,
the better it is for your body.
The general consensus is that
treatments are less toxic than ever
before. This is good news for everyone
living with HIV, especially for those
commencing lifelong therapy.
Women on PrEP may need to take
more of the drug for it to be as effective
as it is in men. This seems to be due
to biological differences where the
concentration of the drug is higher
in the rectum than in the female
genital tract.
New emerging ribavirin/Interferonfree regimens are much better
tolerated with people living with both
HIV and HCV. Emerging regimes are
highly effective against all genotypes
and have a cure rate when taken for
only a few months.
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Membership of Living Positive Victoria is FREE and is open to
any person in VIC/TAS living with or affected by HIV.
Members receive a free subscription to Poslink, an Annual
Report and occasional mail/email updates.
For more information, visit livingpositivevictoria.org.au

Update contact details

Name

Address

Full member (I am a VIC/TAS resident living with HIV)
As a person living with HIV, you are entitled to full
voting rights. You must tick the Privacy Information
Statement at the bottom of this page.
State

Associate member (I am not living with HIV
eg; a partner, family member, carer,
healthcare worker).
Affiliate member (I am authorised to represent the
organisation/business applying for membership).
Note: Applications for membership must be approved by the Living
Positive Victoria Board of Directors. Full members may be asked
to provide verification of HIV status. The Rules of the Organisation
are available online at livingpositivevictoria.org.au or can be requested
by contacting 03 9863 8733.

Privacy Information Statement
Living Positive Victoria collects your personal information
in accordance with our Privacy Policy
(livingpositivevictoria.org.au/about/privacy).
Your details are strictly confidential and only used to add you
to our membership database. We will send you information about
Living Positive Victoria, our newsletter and email updates.
We store your personal information in hardcopy and or electronically.
Access to your information is strictly limited to Living Positive Victoria
and will not be shared with any other organisation or individual.
You can access and correct your personal/health information by
contacting us on 03 9863 8733 or info@livingpositivevictoria.org.au

I have read the Privacy Information Statement and
consent to my information being collected and
stored by Living Positive Victoria.

Please return the completed form to:
Living Positive Victoria
Reply Paid 87634
Southbank VIC 3006
No stamp neccessary.
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General Correspondence
I/we wish to receive correspondence from Living Positive Victoria
about the latest HIV news, information, events and campaigns.
Post/Mail

Email

Do not wish to
receive

Poslink Newsletter
Members can receive Poslink, we produce four copies of Poslink each
calendar year.
I/ we would like to receive Poslink via:
Post/Mail

Email

Do not wish to
receive

Living Positive Victoria (People Living with HIV/AIDS Victoria)
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E: info@livingpositivevictoria.org.au
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