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A STORY OF LIVING
AND AGEING WITH HIV
by Peter Davis

Peter Davis shares
an uplifting story
of how he continues
to find resilience
in the face of stigma
and setbacks in his
health in the 30 years
that he has been
living, and now
ageing with HIV.
When I was first diagnosed with HIV in 1987,
the opinion of doctors was that I had maybe
five years left to live. The sensible thing
to do—I thought back then—was to drop out
of university. I sold most of my possessions
and then started travelling on my own with a
vague idea of going fruit picking. This retreat
from city life was also motivated by a few bad
experiences I’d had in 1987 around revealing
my HIV diagnosis and stigma.
I soon learnt to live cheaply in forests while
living on a disability pension and started eating
healthier. Also, contact with wild nature has
always felt healing. I became content to wander
and breathe the healthy forest dust, far away
from rooms and industry. I observed both the
pretty and harsher forces nature and felt a
sharpening of my will to live. Most of all I was
learning—as a young man living in a forest—
about the ability to push through hard situations
without anyone else having to aid me.
I hiked every day until dusk. It seemed a pleasure
almost to utterly tire my muscles. I hiked around
the mountain range and rested frequently

to observe nature, such as the constant
slithering sound on the forest floor of shedding
bark from mountain ash trees and the lyrebirds
voice in the early morning mimicking all the birds.
At age 50, I can still hike those same mountain
paths, if I pace myself carefully. I currently
have two jobs, both where I can be open about
my HIV status. I work in both a mental health
recovery facility and also in community home
support. There’s truth in the saying that real
happiness comes from caring about others and
feeling part of a community. It required many
attempts at other jobs in my forties before
I found the roles that suited me. It also took
twenty years after my diagnosis before I went
back to university.
It feels a privilege to be alive and ageing today.
Part of that privilege is the ability to remember
the many loved ones lost from HIV/AIDS, prior
to the start of effective treatments. I learned
to transform the grief of losing so many people,
by visually imagining each of these people as a
shining star within my heart. In my mind, I can
look up at the lost loved ones, as if I was looking
from a mountaintop at a clear night sky filled
with brilliant stars, each one brightened by love.
There were also other HIV positive peers who
died after the years of treatment availability,
due to conditions other than AIDS. Part of
getting older is losing more peers, though these
deaths seem easier to cope with, as many of
them were able to live much longer than they
expected prior to treatments. Back in the 90s,
there were so many funerals that I started

to feel numb and unable to cry anymore.
At age 50, I’m thankful to say that I can cry
freely and without fear of being overwhelmed
by my emotions, thanks also to one
antidepressant pill that I take each day.
Depression has impacted deeply on my life,
just as it has many of my HIV positive peers.
The biggest change in my life came from giving
up marijuana as I entered my forties. I started
to feel more able to rely on the stability of my
emotional state. Both marijuana and alcohol
are depressants but I never understood this
when I first started smoking it. Back in the
80s and 90s, people with HIV were encouraged
to smoke marijuana to reduce weight loss.
For some people—like myself—the negative
emotional effects outweighed any benefits.
The unfortunate aspect is that harmful
relationships with drugs often develop from
feelings of social isolation as people replace
the feelings of meaningful social connections
with a drug high. I lost years where it seemed
easier to stay stoned at home, rather than
to embrace fresh new experiences and
personal development.
Turning 50 recently felt great! When people
live life as an adventure it’s much more exciting
growing older. Yes it is true that I don’t have
much assets or superannuation to secure my
retirement years, but I’m far less afraid of that
uncertainty than I was afraid of dying young
before treatments were available. When I was
young, I had to make a decision to live every
day like it was my last. Now I’m older, I still
live that way.
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AGEING AND HIV: HOW CAN WE STILL
HAVE A GOOD QUALITY OF LIFE?
by David Menadue
David Menadue
tackles the data on
the links between
HIV, co-morbidities
and “premature”
ageing, and offers
some helping tips on
ageing well.

Getting older is not something anyone can
avoid. For people who have lived with HIV for
a long time, it’s actually quite a blessing that
we are still here! We have come from a period
in the eighties when there were no antiviral
treatments available, to the early days of
protease inhibitors—where people like myself
consumed twenty or more pills a day—to a time
now where many of us are only taking one
or two pills a day with few side-effects.
It’s been a wild ride but some of us are now
preparing for rocking chairs. Well maybe not
quite yet in my case. But at 64 years of age,
and after 33 years with the virus, I am
considerably more frail and—dare I say it,
disabled—than my HIV-negative peers of the
same age, and with a range of co-morbidities
as long as my not terribly strong arm.
Research into ageing with HIV has shown that
I am not on my own with ageing co-morbidities.
A large European study, AGEhiv based in
Amsterdam, showed that people with HIV over
45 had a higher incidence of ageing conditions
such as heart disease, diabetes, liver and
kidney disease, osteoporosis, and some cancers
than their HIV-negative controls.1
Mental health issues like anxiety and depression
were also more prevalent as were neurocognitive
issues. Some of this can be attributed to the
extra stress of living with a highly stigmatised
condition like HIV while neurological decline
is often more of an ageing issue.
Not everybody who has lived long-term
will necessarily get these co-morbidities.
But in particular, those who had quite damaged
immune systems in the early days of HIV in this
country (1980s and early 1990s) and had
T-cell counts below 200 at some stage are more
likely to be experiencing these conditions.

This has led to some researchers saying some of
us are experiencing “premature” or “accelerated”
ageing, while others say it is still too early to say
that HIV itself or some of the treatments we take
(or have taken in the past) directly affect the
biological mechanisms of ageing.
The blessing is that we are fortunate to live
in a high-income country like Australia, that
our health system is able to manage many of
these co-morbidities with good doctoring and
good medicines. Not that those of us who have
developed some of these health problems have
not had to be vigilant in caring for ourselves—
we’ve had to learn which pills treat which
conditions, keep our scripts up to date and
of course take the pills as required.
There are a number of things all people with
HIV, regardless of how long we have had the
virus, can do to help prevent or delay the onset
of ageing. And I’m not talking plastic surgery
or beauty treatments (although I suppose
everything helps!).
HOW TO AGE WELL WITH HIV
1. Develop a good relationship with your
doctor. While it is sometimes difficult to
get into a GP of your choosing these days,
trying to keep one coordinating GP for the
important treatment decisions in your life
is a wise move. You would be well advised
to get into a clinic with HIV-experienced
doctors if you can. Your doctor may notice
symptoms you have over time and work
out what may be HIV or treatment-related,
for instance, and ask for extra tests where
necessary. A good robust relationship
with your doctor can help you sort out any
psychological issues you may have—and
don’t be afraid to mention things like
anxiety and depression when they occur as
treatment is available.

3. Do a moderate amount of exercise.
There is a reasonable amount of evidence
that exercise helps stave off things like
arthritis and bone problems, which many
older people living with HIV can develop.
We also tend to lose muscle easier as we age
than HIV-negative peers so keeping some
weight training up is a good idea.
4. Give up smoking, limit alcohol and don’t
take recreational drugs. OK so you think
you need a few vices in life, how unkind
of me? Up to you but weakness in the lungs
and the liver will be likely to shorten your
life considerably if a heart attack doesn’t
get you first. HIV+ people are so much more
vulnerable to getting sick or dying from
these lifestyle things.
5. Take supplements to help fight
inflammation. Even healthy HIV+ people will
have some inflammation happening in areas
like the gut because of the nature of the
virus. Fish oil and statins are two obvious
choices that can help as can working with
your doctor to learn anything about new
developments in anti-inflammatories or less
toxic HIV antiviral regimens.
6. Become HIV Literate. Learn as much as
you can about how to look after yourself,
maybe through developing friendships with
a few well-informed HIV-positive friends.
Do some of Living Positive Victoria’s peer
support courses or get connected through
their social events. But you also don’t need
to let HIV rule your life. Get out and
have fun as if you’re going to live to 100,
because goodness knows, with advances
in HIV medicine, you just might.

2. Eat healthier. With all the extra
pressure on your body with HIV over time,
it is essential to try to give your body the
fuel it needs to function well. HIV dieticians
(your GP should be able to give you a referral
to one) will often suggest a Mediterranean
diet (lean meats, especially fish or poultry,
whole grains and lots of fruit and vegetables,
for instance).
1

AGEhiv See www.agehiv.nl
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WORKING WITH THE COMMUNITY TO AGE WELL WITH HIV
training course provided by Stanford Medicine
to be better equipped to facilitate this project.

Above: Peer trainers Vic Perri (L) and Gerry O’Brien (R) complete the HIV Positive Self-Management
in Chronic Disease (PSMCD) training course provided by Stanford Medicine.
Community and peer-led support and care can
continue to play an important role in protecting
and improving the quality of life of long-term
survivors and people ageing with HIV.
The ageing population of people living with HIV
(PLHIV) in Australia is something that we can
celebrate. It not only powerfully demonstrates
that life expectancy for PLHIV is incredibly
close to that of the general population, but
also speaks volumes of the success of the
community-led response in maintaining access
to high quality care and support.
Many PLHIV are now living well long-term.
Yet ageing also adds complexity to protecting
a high quality of life. Population growth alone
poses a challenge to improving experiences
of ageing. Modelling and national surveys
indicate that the average age of the positive
population is 49 years old and that the number
of positive people aged over 60 has increased
by 12 per cent each year since 19951,2.
By 2020, it is predicted that nearly half
of all PLHIV will be over the age of 50.3
People ageing with HIV will also require
more specialised care. Those who now find
themselves ageing are often living with multiple
comorbidities and higher rates of age-related
conditions. Ageing and living long-term with HIV
can also have impacts on mental health issues
like anxiety and depression and increased risk
of neurocognitive disorders. Recent research
focusing on the experience of PLHIV in healthcare
settings suggests that mainstream services
may struggle to respond to these emerging
needs.4 Many had experienced, and continue
to experience stigma and discrimination when
seeking services to support them at home.
The study also found that those with a longer
time since diagnosis were more susceptible

to greater anxiety regarding the future and
needed extra psychological and social support.
Lead researcher and Royal District Nursing
Services (RDNS) Team Leader, Dr Liz Crock stated
that such findings underscore the “importance
of holistic, expert community nursing services,
encompassing psycho-social support, health
promotion, clinical care and end of life support.”
Indeed, a number of community-led initiatives
are key to providing a holistic response
to supporting Victorians ageing with HIV.
The 26 year collaboration between RDNS and
VAC has long shown that community-based care
and support services are best-placed to respond
to the emerging and diverse needs of the HIV
positive population in Victoria. The partnership
has meant that strong mutual referral pathways
continue to prevent vulnerable people with
HIV—especially our elders—from falling out
of care or stable housing. Advocacy structures,
and integrated community and in home support
services utilising both peer volunteers and
community nurses minimise experiences
of discrimination and isolation.
The Positive Caring Handbook, a joint project by
RDNS and Living Positive Victoria, also provides
a resource that is applicable in any setting where
older PLHIV require care. The handbook answers
common questions asked by carers, including
care workers, health professionals, and family
and friends with clear and practical information.
Living Positive Victoria and VAC have also
collaborated to address the emerging needs
of people ageing with HIV outside of healthcare
settings through a new peer support and
education project. In August 2017, peer
trainers Vic Perri and Gerry O’Brien travelled
to California to undertake the HIV Positive
Self-Management in Chronic Disease (PSMCD)
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Utilising an empowerment model, the Ageing
and HIV Support Network and Self-Management
Program aims to build resilience and enable
greater health literacy and capacity for
participants to navigate healthcare settings.
The support network will focus on improving selfadvocacy, and developing skills and confidence
to talk about the issues connected to living
and ageing with HIV, allowing participants to
build social supports among their peers and
actively engage with healthcare providers in
patient-centred care. The HIV and ageing project
also incorporates a peer-led self-management
program to give participants a breadth of skills to
manage their health and stay active in their lives.
Two meetings of the peer network have been
held at the Positive Living Centre to introduce
members of the community to the program.
Discussions have identified the key issues
members are experiencing and will inform
workshop content, ensuring that material is
appropriate to an ageing cohort with diverse
socio-cultural characteristics and those living
with longstanding and significant comorbidities.
This project will continue to place positive people
at the centre of improving and maintaining a high
quality of life for PLHIV in Victoria.
Living Positive Victoria and VAC will be running
courses and the support network later this
year. All PLHIV aged 50 and over in Victoria are
encouraged to apply. Contact Vic Perri or Gerry
O’Brien via email for further information.
vperri@livingpositivevictoria.org.au
Gerry.obrien@vac.org.au
The Positive Caring Handbook can be found at
http://livingpositivevictoria.org.au/positivespeakers-bureau/senior-voices-project/
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