4 Reflections

The importance of effectively combating
HIV/AIDS through tackling the social
aspects of the pandemic post-2015

An open letter to Ban Ki Moon

Mr Secretary General:

This letter starts with one patient.

I met her on my second day at Kenyatta National
Hospital, on the paediatrics ward. I would like to
tell you her name, but she had never been given one,
so I called her “Beautiful”. She was 3 months old
and had never left the hospital. Twenty-four hours
after a traumatic birth to an HIV-positive mother
who had not accessed the care freely available to all
pregnant women for prevention of mother-to-child-
transmission, she had been abandoned. Despite
having no name, she already had a status: positive.
When I met her she didn’t cry, because in her short
life she had learnt that no one came when she did.

She was developmentally delayed because, in such an
underresourced department, caring for the well child
was not the physician’s priority. “What makes a mother
give up her child?” I asked one of the junior doctors.
He responded: “It happens; there are usually more of
them”. I explained that I didn't understand, and the
doctor’s response was as sharp as the answer was
obvious — I was right. I didn’t understand. “Having
HIV is more than just a disease here”, he said, “it is

a lifetime of struggling against prejudice. It is a life
sentence”.

I'knew the proportion of AIDS-related fatalities had
decreased dramatically with the upscaling of highly
active antiretroviral therapy (HAART) availability.!

In Kenya, where 300000 children are HIV posi’cive,2
this little girl was my first insight into the social issues
involved in the pandemic; unfortunately she wasn't
going to be my last. During my elective I was involved
in the daily diagnosis and management of many HIV-
positive children. I saw at first hand the reluctance

of caregivers to permit HIV testing, diagnosis and
treatment for their children, and there was a significant
loss to follow-up. It is estimated that for each paediatric
HIV/AIDS case reported in Kenya there are 3—4 other
infected children undiagnosed.? Beautiful’s situation
forced me to confront the staggering social and
cultural barriers to combating HIV/AIDS in some of
the world’s worst-affected countries.

The fight to achieve Millenium Development
Goal 6 with regard to HIV/AIDS (achieve universal
access to treatment by 2010 and begin to reverse
its spread by 2015) has champions from doctors to
musicians and has achieved falling infection rates and
increasing availability of HAART. However, given the
plight of Beautiful, and countless children like her,
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I'have come to believe that a paradigm shift in our
approach to providing prophylaxis and treatment is
desperately needed. In order to achieve the AIDS-free
generation that UNICEF deems possible, the interplay
of stigma, socioeconomic status and a distrust of
health care professionals has to be better understood
and addressed. As physicians and policymakers, to
successfully tackle the epidemic affecting not only
Kenya’s children, but the world’s, we need to see past
the disease and consider the dramatic effect such a
diagnosis can have on a patient and his or her family.

I spent 3 weeks in Kibera (Nairobi’s biggest slum),
where it is estimated that between 10% and 25%* of
children are HIV positive. The poorest neighbourhoods
lack the necessary infrastructure to combat the spread
of HIV. I met young girls, orphans of the pandemic,
who had dropped out of school and had no other
means to survive but through transactional sex work,
resulting in pregnancy, poor health and HIV infection.’
One 14-year-old girl said she didn’t see the point of
condoms; she was going to die of AIDS anyway. The
brutal truth is that statistics bear out this young girl’s
dark prediction. In homeless youth, HIV infection
progresses rapidly to disease, and mortality is greater
than 50% by 15 years of age.® I met this girl while I
was working in a free clinic serving the slum. Clearly,
access to health care wasn't the issue.

During my time on the ward, Beautiful did not
require anything more than her daily feed, something
that the health care workers were only too ready to
provide. But for the boy in the next cot it was different.
He was also HIV positive and had been admitted for
treatment of an AIDS-associated infection, which
necessitated frequent blood tests. Not one of the ward
staff were prepared to carry these out. So I did.

One study found 9% of doctors routinely refused
treatment to HIV-positive patients or their children,
considering it a waste of resources.” When I read
this statistic, I was ashamed to be part of the same
profession that turned away people in so much need.

I cannot imagine how devastating this must be for
patients who simply have to live with the implications
of their doctor’s prejudice.

I'was shocked that prejudice against those with HIV
was reflected in health policy. Comprehensive Care
Clinics (CCC) seemed like an unnecessary segregation
of HIV sufferers. In Kenya the CCC’s only function
is to maintain the care of HIV-positive patients, and
they are held in specific locations at specific times for



only this purpose.?® Consequently, mothers do not
bring their children, since their HIV status would
be disclosed by simply attending.!® One mother told
me “I am so afraid my neighbours will see me and
they will know”, such is the stigma surrounding
HIV. This fear translates to antenatal clinics, where
up to 16% of women refuse HIV testing!! and 36%
do not return for the results.’? Likewise, 30% of HIV-
positive breastfeeding mothers go against medical
breastfeeding advice so as not to disclose their HIV
status.1314

Yet, pioneering initiatives are breaking down these
barriers. For instance, the results of a study being
conducted at Kenyatta, centred around encouraging
parents to disclose their own status and that of their
child to trusted friends and family members, thus
far indicate a positive correlation between disclosure
and compliance with medical advice and treatment.
In debunking this culture of secrecy, investigators
are seeking to promote family-centred HIV care.!®

To me the
devastation
was in high viral

The international community should look to these load, but to
examples, building on their founding principles; to them it meant
beat AIDS we must do more than diagnose and treat. ostracism,
This is what effective global health should look like poverty and
post-2015. prejudice

I left Kenya and Beautiful in August, having
contacted a charity-run orphanage and asked them
to give her a home. When I had first arrived at the
Kenyatta National Hospital I saw a straightforward
choice for patients when given access to free
medical treatment: say yes. What I learned was to
see the devastation of the disease from the patients’
perspective. To me the devastation was in high viral
load, but to them it meant ostracism, poverty and
prejudice. Their diagnosis meant no quality of life.
And there is no point in having a treatment if those
who need it don’t access it. What I learnt is not only
applicable in Kenya: the time I spent there opened
my eyes to the challenging and unyielding nature of
practising medicine in resource-poor settings.

Global health as a discipline has something to
heed from this lesson as well. HIV treatment services
fall short in the provision of care, not because
of resources, but because they only focus on the
biological aspects of HIV and not the impact such a
diagnosis has upon the lives of the patients and their
families. The post-2015 agenda should build on the
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valuable foundations of Millenium Development Goal
6 — the aspiration to reverse the spread of HIV/AIDS
and provide universal treatment. However, in seeking
to improve the lives of affected populations and
countries we must be sure to consider HIV holistically
rather than just biologically.

Mr Secretary General, I implore you, renew your
commitment to the fight against HIV/AIDS, but
this time deal with the social and cultural barriers
to accessing treatment. In this way we must work
together to ensure that no more children, like
Beautiful, are left nameless.

Sincerely,

Heather Kitt
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