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opinion and editorial

Homophobia and HIV prevention

by Carl Bognar

H omophobia is alive and well, and it’s
a problem for HIV prevention. Con-
sider the Surrey School District’s attempt
to ban three books that portray children in
families with same-sex parents. The
school district claims it is protecting the
rights of parents to shelter their children
from objectionable lifestyles.

Homosexuality is a sexual orientation,
not a lifestyle choice. Choosing between a
red sports car and a scooter is a lifestyle
decision. Virtually all gay men, lesbians,
and bisexuals will tell you that the only
choice they make about their sexual orien-
tation is whether to express it or repress it.

Children in Surrey, like children
everywhere in Canada, have parents who
are leshian, gay, or bisexual, and they
deserve to see their home settings
reflected in the curriculum they study.
Preventing them from seeing their families
represented in schoolbooks is as senseless
as discriminating against children whose
parents aren’t married. Denying these
children this basic right serves no con-
structive purpose: six year olds are hardly
in a position to challenge or change the
sexual orientation or living situation of
their parents.

It’s not just the children in same-sex
parent households who suffer when
school boards deny the existence of
homosexuality. There are young people
in every school in Surrey who will grow
up to be homosexual. Sooner than we
might imagine, those six year olds will
grow up and start to have sex. The officially
sanctioned silence about homosexuality
places them in peril: where will gay,

lesbian, and bisexual students turn for
help when they need it?

Research clearly demonstrates that
young people who feel alienated from their
schools and families start to engage in sex-
ual activity at an earlier age than other
young people. Not having your family wel-
comed at school is alienating. Knowing that
you are gay or lesbian or bisexual and being
aware of the controversy generated by the
Surrey School District’s intransigence on
this issue is alienating for every gay, les-
bian, or bisexual student in the district.

The epidemic of HIV is driven in part
by stigma and discrimination, denial and
silencing. Young people, straight or gay,
need to be prepared for their first sexual
encounter so that they can engage in
behaviours that protect their health. If the
existence of homosexuality is not acknowl-
edged, young people are denied access to
some of the basic facts of HIV prevention.
Not having an important part of your
human nature acknowledged leads to poor
self-esteem and leaves young people vul-
nerable to confusion and exploitation.

Since the beginning of the HIV epi-
demic, 76 British Columbians between
the ages of 15 and 19 have acquired HIV
disease. Many other young people have
acquired HIV as a result of their experi-
ence of silence about homosexuality. By
any human and ethical standard, that is
far more destructive than reading Asha’s
Mums, Belinda’s Bouquet, or One Dad,
Two Dads, Brown Dad, Blue Dads. &

Carl Bognar is the prevention coordinator for the
BCPWA Society.

Living+ is published by the British Columbia Persons With AIDS Society. This publication may report on
experimental and alternative therapies, but the Society does not recommend any particular therapy. Opinions
expressed are those of the individual authors and not necessarily those of the Society.
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AIDS activists receive medal
Twenty-five Canadian AIDS activists have
been awarded the Commemorative Medal
for the Golden Jubilee of Queen Elizabeth,
in recognition of their years of hard work
and dedication to the HIV/AIDS move-
ment. In honour of the fiftieth anniversary of
her reign as Queen of Canada, the medals
were given to Canadians who have made a
significant contribution to their fellow citi-
zens, their community, or to Canada.

Recipients included three current and
past board members of the BCPWA Society:
chair Glen Hillson, Denise Becker, and
Tom McAulay.

photo Britt Permien

BCPWA Society chair Glen Hillson
was one of the recipients of the
Golden Jubilee Commemorative Medals.

The other AIDS activists who received
the medal were: Stephen Alexander, Paul C.
Laybolt, Philip Lundrigan, Albert McNutt,
Daniella Boulay-Coppens, Ralf Jirgens,
Marc Lapierre, Louise Binder, Tracey Con-
way, Tony Di Pede, Dionne Falconer, Pene-
lope Holeton, Shari Margolese, John
McTavish, Ron Rosenes, Charles Roy
(posthumous), Walter George Beswick
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(posthumous), Kevin Midbo, Bob Mills, May
O’Hanlon, Ken Clement, and Michael Yoder.

New entry inhibitor
GlaxoSmithKline and Ono have signed a
worldwide agreement to collaborate on
the development and commercialization
of a cellular chemokine receptor (CCR5)
antagonist discovered by Ono, desig-
nated as ONO-4128, currently in pre-
clinical development for treatment of
HIV infection, as well as associated
back-up and follow-on compounds.

The CCR5 receptor is believed to be
the predominant co-receptor used by HIV
in the early and middle stages of infection.
Blocking the CCR5 receptor with an
antagonist may offer a novel mechanism
for inhibiting HIV infection.

GlaxoSmithKline plans to initiate
Phase | clinical studies in the USA in the
first half of 2003.

BC transplant update
AIDS activists have chalked up another suc-
cess. The BC Transplant Society has
changed its policy of not performing trans-
plants in HIV-positive people. It now has one
of the most progressive policies in the world.

In a letter dated December 12, 2002, the
Society stated: “The position of the BC
Transplant Society Liver Transplant Pro-
gram is that we are willing to...accept a
CD4 count of 200 with an undetectable viral
load. We will not insist that patients be on
HAART medications for 12 months....How-
ever, we do expect them to be on HAART
medications at the time of activation and
while they are on the waiting list.”

While this is good news, 30% of people
on the waiting list die each year before a
suitable organ becomes available. Becom-
ing a candidate depends on a wide variety
of non-HIV related factors, including his-
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tory of drug and/or alcohol abuse, current
social support, and mental health, as well
as other health issues.

For more information, contact the BC
Transplant Society at 604.877.2240.
Paula Braitstein

Bail denied for failing to disclose
A Florida man released from jail in Novem-
ber on $1,000 bond, and on condition that he
tell sex partners that he has HIV, was sent
back to jail without bail for allegedly not
disclosing his condition to a woman with
whom he had unprotected sex. The woman
discovered the man’s serostatus when a
friend showed her a newspaper article about
his November arrest. The man has passed
HIV to at least three other women, accord-
ing to the Florida state attorney’s office.
Source: AP

Canada’s drug war a bust

A study by the British Columbia Centre for
Excellence in HIV/AIDS (BCCfE), pub-
lished in the Canadian Medical Association
Journal, raises important questions about
the effectiveness of Canada’s war on drugs.

Evan Wbod, a researcher at the BCCfE,
said there is strong evidence that money
would be better spent on treatment and
programs to reduce the harm caused by
drug abuse, rather than spending it on
stopping criminal activity.

As part of a long-term study among injec-
tion drug users, the researchers monitored
drug activity one year after one of the largest
heroin seizures in Canadian history in the
port of Vancouver. Police had evidence the
heroin was destined for the Vancouver market.

“I was very surprised we did not see
an effect,” said Martin Schechter, head
of the BCCfE. He said the findings add to
a growing body of evidence that shows
the North American approach to fighting
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illegal drug use is not working.
Source: The Globe and Mail

Efavirenz side effects
A study at San Francisco General Hospital
suggests there is a greater incidence rate of
severe psychiatric illness resulting from
HIV treatment with efavirenz than had pre-
viously been reported. Previous reports had
stated that serious efavirenz side effects had
less than a 2% incident rate. However, the
authors of the study questioned the rate
after seeing a number of HIV patients on
the drug admitted to the psychiatry unit.

Researchers conducted a retrospec-
tive study of patients who had discontin-
ued efavirenz from March 2000 to
February 2002.

The study found that 18.3% of subjects
on efavirenz reported vivid dreams, 14.7%
complained of insomnia, 10% were lethar-
gic or fatigued, 8.3% had headaches, and
7.3% had dizziness. The most common
neuropsychiatric effect was depression,
reported by 12%, while 9.2% reported
anxiety, 2.8% reported suicidal depres-
sion, 1.8% reported hallucinations, and
1.8% reported agitation.
Source: AIDS Alert

Viral blips
It is not uncommon for HIV levels in
patients to spike temporarily while they are
taking highly active antiretroviral therapy
(HAART), according to a recent U.S. study.

More than a quarter of the patients
studied experienced brief viral elevations,
but the high levels persisted for only 13
percent of patients. The study suggests
that transient viral increases may not indi-
cate that therapy is failing.

Dr. Peter Sklar conducted the
research as part of the HIV Outpatient
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Study by the Centers for Disease Control
and Prevention. He said that a patient’s
incomplete adherence to the HAART
regime might contribute to the viral
blips. The 448 participants were on var-
ious types of antiviral therapy.

The study “supports current thera-
peutic approaches of ‘careful monitor-
ing’ when transient increases in viral
load are seen as opposed to a hasty deci-
sion to switch therapy,” according to Dr.
Diane Havlir, chief of the AIDS division
at San Francisco General Hospital.
Source: Gay.com

Lesbian transmission of HIV
A rare case of female-to-female sexual
transmission of HIV has been reported.
Doctors suggest that the woman may have
been infected through sharing sex toys after
drug resistance tests found striking simi-
larities between the genotypes of the
woman and her female HIV-positive partner.

The 20-year-old Philadelphia woman
had a negative HIV test result six months
earlier, and had been in a monogamous les-
bian relationship for the past two years. She
denied having had any other sexual part-
ners, had never injected drugs or received
blood products, and had no tattoos or body
piercings. The woman also had good oral
health, which physicians took to mean that
they could rule out oral transmission. How-
ever, the couple had occasionally uses sex
toys vigorously enough to draw blood.
Source: AIDS Map

ALS and antiretrovirals

A Burlington, Ontario woman is the first
person in the world to take highly active
antiretroviral therapy (HAART) as a
treatment for amyotrophic lateral sclero-
sis (ALS). The woman has been treated
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for the last 18 months with HAART. She
and her ALS physician, Dr. John Turn-
bull of McMaster University, report that
her disease has slowed down and some
symptoms have improved or gone away.
Dr. Turnbull has begun a small clinical
trial. Results of this trial will be avail-
able later this year.

ALS, also known as Lou Gehrig’s dis-
ease, destroys the body while leaving the
mind intact. It turns the body into a coffin.
Ninety percent of ALS patients die within
two to three years of being diagnosed.

Zimbabwe AIDS

emergency extended

The Zimbabwe government has extended
the declaration of emergency on the
HIV/AIDS epidemic by a further five
years. The extension will allow people
continued access to generic drugs used
in treating HIV/AIDS or any HIV/AIDS-
related conditions.

Zimbabwe became the first country to
declare a national emergency on HIV/AIDS
last year when it made the declaration. The
drugs are being given free of charge at
about 35 centres throughout the country as
part of the government’s effort to reduce
mother-to-child HIV transmission. Official
statistics indicate that at least 2,000 people
die of AIDS each week in Zimbabwe, and
about 20 percent of the country’s 12 million
people are HIV-positive. @

Source: Africa News

CORRECTION
The website for the Community-Based
Research Centre is <www.hiv-cbr.net>.
Incorrect information appeared in the
January/February 2003 issue of Living +.



Reach out and

touch someone

The stigma of depression can lead PWAs to further isolation

by Mary Petty and Neil

epression among people living
Dwith HIV is as common a topic

as antiretrovirals. “l can’t con-
centrate. | can’t seem to get out and do
anything with anyone. | don't feel like I fit
in anymore. Am | depressed?”

We know that HIV-related stress con-
tributes to depression, but we also know
that the virus affects the mood-regulating
aspects of the brain. Some people find that
making social connections helps them
move out of depression. Others want to
explore anti-depressants but wonder,
“Why should I take another pill? How do |
find the right one? How do they work?”

Opinions about depression vary as
greatly as each individual’s experience of it.
Discussing the topic can be therapeutic in
itself. Mary Petty’s contribution to this dia-
logue reflects her work on social/cultural
aspects of depression; Neil’s reflects his
extensive thinking and reading on psycho-
logical/biological aspects.

Mary: People living with HIV know
all too well about the effects of stigma on
their lives. The additional stigma associ-
ated with depression often prevents peo-
ple from getting help.

Neil: Yes, people often view their
depression as a shameful personality flaw.
| prefer to look at it as something that
evolved in human behaviour for protective
reasons. The fatigue and social withdrawal
that accompany depression could, for
example, have prevented injuries by keep-
ing hunters away from a dangerous hunt

when they were not at their best. | think the
stigma behind depression could be
reduced if we see it “not as an aberration,
but as something that has a biological
rationale,” as one psychiatrist stated.

Mary: This stigma influences how we
think about medications. Some people
consider taking anti-depressants to be a
sign of weakness. But it seems more
helpful to consider the effectiveness,
side effects, drug interactions, and so on.
There seems to be a lot of new research
on the brain and depression.

Neil: Studies have shown that our brains
are constantly growing new connections
between nerve cells as we learn and adapt.
But depressed people’s brains lack certain
nerve growth factors, and over time they
become physically unable to grow the new
connections that allow them to cope with
changing circumstances. They literally get
stuck in a rut of depressive thinking that they
cannot escape through willpower alone.
Anti-depressants correct neurotransmitter
levels in the brain, but, more importantly,
they actually let depressed people to begin
“re-wiring” their brains to allow a more pos-
itive outlook on life. Seen this way, depression
is not a moral weakness, but simply a phys-
ical ailment like a broken bone that needs
medical treatment to heal.

Mary: It also seems that increasing
one’s social connections—for example,
support groups, seeing friends—helps
stave off occasional or less persistent
symptoms of depression. Throughout the
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AIDS epidemic, I've seen unexpected ben-
efits that individuals experience when they
become activists or volunteer to help others.

Neil: This is so true, and not surpris-
ingly, there are biological reasons for this
effect as well. Recent studies have shown
that cooperation, teamwork, and recipro-
cated altruism—ypeople doing nice things
for each other—flood the brain with
dopamine and make us feel great. It's
clear that nature intended to reward us for
these behaviours, for whatever reason.
When you're in the depths of a depres-
sion, you probably feel incapable of mus-
tering the energy to do something nice for
yourself, let alone for someone else. But
I've found that even the smallest kindness
I show another person, like a door held
open or a smile in the elevator, immedi-
ately makes me feel a bit better.

Mary: Do you think the HIV/AIDS com-
munity takes depression seriously enough?

Neil: Frankly, no. Depression causes
increased risk of all kinds of illnesses, yet it
is still widely misunderstood, stigmatized,
and poorly treated. People with HIV/AIDS
should view depression as a serious threat to
their physical health, just like pneumonia or
shingles, and deal with it accordingly. ©

Neil has lived with AIDS for 12 years and views
depression as a life-threatening opportunistic infection.
Mary Petty is a social worker in the HIV Program
at St. Paul's Hospital in Vancouver.
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Feds finally consider
PWA prevention

Report on planning meeting for Canadian Strategy on HIV/AIDS

by Carl Bognar

early December, thirty experts
I n in HIV/AIDS from across

Canada were invited by Health
Canada to develop a draft five-year
strategic plan for the Canadian Strategy
on HIV/AIDS (CSHA). These people
were chosen to provide input into all
aspects of the strategy in order to
achieve an effective response to the epi-
demic over the next half-decade. These
areas of the strategy include prevention,
care, treatment and support, research,
legal issues, epidemiology, community-
based organizations, international
issues, and intergovernmental relations.
The participants also provided expert-
ise in different populations, such as
Aboriginals, gay men, people from
endemic countries, prison populations,
women, and youth.

At the meeting in Sainte-Adele, Que-
bec, participants went through a series of
strategic planning activities that resulted
in the identification of draft issues, goals,
and objectives to be addressed in the next
five years. Strategic plans from various
Canadian provinces and from other coun-
tries, including Switzerland and the
United States, were presented as back-
ground documentation for consideration.
Participants were encouraged to bring for-
ward ideas that would answer the ques-
tion “What do we need to do to optimize
the Canadian response to HIV/AIDS over
the next five years?”

Two innovations will be of particu-
lar interest to BCPWA members. The
draft strategy includes, for the first
time, some ideas about the importance
of “positive prevention”—prevention

initiatives geared to HIV-positive indi-
viduals. As well, it seems probable that
this plan will include support for the
development of a national organization
of people living with HIV.

Health Canada is currently developing
a draft plan that will be reviewed at a
national consultation to adjust the con-
tent, fill the gaps, and advise on meth-
ods of implementation.

For further information about
BCPWA Society’s involvement in the
development of the five-year strategic
plan for the CSHA, contact BCPWA
Society board member Jeff Anderson
at 604.893.2313.@

Carl Bognar is the prevention coordinator for the
BCPWA Society.

BCPWA
Advocacy

%

The BCPWA Society’s Advocacy Program continues to work
hard to secure funds and benefits for our members. The
income secured for November and December 2002 is:

v $12,300.00 in debt forgiveness.

v $90,316.38 in housing, health benefits, dental and
long-term disability benefits.

v $18,235.00 in Monthly Nutritional Supplement Benefits.

v 5384,747.44 into members’ hands for healthcare needs,
from grandfathered Schedule C benefits.
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Lauro de Haan and BCPWA Society
employeeJackie Haywood in the early 90s.

by Robyn Sussel

Fal

the early 1990s, | was attending a World AIDS Day rally
| n in Vancouver when | heard a voice | knew. The speaker

looked familiar—dark, handsome—nbut | couldn’t place
him. | asked the woman next to me who he was. “Lauro de
Haan,” she said. “He’s the new chair of BCPWA.”

I didn’t recognize the name, but by the end of his rousing and
moving call to action, | knew that this man was a childhood
friend | hadn't seen since grade 9. Back then | knew him as
Kemmy Dean, and he was one of the brightest lights in our class,
mature beyond his years and brutally funny.

Lauro’s most enduring legacy may be his
role in developing a plan to distribute
protease inhibitors to the first candidates.

I got to know Lauro all over again at the Canadian HIV Trials
Network. I knew he would add knowledge and reason to the delib-
erations of our newly formed Community Advisory Committee
(CAC), which was given the responsibility of supplying a commu-
nity perspective to scientists and policy-makers at the CTN. Nom-
inated by the Canadian AIDS Society, Lauro was appointed as a
member-at-large in the fall of 1992. Lauro remained an active and
vital member of the CAC until his death three years later.

Lauro possessed unwavering logic. When committee members
charged ahead with a new idea, he would suggest we investigate
what existed already to prevent duplication of effort. Rather than
just suggest we do the research, he was always the first to volunteer
to do the task himself. These two qualities allowed the CAC to
develop sound and well-researched recommendations and policies
in its crucial early years. This reasoned approach also helped gain
the trust of scientists and industry leaders who, at the time, were
new to the concept of community input. This building of relationships
later paved the way for CAC to be candid and forceful about com-
munity needs and to act as an equal partner in the research process.
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Remembering
our past

Former BCPWA chair believed in community involvement in HIV research

Lauro’s razor-sharp wit and droll sense of humour helped us
see the light in the darkest tunnels. He was able to joke and
laugh, even when he experienced profound personal and health
problems that would leave most of us humourless.

However, his most enduring legacy may be his role in develop-
ing a plan to distribute the new class of drugs, protease inhibitors, to
the first candidates. In his capacity as a CAC member, Lauro sat on
an ad-hoc committee to advise Roche Canada on a compassionate
release program for their new anti-HIV drug, Invirase (saquinavir).

Because worldwide demand for saquinavir outstripped the com-
pany’s ability to manufacture it, a lottery system was employed in
several countries to distribute the drug. The Canadian ad-hoc com-
mittee determined that a tiered system of access would be the most
ethical approach to this difficult situation. At the time, no one knew
who would benefit most from the drug. The committee suspected that
people with very low CD4 counts and severe opportunistic infections
would not benefit as greatly as people with slightly stronger
immune status, although no data existed to support this guess.

Therefore, the group decided to allocate the drug to the sick-
est people first. Lauro advocated strongly for this position, despite
the fact that his own CD4 count—the measure of the day—was
only slightly higher than the cut-off point for the highest tier. So,
despite knowing that this drug would likely prolong his own life,
he strongly advocated for PWAs who were more ill than he to get
the drug first. In hindsight, the courage and selflessness of this act
speaks volumes about Lauro’s character.

Lauro’s poor health declined quickly over the following year.
Though he was in a great deal of pain, he endured long flights
and long meetings to remain a contributing member of the CTN’s
CAC until the spring of 1995. Lauro lost his fight
against AIDS on July 29, 1995, at St. Paul’s Hos-
pital, surrounded by his family and friends.&®

Robyn Sussel was the head of communications and
information at the Canadian HIV Trials Network from
1991 until 2000. She is now a communications con-
sultant specializing in health and research.
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The global feminist movement has been
sharply criticized for years for its lack of
response and mobilization around the AIDS
pandemic. We in the HIV movement under-
stand how women around the world often
bear the brunt of the disease, including its
risk factors and consequences. Unfortunately,
despite this knowledge, the feminist movement
has been slow to react.

In January, Louise Binder, co-chair of the
Canadian Treatment Action Council and one
of the world’s leaders addressing women

and HIV, spoke at the International Gender
Institute meeting in Halifax. In her inspiring
speech, she asked: “What have we learned
over the past twenty years about this
epidemic and how to deal with it?” Her
answer—what she referred to as her “top
ten lessons learned”—is a rallying cry for
everyone to get off their butts and continue
advocating for the rights of Canadians living
with HIV/AIDS. We have accomplished a
great deal in the past 20 years, but much
work remains to be done.
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|
esson #L

If you don’t know where you are going, any
road will get you there.

Direction begins with leadership—political leadership to start.
We did not get that automatically at any level of Canadian gov-
ernment. We mobilized within the community, and we found
other important allies, including the healthcare sector,
researchers, public health officials, the media, and other disease
groups. Together we lobbied the politicians and bureaucrats, we
demonstrated in the streets and in the halls of power, we held
press conferences, we found natural leaders willing to speak
out—and die—publicly to bring this issue to the public’s
attention. We succeeded in convincing the federal government
and a number of provinces to put formal policies into place.
These strategies outlined government commitments to address-
ing this epidemic and what they were willing to spend.

essoN #2:
“If you think you are too small to make a
difference, you have never been in bed with
a mosquito.” - Dalai Lama
Unfortunately, marginalized groups do not feel they can make a dif-
ference. They often cannot mobilize to do so. In Canada, because
the first wave of infections was among groups that by and large did
feel part of the mainstream and therefore felt a sense of entitlement,
they did mobilize and they forced politicians and other decision
makers to take the leadership role they should play. If this epi-
demic were just starting today in Canada among the newer groups
becoming infected, | think it is very questionable whether we
would have achieved the important groundwork in advocating for
the strategies and leadership needed to deal with this epidemic
effectively. It is important to do capacity building in affected and
infected communities and to nurture natural leaders in these
groups. One group that has started to do exactly that in Canada is
the drug-using community, through a user group in Vancouver
called VANDU (Vancouver Area Network of Drug Users).

BssoN #3:

If you aren’t part of the solution, you're
part of the problem.

We have learned that all of the relevant stakeholders—
researchers, healthcare providers, AIDS service organizations,
public health officials, politicians and bureaucrats at all levels of
governments including those government agencies outside
health that affect health determinants—must be part of the
development, implementation, and evaluation of strategies. Most
of all, we must ensure that people with HIVV/AIDS and those at
risk drive the agenda, are always part of the decision-making
process, and are at the center of all that we do. As well, we must
ensure that each of the populations at risk and infected are inte-
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gral to the solutions for their specific population.

We did this—imperfectly, | admit—by creating both
national and some provincial HIV/AIDS strategies with spe-
cific strategic areas of work. We also set up multi-stakeholder
councils to monitor the work and to guide changes in direction
as the epidemic moves into new populations. More recently,
we convinced the federal government to endorse the UN Gen-
eral Assembly Declaration on HIV/AIDS (UNGASS), thereby
establishing another clear set of objectives for us to meet.

esson #4:

Never rest on your laurels.

We have learned this in the prevention area. Earlier in the epi-
demic, we did a fine job of reducing the transmission rates in
gay men by excellent targeted prevention messages and cam-
paigns through community mobilization, not government pro-
grams. Then we got somewhat complacent because we thought
we had solved that problem.

We learned that we must sustain the good work we have
done or it will slip away as young people come along and as the
older group finds it harder and harder to follow those messages
without ongoing support.

essoN #2:

One size does not fit all.

We learned this in the prevention area as well. The messages,
and the way they were delivered that worked for the gay com-
munity, were not reaching the other populations at risk. Thus,
these populations were being infected in large numbers.
Women had no idea they were at risk, aboriginal people
thought HIV was a white man’s disease, intravenous drug users
weren’'t being taught harm reduction practices, and pregnant
women weren't being offered testing. No wonder the numbers
were growing so fast in all of these populations.

This is true in the care and support areas as well. Thus AIDS
service organizations have sprung up to deal with the discreet
needs of particular populations. One example is Voices of Positive
Women, a provincial organization started by two HIV-positive
women with thirty founding members. It now has over 550 mem-
bers, and it is run solely by and for HIV-positive women.

This is also the case in the research area. Women have rec-
ognized for a long time the need for a protection method, which,
unlike condoms, is solely within the control and knowledge of the
woman herself. We have recognized that the traditional subor-
dinate role of women socio-economically and the resultant vio-
lence against women are co-factors for HIV.

Finally, and recently, research decision makers are listening.
Microbicide research is moving forward. The same is true for
research about the particular impact of antivirals on women,
given our distinct metabolism. In the area of social justice, human



rights policy work is needed for each of the marginalized groups.
In Canada, excellent work is being done in that area by the
HIV/AIDS Legal Network, a national non-governmental organi-
zation that develops policy papers in such areas as intravenous
drug users, prisoners, and immigrants. For women, one issue in
Canada has been the debate about the human rights implications
of mandatory testing for pregnant women.

£ss0N #0:
Contrary to popular opinion, knowledge is
not always power.
We have learned that knowing that you are HIV-positive
only confers power where there are treatment strategies in
place to let people improve their life and health. Before we
had access to antiretroviral treatments, there was little
incentive for people to be tested. Denial was easier than
knowledge of certain death. With this denial came contin-
ued unsafe sex practices and sharing of needles and other
unsafe practices. The availability of treatments made a
tremendous difference to prevention work. As well, we have
learned that the public health driven prevention strategy
of partner notification does not stop this epidemic.

essoN # /-
Even though it may look like a duck and
quack like duck, it may not be a duck.
Things are not always what they seem. On the surface, HIV
may look like a health issue. Thus, you might conclude that the
solutions to this epidemic lie within the health sphere. We
have learned that nothing could be further from the truth.
HIV is a socio-economic issue, a human rights issue, a social
justice issue, a gender bias issue, and a racial and religious
issue. It is influenced by the determinants of health, includ-
ing poverty, homelessness, education, employment, and race.
Unless the decision makers in these areas are engaged, we
will never solve the root causes that allow the spread of this
disease. In Canada, we have recognized this but have done
very little to address it.

£ss0N #0:

It’s a small world after all.

Canada is starting to recognize that what happens to the rest of
the world is indeed linked to what happens to us. The advocacy
to convince the government to sign on to the UNGASS agree-
ment is an important step in that direction. The advocacy to
spend more in foreign aid in general and specifically in relation
to HIV activities has been very important. We are still woefully
stingy in contributing to the Global Fund. We must continue to
speak out in favour of increasing our commitment there.

esson # 9.

Follow the money.

This epidemic is fuelled by international trade agreements and
other international policies, driven by multinational companies and
interests. Because we cannot possibly be everywhere or know
everything relevant to this issue, it is crucial that we develop part-
nerships and alliances with antiglobalization, health, and envi-
ronmental groups. We can educate them about our issues so that
they can integrate our needs into their work. In turn, we can use
information they provide us in the development of our policies
and positions. The whole is always greater than the sum of its
parts. We must continue high level lobbying with our govern-
ments in the international arena. This certainly worked in con-
vincing the Canadian government to endorse UNGASS.

There are some big gaps in our approach to HIV/AIDS pol-
icy and strategies in Canada. The first involves collaboration
and coordination. There is not enough collaboration across gov-
ernment departments on issues that impact health, such as
housing, welfare, justice, and health. In fact, these departments
do not recognize the impact of their work on health and HIV. Lev-
els of government do not coordinate their work to ensure that we
get the best value for our money with the far too scarce
resources—human and financial—that we have. This applies to
other relevant stakeholders’ collaborations.

Secondly, with great regret | must report that HIV is not on
the broader women'’s health agenda. | have concluded that the
major factors at work here are denial and discrimination: the
conspiracy of silence. Indeed, of even greater concern is that we
are not any longer on the public’s list of important issues, let
alone important health issues.

esson # 10:
“Never for the sake of peace of quiet deny
your experience and knowledge.” -
Dag Hammarskjéld, UN Secretary-General 1953-1961
We must continue to work together to create a social justice
framework for all people. We must remember the example of the
mosquito when we feel discouraged and powerless. My own
personal mantra in doing this work is “if one of us is not safe,
none of us is safe.” @

Louise Binder is chair of the Canadian Treatment Action
Council, co-chair of the Ministerial Council on HIV/AIDS |
to the federal Minister of Health, and chair of Voices of
Positive Women.
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Penalizing
the poor

What you should know about recent changes to welfare laws

by the BCPWA Collective Advocacy Standing Committee

he BC monthly welfare disability
I allowance rates are not keeping up with
the cost of living. The rates are far below
Statistics Canada’s low-income cut-off lines,
more commonly called the poverty line. While
the income needed to live at the poverty line
continues to increase, the new welfare laws are
keeping the rates for disabled people frozen.
Disabled persons live on up to 50% less income
than the poverty line. (See Table 1.)

Not only do low welfare rates increase
the difficulties in meeting living costs, other
attacks on income security for disabled per-
sons have made the situation even more per-
ilous. The welfare-earning exemptions have
been capped at $300/month. The additional
25% above $300 earned monthly has been
taken away, thus limiting disabled persons’
abilities to work towards partial or full inde-
pendence or to meet their high medical
costs. As well, many healthcare goods and
services are no longer covered by welfare
or Pharmacare, forcing disabled persons to
go without necessities of life in order to pay for
their medical needs or to simply not meet
those needs at all.

Overall, the increase in the PST, the new
restrictions on the federal Disability Tax
Credit, and provincial cuts (or impending
cuts) to many community services threaten
the tenuous stability of many disabled people.

Know the rules and

the penalties

Welfare laws have changed, and penalties
for breaking those laws have increased.
Because the laws are new, it is unknown
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how much attention the government will
place on enforcing the new provisions.
However, it’s important to know the rules
so that you can make good decisions and
protect your welfare income.

You can be barred from receiving welfare
if you give false or misleading information
to the government or if you fail to report
changes in your financial and personal
situation to the government.

Under the new law, the penalty for the
first offence is a twelve-month ban. A
second offence will get you barred from
welfare for 24 months, and your third
offence will get you barred for life.

Giving false or misleading

information

Here are some examples of what could

be false or misleading information.

= You and your partner live together but
you both apply for welfare as singles.

= You are your partner live together,
and you apply for welfare while your
partner works or has another source
of income.

< Not fully declaring all valuable assets
such as artwork, vehicles over $5000, etc.

« Making unsubstantiated claims about
your health problems and health needs.

= Claiming your child lives with you full-
time when your child lives with someone
else more than 50% of the time.

= Giving away your assets—such as a car,
art, property, or RRSP—for below mar-
ket value before you apply for welfare.

= Not disclosing all your bank accounts.

Reporting changes to your

personal or financial situation

These are the types of changes to your

personal or financial situation that you

may need to report.

= Leaving the province for more than
thirty days in one year.

e Living rent-free while continuing to
collect shelter allowance.

« Moving in with your lover.

= Selling your assets.

« Earning less than $300 a month but
not reporting it to welfare.

= Working part-time.

= Sharing your apartment with a friend
and receiving money from your friend
to cover rent.

= Winnings from the lottery or bingo.

= Receiving inheritance money or
valuable gifts.

= Receiving CPP retroactive payments,
ICBC insurance claims, El, or WCB
payments.

= Receiving student loans for costs of living.

Other reasons for ineligibility

You can be found ineligible for welfare or

have your monthly disability allowance

reduced if you

« sell your property or possessions for
under market value any time two years
before you apply for welfare or while
you are on welfare; or

e didn’t accept a job you could perform
or other income that could support you
any time two years before you apply for
welfare or while you are on welfare.



Employment plans

In the future—we don’t know how near or
far—all persons receiving a disability
allowance will be required to enter into an
employment plan with the Ministry of Human
Resources. While the Ministry may exempt
persons who are too disabled to comply with
any employment plan, many disabled persons
will not be exempt. According to the govern-
ment, such plans will assess an individual’s
employability and provide supports to enhance
that individual’s self-sufficiency. The degree of
an individual’s disability will impact the plan.
An employment plan’s goal can range from
fulfilling volunteer commitments, following
through on skills training, and finding part-time
or full-time work.

You can be bumped off welfare or have your
disability allowance reduced if you do not fol-
low some of your employment plan obligations.
If you have any concerns about meeting your
employment plan, talk with your worker and an
advocate immediately. ®

Table 1:Disabled persons living below poverty line

"o Welfare disability | Poverty |Percentage below
Family size rate/month Y linety povergr line
Single disabled person|  §786.42 49%
Single disabled person $1611.00
+ full nutritional benefic| ~ $1011.42 37%
Single parent, one child| ~ $1075.08 47%
Single parent, one child $2013.00
+ fu%l nutritional benefit|  $1300.08 36%
for adult
Couple, both disabled| ~ $1150.56 43%
Couple, both disabled $2013.00
+ full nutritional benefit|  $1600.56 20%
for both adults
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fLet's talk
about it!

This is your page
to express your opinions
on “positive prevention”.

J

“Positive prevention” means the
participation of HIV-positive people in
prevention issues that concern us. In
order to develop a Canadian vision for
positive prevention, we at the BCPWA
Society are eager to hear from our
readers. “Let’s talk about it” is a new
regular feature in Living + dedicated
to promoting dialogue.

We welcome your comments on prevention
articles published in this magazine or
in other publications. We also want to

Please keep all essays and letters
under 400 words, and send them to:

CARL BOGNAR,

PREVENTION COORDINATOR
BCPWA

1107 SEYMOUR ST., 2ND FLOOR
VANCcouVvER BC V6B 5S8
prevention@bcpwa.org

FAX: 604.893.2251

generate discussion about prevention
issues. Alternatively, send us your
questions or suggestions for future

prevention articles.

We received this letter from an AIDS service organi-
zation. The writer declined to be identified, but we still
feel this is an important topic to discuss. This is an exerpt
from the letter:

“We have concerns over the message your article (“Sex and
Sensibility”, Issue 22, Jan/Feb 2003), may be sending to
our client population. Although it is certainly up to the indi-
viduals involved to decide for themselves, we believe you
may be sending mixed and/or dangerous messages. You say
that “Condoms are probably a good idea if your HIV isn’t
being treated or if your viral load is detectable.” This seems
to be saying that it is okay if you are being treated or the
viral load is undetectable. This is a potential recipe for dis-
aster. What about the sharing of different strains of HIV,
and what about HCV infection?

“At our organization, we promote condom use at all
times, and believe in erring on the side of safety. Certainly
we have gaps in knowledge, but that should make us even
more vigilant in promoting the safest sex possible: consistent
use of condoms. Even if the risk is minimal, would you bet
your life on it?”
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Our response:

We agree that it's important to keep in mind the potential
dangers of unprotected sex between HIV-positive people,
especially dangers related to hepatitis C and sexually-
transmitted infections, and the fact that these may be more
difficult to treat if you're HIV-positive. At the same time,
we do know that some HIV-positive people are choosing to
engage in sexual activities only with other PWAs, as a way
of minimizing risk while avoiding the need to use condoms
for the rest of their lives. Given our current understand-
ing of how the virus works, this may well be a reasonable
decision between HIV-positive partners, especially those in
a stable relationship.

There are many complex issues related to drug resistance,
and as yet, there is no clear scientific consensus about
whether transmission of drug-resistant virus has an impact
on long-term health. Evidence to this effect may emerge in
the future, and we may well find it necessary to modify our
thinking about this issue. &

Carl Bognar,
prevention coordinator
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Behavioural approaches to prevention come up short

by Carl Bognar

health responses to preventing the spread of HIV, and they

continue to characterize much of the prevention work still
being done around the world. There are a number of variations on
behavioural approaches (for example, see Peterson and
DiClemente, 2000, for a summary), but these approaches tend to
make a number of assumptions that place serious limitations on
our thinking about HIV prevention. These assumptions can lead
to an inadequate understanding of the circumstances in which
HIV is transmitted. Effective prevention programs cannot be
built on incomplete understandings.

Behavioural approaches characterized the initial public

Knowledge is not enough

Behavioural approaches to prevention have their limita-
tions. They usually assume that risk behaviours can be
eliminated merely by providing individuals with appropri-
ate knowledge. As long as the epidemic persists, there will
be a continuing need for education about HIV transmis-
sion, particularly for young people and for people coming
to Canada from other countries where they may not have
been exposed to the basic facts of HIV prevention.
Research findings make it clear, though, that as far as
adults are concerned, much of this work has already been
done. The majority of people are well aware of the basic
facts of HIV transmission.

However, some areas of confusion remain, particularly in
relation to more complex questions such as the importance of
viral load and transmissibility and the relative perils or safety
of oral sex. These remaining areas of public confusion are
largely a reflection of ongoing debates in the scientific litera-

ture and among public health professionals. These debates,
unfortunately, are not likely to be resolved any time soon.

Knowledge alone is not enough to prevent the spread of
HIV. Behavioural approaches make the assumption that deci-
sion-making about risk-taking behaviours is entirely rational.
However, it is obvious that sexual activities and drug use may
well be the two areas of life that are least amenable to reason.
By nature, they are driven by passion. Emotional responses in
these situations are important aspects of our humanness.

If we limit our thinking about HIV transmission to understand-
ing a few simple behaviours, we run the risk of treating the people
who are the targets of our research as pathological. A researcher
working from this perspective could well ask: Why are they still
engaging in unsafe behaviours when they should know better?

Recognizing cultural contexts

Behavioural approaches also place responsibility for HIV pre-
vention entirely on the individual. By so doing, we ignore the
larger social and cultural contexts in which risk behaviours are
located. Cultural contexts are critical to understanding why
people engage in risk behaviours and how we might help peo-
ple to reduce or eliminate those risks.

For example, injection drug use takes place in more than one
subculture. Consider the differences between women who
inject drugs to ease the pain of working in the survival sex
trade and young men who inject steroids to maximize the
impact of their weight training at the gym.

This type of conceptualization led epidemiologists to create
the category “men who have sex with men” (MSM). While this
designation allows scientists to count males who have acquired
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HIV through same-sex sexual activities, it combines men who
identify with gay culture with those who have sex with other
men but who do not identify themselves as gay. Acknowledging
the existence of gay culture provides us with a wealth of oppor-
tunities to capitalize on the strengths of gay culture in turning
the tide on the HIV epidemic.

Understanding vulnerability

Behavioural models of prevention tend to ignore differences
between individuals and differences within individuals over
time. In behavioural research, individuals are treated as equiv-
alent, interchangeable, and unchanging. By ignoring possibly
important differences between individuals that are related to
personality or culture of origin, we lose the benefit of under-
standing HIV vulnerability in relation to important events in
people’s lives, such as finding or losing a partner or having a
partner who seroconverts.

There has been a tendency to look for pathological differ-
ences between people who become HIV-infected and those who
do not. Research tends to focus on risk factors, such as low self-
esteem, drug and alcohol use, and the effects of physical and
psychological abuse during childhood, to ascertain what makes
people as individuals vulnerable to HIV. While studies have
clearly demonstrated that all of
these factors do indeed con-
tribute to vulnerability to HIV,
not everyone who has HIV has
been abused and not everyone
who has been abused has HIV.
This line of thinking may, in fact,
be counterproductive, in that it
gives “normal” (read: non-
abused, non-addicted) HIV-neg-
ative people a false sense of security. In reality, under the right
circumstances, everyone is vulnerable to HIV. Pathologizing
runs the risk of distancing non-abused, non-addicted HIV-neg-
ative people from understanding their own vulnerabilities.

The importance of interaction

Placing responsibility for prevention on the individual under-
estimates the importance of social interaction in HIV trans-
mission. Behavioural approaches tend to ignore the
interaction between two individuals that is necessary for HIV
transmission to take place. To make HIV prevention more
effective, we need to develop a deeper understanding of how
these factors interact when two or more people are involved. To
each encounter where HIV might be transmitted, each part-
ner—whether the relationship is casual, regular, or perma-
nent—nbrings a myriad of individual factors, including his or
her personality, needs, desires, long-term goals, self-esteem,
negotiation skills, and sexual history. HIV transmission
requires the participation of two individuals, so effective pre-
vention requires an understanding of the way that all of these
personal factors interact.
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Behavioural approaches treat individu-
als as interchangeable and unchanging,
ignoring important differences due to
personality or culture of origin.

By ignoring the social interactions that are required for HIV
transmission to take place, behavioural approaches imply that
“it’s every man for himself.” The early 1990s public health mes-
sage “use a condom every time” is a prime example of an HIV pre-
vention message designed to appeal, inadvertently, only to the
individual. Many people are now critical of such messages
because they appear to ignore the realities of everyday life.

HIV transmission happens as a result of social interaction, so
understanding the nature and content of that social interaction is
crucial to prevention. For example, some prevention research
shows that young people—hboth heterosexual and homosexual—
tend to stop using condoms at an early point in a new relationship
because condoms interfere with naturally growing patterns of
trust and intimacy. In this context, condoms are viewed as an
impediment to a stable relationship. Discussion, negotiation,
understanding, and trust are required in these instances. Addi-
tionally, using a condom every time is not an option for people in
relationships where there are power differentials.

Situational differences
Behavioural models tend to assume that people behave in the
same way in all environments. Effective prevention needs to be
based on an understanding of the interactions between individ-
uals, and an understanding of
the situations and environ-
ments in which these interac-
tions take place. There is
evidence that HIV-positive gay
men weigh the level of disclo-
sure of HIV status required by
the nature of the situation.
They may rarely offer disclo-
sure in an outdoor cruising
area, while it may be expected in a new relationship. Thus, gay
men may seek out various types of environments—bars, baths,
parks, and telephone lines—depending on a mix of their mood,
their longer-term goals, and their willingness and capacity to
disclose.

Broader models of HIV prevention are emerging, particularly
in Europe and Australia. These newer models are based on dif-
ferent and more comprehensive assumptions about how and why
HIV transmission happens. These approaches require us to
examine the meanings and contexts of risk behaviours, rather
than just the risk behaviours themselves. This does not mean that
the behavioural research that has been done so far is wrong, only
that it is woefully incomplete and, therefore, may not provide the
solid foundation needed for HIV prevention. We will present
some ideas about how to develop new prevention
approaches in future issues of Living +. @

Carl Bognar is the prevention coordinator for the
BCPWA Society.
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TREATMENT INFORMATION
PROGRAM MANDATE &
DISCLAIMER

In accordance with our mandate to
provide support activities and facil-
ities for members for the purpose
of self-help and self-care, the
BCPWA Society operates a Treat-
ment Information Program to make
available to members up-to-date
research and information on treat-
ments, therapies, tests, clinical trials,
and medical models associated with
AIDS and HIV-related conditions.
The intent of this project is to make
available to members information
they can access as they choose to
become knowledgeable partners
with their physicians and medical
care team in making decisions to
promote their health.

The Treatment Information Pro-
gram endeavors to provide all
research and information to mem-
bers without judgement or preju-
dice. The program does not
recommend, advocate, or endorse
the use of any particular treatment
or therapy provided as information.
The Board, staff, and volunteers of
the BCPWA Society do not accept
the risk of, nor the responsibliity
for, damages, costs, or consequences
of any kind which may arise or
result from the use of information
disseminated through this program.
Persons using the information pro-
vided do so by their own decisions
and hold the Society’s Board, staff,
and volunteers harmless. Accepting
information from this program is
deemed to be accepting the terms of
this disclaimer.

A language of

Its own

by Ron Rosenes
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live in an era of evi-
edence-based medicine.
For biomedicine, the gold

standard of evidence usually means a
double-blinded, placebo-controlled, ran-
domized trial. That's how researchers
determine the ability of an investiga-
tional drug to reduce viral load over a
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given period of time, for example. Com-
pounds or substances are compared with
a placebo in settings where neither the
patient nor the doctor knows who is get-
ting what and every attempt is made to
screen out any factors which might con-
found or confuse the result.

Researchers in the field of comple-
mentary and alternative medicine
(CAM) face a different set of challenges
when it comes to building the evidence
for therapies that are based on complex
whole systems of treatment. Traditional
Chinese Medicine (TCM) is an example
of one such whole system. Part of that
system is the administration of herbal
remedies, which could be researched
for their safety and efficacy like other
compounds. That is, if you could stan-
dardize them and isolate their active
ingredients. That in itself adds a layer of
complexity to the study of herbs com-
pared to pharmaceutical compounds.
But TCM treatment may also involve
acupuncture, which is dependent on the
skill of the practitioner.

A “whole systems” approach
PWAs often create their own “whole sys-
tems” of self-care, and they struggle to
make choices about treatment from a

menu of products and practices offered by
continued on next page
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a myriad of healthcare providers. How do
we make informed decisions about what
works and what doesn’t? Can research
studies be designed to prove the effec-
tiveness of CAM?

A group of leading CAM
researchers and practitioners from
Canada, the US, and the UK met in
Vancouver in the fall of 2002 to
advance the agenda for whole systems
research. The group included natur-
opaths, western doctors, TCM doc-
tors, homeopaths, chiropractors,
biostatisticians, bioethicists, folks
from the Natural Health Products
Directorate, and one lone consumer
advocate. The advocate’s task was to
keep the discussion focused on the
needs of people (such as PWAs) who
live in the real world and create their
own whole or holistic systems of
healthcare on a daily basis. The dis-
cussions were fascinating and pointed
to the need for researchers of comple-
mentary medicine to develop a rigor-
ous new language that can provide
evidence of CAM’s effectiveness and
ultimately change the way healthcare
is delivered.

Assessing holistic outcomes
Randomized clinical trials (RCTs) are
an important part of the equation, but
they must be constructed in ways that
take into account the holistic nature
of complementary medicine. In other
words, they must find ways of assess-
ing quality of life that are acceptable
both to patients and the broader med-
ical community. The goal of conven-
tional medicine has been the
diagnosis and treatment of illness
based on the concept of the pathogen
or germ. The term “reductionist” is
often used to describe this approach
because it reduces the cause to an
identifiable culprit. CAM also seeks
to relieve symptoms and promote
wellness, but it tends to involve the
individual in a self-healing process
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that examines mind, body, and spirit.
Increasingly, a holistic view of health
includes the environment, both psy-
chological and social, in which the
individual lives.

Rigorous research methods must
therefore take into consideration these
philosophical points of view. For
example, some complementary medi-
cine embraces the interconnectedness
of everything, including the relation-

Randomized clinical trials
must be constructed in ways
that take into account the
holistic nature of comple-
mentary medicine.

ship between the individual and the
practitioner. Some practitioners may
work to uncover the underlying dishar-
monies—such as anger, diet, and
genetic predisposition—that may be
the cause of illness. This approach to
medicine introduces an element of
spirituality to the process of self-heal-
ing and makes the practitioner a
stakeholder in the outcome. The chal-
lenge, then, is to marry the philosoph-
ical concerns of all stakeholders with
the highest standards of methodological
rigor in order to produce evidence that
satisfies all parties.

Studying long-term
outcomes

HIV poses specific challenges to out-
comes-based research. It is now just a
few years since the advent of powerful
antiretroviral drugs that enabled us to
view HIV as a complex chronic con-
dition that may have a relapsing and
remitting pattern. Many of us have
integrated CAM interventions into
our treatment with the aim of long-
term healing as opposed to a cure.

Many PWAs see CAM as a way to
forestall the time when they may
decide to wuse pharmaceuticals.
Health changes tend to be gradual
and subtle. Therefore research must
be funded to allow for the long-term
study of outcomes.

Most importantly, outcomes need
to be viewed differently from surro-
gate markers such as the simple
quantification of CD4 cells or reduc-
tion in viral load, or from end points
such as death. The researchers at the
Vancouver meeting did not lack sug-
gestions on ways to design research
protocols that respect and value indi-
vidual experience, capture the
patient-provider relationship, and
answer questions based on individual
expectations. By combining qualita-
tive and quantitative methods, we can
get a clearer picture of why and for
whom certain treatments work, and
not just what works.

But don't expect satisfactory
answers to treatment questions until
the research community comes to
agreement on the components
needed for high quality research and
is able to engage the support of gov-
ernment and industry. The Vancou-
ver meeting proved to be a good step
along what appears to be a long road
toward a definition of a new lan-
guage for CAM research. @

Ron Rosenes is a board
member of the Canadian
Treatment Action Council.




Homeopathy

and HIV

by Zoran Stjepanovic

Science and Practice is a recently published book that
examines the current use of CAM in treating AIDS. In this
issue, I'll review the chapter on homeopathy.

According to the author of this chapter, Leanna J. Stan-
dish, homeopathy began in Germany in 1810. It remains a
controversial area of alternative medicine, with some critics
arguing that it is irrational. However, it is considered stan-
dard practice in parts of Europe and India. The physician for
the British Royal Family has traditionally been a homeopath.

Standish defines homeopathy as a system of medical practice
that treats a disease with minute concentrations of medicines
that, if administered at higher doses to a healthy person, would
produce symptoms of that disease. If a high concentration of a
substance causes a medical problem, the homeopathic law of
similars predicts that the same substance will effectively treat
that problem when prescribed in very small concentrations. The
flu shot, for example, contains just a bit of the flu virus, which
stimulates the immune system to react and create antibodies
for that particular strain of flu.

Homeopathic diagnosis involves a comprehensive interview
about symptoms and practices. This interview can often last for
an hour or more. Homeopathic medicines are then prescribed on
the basis of a person’s unique pattern of symptoms.

Homeopathy can also be used to treat people living with
HIV/AIDS. The Bastyr University AIDS Research Center’s study
of 1666 HIV-positive men and women indicated that approxi-
mately 9% of HIV-infected individuals who used complementary
and alternative medicine were treated by a homeopath.

Homeopathy is particularly common among the growing
HIV population in India. Homeopathic physicians there sometimes
treat HIV/AIDS with homeopathically prepared HIV concentrated
in the buffy coat (lymphocyte fraction of whole blood) of
centrifuged blood samples.

Standish also cites a 1999 study that examined the effect of
individualized homeopathy for PWAs in India. One hundred
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HIV-positive individuals between the ages of 17 and 50, of
which 71% were male, were randomized to receive either a sin-
gle homeopathic treatment or a placebo. The group receiving the
homeopathic treatment showed statistically significant increases
in CD4 counts after six months. Unfortunately, Standish does
not provide enough data from this study, such as the participants’
CD4 counts before and after the study and the list of side effects
they may have experienced. In addition, it is not clear whether
these participants were taking any other treatments besides
homeopathic medicines. Research is starting to emerge on the
effects of homeopathy on HIV-positive individuals, but research
methods and experiences need to be more transparent.

Standish points out that the administration of homeopathic
nosodes is an area of homeopathic medicine that deserves more
investigation. Nosodes are dilutions of antigenic material taken
from diseased tissues that can be administered orally. Many home-
opathic medicines are nosodes, such as medorrhinum, syphilinum,
and tuberculinum, which are made from gonorrheal, syphilitic, and
tubercular-infected tissues. Standish writes that many naturopaths
prescribe homeopathically prepared viral nosodes for the treatment
of HIV co-infections such as hepatitis, human papilloma virus
(HPV), Epstein-Barr virus, and cytomegalovirus (CMV).

This chapter provides a good introduction to homeopathy
and how it works. The discussion of homeopathy provides
some evidence from clinical studies, but the section on HIV
and homeopathy is too brief. More research is needed in this
area. When considering homeopathy, it is important to find a
homeopath that has experience in treating HIV/AIDS.®

Zoran Stjepanovic is the treatment information
coordinator with the BC Persons With AIDS Society.
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We've only just begun to see the grave impact of hepatitis C co-infection

by Paula Braitstein

e’'ve known for several years now that the hepatitis
WC virus (HCV) was going to be bad news for people

living with HIV/AIDS. However, until recently, we
didn’t quite fully comprehend just how bad the situation is.
Hepatitis C co-infection is a huge problem, and it is only going
to get bigger.

Have you noticed all those people who look like they
are probably living on and/or off the streets, but they have
big bellies? You think they’re well fed so you decide not to
give them spare change. In fact, most of them have
ascites, a condition that develops when cirrhosis or scar-
ring of the liver occurs. Because the liver isn't processing
anything properly, all the fluid that is consumed through
eating and drinking doesn’t get processed either. This
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fluid accumulates in the belly—and later in the legs, gen-
itals, face, and other areas of the body—until the person
looks like he or she is nine months pregnant. It's painful
and extremely uncomfortable.

A trip to the HIV ward on the 10th floor of St. Paul’s
Hospital in downtown Vancouver underscores the prob-
lem. In nearly every bed, there are people whose bodies are
wasted everywhere but their abdomens. Lactulose, a syrup
that induces frequent bowel movements in the hopes of
excreting ammonia and other toxins which will otherwise
accumulate in the brain and cause brain dysfunction, is
doled out to patients like candy. At nearly every door,
trays stand full of equipment for paracenteses, a proce-
dure to drain fluid from the abdomen using a large needle.



The leading cause of death

Last year, the BC Centre for Excellence in HIV/AIDS
(BCCfE) checked their data to see if hepatitis C was a lead-
ing cause of death among people on antiretrovirals. It was
not. This year, they had another look at the same question
and discovered otherwise—and that’s after taking into
account viral loads and CD4 counts when people start ther-
apy. Of the 1516 individuals who started naive (that is, for
the first time) on triple-combination antiretroviral therapy,
235 of them—16 percent—had antibodies to hepatitis C.
However, only 552 of the total group of 1516 had ever been
tested for hepatitis C. Thus, when you examine the preva-
lence of hepatitis C from this perspective, 43% of the 552
people tested were HCV-positive.

Considering how important and dangerous hepatitis C
is, it is surprising that more people aren’t getting tested,
especially since two years ago, the BCCfE wrote a strongly
worded letter to BC physicians recommending that all HIV-
positive patients, regardless of their risk factors, be tested.
If they test antibody-negative but are having liver prob-
lems, they should get a PCR test to see if there is actual
HCV present, even if the immune system isn’'t working well
enough to create antibodies to the virus. The BCCfE found
(in unpublished data) that women and people who had
physicians with limited HIV experience were more likely to
not be tested.

The reason that the BCCfE didn’t discover that HCV was
a leading cause of death in HIV-positive people until
recently is probably because of the timing of when most
people actually became infected. Although a large proportion
of people with hepatitis C are not injection drug users (in this
instance meaning anyone who has used injection drugs even
once in their lifetime), an equally large proportion of people
are. The epidemic of HIV and hepatitis C among IDUs in
Vancouver spiraled out of control in 1996 or 1997. While
HCV can take twenty to thirty years to develop in people
who have HCV only, people with both HIV and hepatitis C
can expect their hepatitis C disease to progress in seven to
ten years. Thus, for people infected in 1996, the brunt of
the disease is only beginning to be felt now.

A devastating effect on HIV

It is still not clearly understood why hepatitis C has such
a devastating effect on HIV. However, scientists believe that
having an altered immune status has an effect on the body’s
ability to cope with HCV. It may be that with fewer CD4 cells,
a greater number of HCV quasi-species or strains can
develop, and that the more types of HCV you have, the worse
your disease will be. It may be that HIV can somehow Kill

liver cells directly, or perhaps it interrupts the immune sys-
tem’s way of preventing liver disease.

Does HCV viral load play a role? Although no relationship
appears to exist between HCV viral load and disease progres-
sion in people who are mono-infected with HCV (in sharp con-
trast to HIV disease, where there is a direct and causal
relationship between HIV viral load and disease progression),
people who are co-infected tend to have higher HCV viral
loads than people who are mono-infected.

The other major problem in terms of the interaction
between HIV and hepatitis C is related to CD4 counts. Peo-
ple with higher CD4 counts are more likely to respond to
HCV treatment and less likely to have rapidly progressing
liver disease. Unfortunately, people with low CD4 counts
almost uniformly respond poorly to HCV treatment and tend
to progress quickly in their liver disease. Immune restoration
can also sometimes be a double-edged sword in HCV. People
with lower CD4 counts who start antiretroviral therapy may
also be kick-starting HCV disease when they do. This sce-
nario is similar to when people with low CD4 counts start
antiretrovirals and suddenly develop mycobacterium avium
complex (MAC, an opportunistic infection), since it is the
immune system’s reaction to the disease that causes the
symptoms rather than the disease itself. All of this is debated
in the literature, and there are no firm answers.

Go to a doctor for testing

Should you be worried? Well, that depends. Have you ever had

a tattoo? Have you ever snorted cocaine? Ever shot drugs? Had

sex? Had acupuncture? Shared a toothbrush? If the answer to

any one of these questions is yes, then you should be con-
cerned. Here’s what you should do:

« Get tested. And don’t take “no” for an answer. Many doc-
tors still fallaciously believe that only drug addicts are at
risk. However, hepatitis C is spread by blood, and it is
hundreds of times more infectious than HIV. All it takes
is a minute amount of blood to spread. A little rough sex,
an old tattoo, a line or two of coke could all easily allow
HCV to spread.

< Don’t assume you're healthy, even if your lab work suggests
you are. There are more questions than answers with hepa-
titis C. For example, your liver function tests (LFTs), and
particularly your AST/ALT, may be normal. If they're ele-
vated, then you know there’s something going on—it could
be HCV, it could be antiretroviral toxicity, or any number of
other of things.

< Even if your LFTs are not elevated, that doesn’t mean there
isn't a problem. Many people have very advanced liver

disease, yet their LFTs are normal or close to normal. You
continued on next page
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may have elevated bilirubin. Your doctor might tell you that
it's not a clinically relevant reading because all it causes is
a little jaundice, or yellowing of skin and eyes. However,
jaundice isn’t normal, and you need to find out what’s going
on. If your antibody test was negative, demand a PCR test
which tests for the virus itself.

= Pay attention to your body. Feeling excessively tired, losing
your appetite, or experiencing changes in your taste or sleep-
ing patterns are all symptoms of liver disease. If you have
any of these symptoms, get a referral to a hepatologist—a
liver specialist.
Do what you can to support your liver. Avoid alcohol as
much as possible. Reduce your salt intake. Consult an
HIV-specialist dietitian and/or pharmacist to discuss
changes to your diet or supplementing. Don't start supple-
menting with too many herbs or minerals—you can do more
harm than good.

= Get vaccinated for hepatitis A and hepatitis B. Some evi-
dence suggests that hepatitis A combined with hepatitis C
can be deadly, quickly. And you don’t want hepatitis B. It,
too, can cause long-term liver damage, and it is preventa-
ble. If you do have hepatitis C, consider treating it early.

To treat or not to treat

One of the biggest questions in the management of HCV dis-
ease is whether and when to treat it. Treatments for HCV
include combining alfa-interferon and ribavirin, usually
taken together in a combination called Rebetron. Both of
these drugs are very toxic, especially the ribavirin, and
cause quite debilitating and sometimes irreversible side
effects such as anemia, loss of salivary production, taste per-
version, and depression. They are difficult drugs to take, and
they are expensive. The government is usually only willing to
pay for a six-month course, even though we know that people
with HIV in particular need to take them for at least one year
to have any substantial impact.

Perhaps most importantly, Rebetron only “works”—mean-
ing a sustained virologic response where the HCV becomes
undetectable and stays that way for at least six months—in
about 40% of people who are HCV mono-infected and in only
about 20% of people who have both HIV and HCV. This dif-
ference may be related to HIV, but it may also be related to the
HCV genotype.

Contributing factors to successful treatment
HCV has four major genotypes: 1 (including 1a and 1b), 2,
3, and 4. Genotypes 1 and 4 are the worst—they cause
faster disease and lead to poorer treatment responses.
Unfortunately, they are also the most common genotypes in
people living with HIV. Even the new pegylated interferon
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doesn’t work as well in people with genotypes 1 and 4.
Response rates for people with genotypes 2 or 3 taking
pegylated interferon are close to 70%. In people with geno-
types 1 or 4, they are closer to 50%.

Successful treatment depends on many factors, including
genotype. Other success factors include being under 50, pre-
menopausal female (men and post-menopausal women tend
to do more poorly), and HCV viral load. Oddly, although HCV
viral load doesn’t appear to be related to disease progression,
it is related to treatment outcomes.

Considering how important and dangerous
hepatitis C is, it’s surprising that more
people aren’t getting tested.

Unfortunately, the treatment of HCV in people living
with HIV/AIDS has not been adequately studied. However,
it is known that the higher the CD4 count, the more likely
you are to have a sustained viral response. In other words,
treating early is better. Treating your HCV before treating
your HIV is probably a good idea, although very little data
exist to prove this.

This brief overview touched on some of the major chal-
lenges of the rapidly emerging problem of co-infection.
The issues are complex and multi-factorial. Hepatitis C is
quite different in people who have only have hepatitis C
versus people who have both hepatitis C and HIV. So much
s0, that the definition of HCV as a co-infection rather than
as an opportunistic infection will need to be re-evaluated
in the near future. ®
For more information, contact the BCPWA Society Treatment
Information Program at 604-893-2243 or email tip@bcpwa.org.

In addition, the US-based National AIDS Treatment Advocacy
Project (NATAP) has an excellent website for co-infection
resources: < www.natap.org>.

Paula Braitstein is senior policy advisor on health
promotion for the BCPWA Society.
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A. After initial diagnosis with HIV
infection, doctors will usually recom-
mend vaccinations that help prevent
HIV-positive individuals from develop-
ing certain infections. Recommended
vaccines may include Pneumovax,
influenza, hepatitis B, and hepatitis A.

The Pneumovax vaccine protects
against a bacterium called Streptococcus
pneumoniae or pneumococcus. This bac-
terium is a common cause of pneumonia,
but it can also cause blood infection and
meningitis. Patients respond better to the
vaccine if they have a high CD4 count
(over 200), so they should be vaccinated
as soon as possible after diagnosis. It's
not yet known whether patients who had
received Pneumovax when they had a
low CD4 count would benefit from being
re-vaccinated after starting highly active
antiretroviral therapy (HAART) and hav-
ing achieved a CD4 count above 200.
Usually, it is recommended that patients
be re-vaccinated after five years.

The influenza vaccine is given annu-
ally in the fall. The vaccine changes
slightly every year depending on which
strain of the flu is going around. The vac-
cine not only prevents the flu, it also pre-
vents pneumonia and the worsening of
heart and lung problems.

The hepatitis B vaccine is recom-
mended for people who are not already
infected with hepatitis B or who do not

Dod'or

Q.Which vaccinations do | need?

by Natasha Press, MD

have natural immunity to it. The vaccine for
this liver infection is a series of three shots
over a six-month period. When infected
with hepatitis B, most adults recover and
develop natural immunity, which protects
them from being infected again. However,
some infected people will develop liver
disease. After many years, liver disease
can cause poor liver function, yellowing of
the skin, retention of fluid, and sometimes
liver cancer. Hepatitis B usually spreads
the same way HIV does, through blood,
sex, and shared needles.

The hepatitis A vaccine is indicated
for individuals who don’t have natural
immunity to hepatitis A and who are at
higher risk for catching hepatitis A or for
developing severe liver disease if they do
get it. People who should get a hepatitis A
vaccination include patients actively
injecting drugs, men who have sex with
men, and people with other liver disease,
such as hepatitis C. Like hepatitis B,
hepatitis A virus affects the liver, but,
unlike hepatitis B, it does not cause
ongoing liver disease. All people infected
with hepatitis A become immune when
they recover. However, having hepatitis
A can lead to severe liver disease and
possibly death.

Some vaccines are not advisable for
HIV-positive individuals, including vac-
cines that contain live virus. In immuno-
compromised  patients,  vaccines
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containing live virus can actually cause
the disease. For example, the chickenpox
vaccine can cause a rash and fever sim-
ilar to chickenpox if given to someone
who is immunocompromised.

All vaccinations have side effects.
These side effects may include some red-
ness and pain at the site of the vaccina-
tion. Some people may also develop fever
and tiredness for a few days. Some people
cannot receive certain vaccines because
of allergies to some of the components.

HIV viral load may increase after a
vaccination. This increase may occur two
to four weeks after receiving a vaccina-
tion, but the viral load will then go back
down. Therefore, patients should not have
their viral load measured for a couple of
weeks after receiving a vaccine. @

Natasha Press, MD, is an
infectious diseases and
HIV physician at St. Paul's
Hospital. She's involved
with HIV research with
the Canadian HIV Trials
Network.
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RESEARCH

hen conducting research, scientists have a num-
Wber of tools to attempt to control for real or poten-
tial confounding factors or unsuspected systematic
differences in the way participants are treated in addition to the
intended treatment conditions. These tools include
the use of a control group;
v blinding (not disclosing to either the patient or the doctor or
both (double-blinding) which treatment the patient receives);
v randomization of assigning study participants to one treatment
or another;
v stratification (separating in either design or analysis a
particular group of people); and
v matching in either design or analysis (each study participant
is matched to others based on certain characteristics, such as
age or gender).

In the control group method, scientists use a placebo for a com-
parative assessment of the effect of an intervention relative to a
group that does not receive the intervention, all other factors being
equal. Placehos are inert substances (such as saline or sugar)
intended to have no benefit other than the perception of being
offered treatment. Although placebos are intended to have no clin-
ical benefit, since the 1950s research has shown hoth objective
and subjective changes in outcomes in a broad spectrum of clini-
cal conditions, including asthma, hypertension, and chronic pain.

Nevertheless, many doctors and researchers believe that this
placebo effect is clinically meaningless and that placebos are
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Scientists debate the validity
of the placebo effect

' by Paula Braitstein

powerless. When people say that an effect is a result of a placebo,
they commonly mean that the effect essentially doesn’t exist, or
that it's “all in the head.” It is often said of complementary and
alternative medicines that their effects are often no more power-
ful than placebo. It is not surprising to think that a placebo would
have no effect, considering that the substance chosen for a
placebo is chosen explicitly because it is inert or inactive. Yet,
placebos have been documented to have an effect, even to the
extent of causing side effects known as the nocebo phenomenon.

Hence, the controversy. Is the placebo effect essentially a
product of the imagination and, therefore, not real, or is it an
illustration of the concept of mind-body interaction?

Placebo effect critics suggest that the substantial effects
seen by researchers can be explained through bias arising from
lack of a properly controlled study, misconceived theoretical for-
mulations, or chance.

How the placebo effect is defined is an indication of the lack
of understanding and consensus about what the placebo effect is.
It has been defined variously as an intervention without any spe-
cific effect on a given disease but with a possible unspecific effect;
an effect for which no empirically supported theory for the mech-
anism of action exists; and an effect not unique to a given treatment.

According to a recent publication, no commonly accepted def-
inition of the placebo effect has been established. There is, however,
awidely acknowledged effect due principally to the psychological
effect of the patient-provider interaction, and the placebo effect is



considered the effect of all the psychological processes involved
in the meeting between a doctor and a patient. This effect has been
quantified, including through systematic reviews of literature, to
get the combined big picture of the effect of an exposure or a drug.
Most clinicians would agree that the doctor-patient relationship is
an important component of the therapeutic strategy.

Although some evidence supports the
concept of the placebo effect as a therapeutic
strategy, many practitioners resist further
investigation of the subject.

Because the placebo effect, defined here as a measurable
clinical benefit, has so often been observed in studies, the study
of placebos and the placebo effect has become a branch of inquiry
within epidemiology. A systematized review analyzed 114 ran-
domized trials with both a placebo group and a no-treatment
group and found no significant pooled effects of placebo inter-
ventions in trials with binary or objective outcomes. An apparent
minor effect was seen in trials with patient-reported outcomes
when measured on continuous scales, especially pain.

Another systematic review examining placebos in the con-
text of analgesics found that nearly all studies examined
showed antagonistic or synergistic effects of naloxone or prog-
lumide on placebo-induced analgesia. The authors were able to
conclude that endogenous opiates (opiate substances produced
by our own bodies) were implicated in the response, suggesting
an important biologic mechanism for how placebos in the field
of analgesia can work.

In many ways, the placebo effect can be contextualized within
the framework of mind-body medicine. Within this framework, it
is believed that the mind (thoughts, emotions) affects physical

health. A large body of literature has documented the influence of
mental health (including stress, depression, optimism, loneliness,
and isolation) on physical health. One of the more commonly
accepted theories of biologic mechanisms for these associations
is the hyperactivation of the hypothalmic-pituitary-adrenocortical
system—the flight or fight response. Recent studies indicate that
by changing mental activity, measurable changes in the central
nervous system can be detected.

The placebo response has also been described as a post-
therapeutic response because any effects seen are not, in fact,
inherent to the placebo but occur in the patient after taking
the placebo. The sources of this response can be categorized into
four distinct possibilities:

v the natural biologic healing that occurs in the natural course
of a disease;

v the patient’s psychological state, which can affect beliefs
about the cause of the disease and/or the effect of the therapy;

v the expectation of benefit that can alter the way both patients
and providers react in the therapeutic situation; and

v the “iatrotherapeutic” effect produced by the providers’ pro-
fessional behaviour.

Debates about the validity or utility of the placebo effect have
been constrained by the resistance of many allopathic practitioners
to further investigate the subject despite some evidence to suggest
that placebo effect is a potentially useful therapeutic strategy. If
one of the primary goals of clinical research is to improve patient
care, then it would be appropriate to determine the personal behav-
iours and characteristics of both patients and providers that produce
the favourable components of the post-therapeutic response.

In an article in a 1985 issue of Lancet, J. Blau sums up the
debate nicely: “The doctor who fails to have a placebo effect on
his patients should become a pathologist.” &

Paula Braitstein is the senior policy advisor for health promotion for the
BCPWA Society.
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Join the tip team!

HIV positive people needed to provide volunteer
Peer Treatment Information Counselling.

BCPWA'S Treatment Program needs HIV+ people who:

ewant to take an active role in learning about HIV and treatment
| *will provide treatment information and support for individuals
| ewant to make a difference —Empower!
| care outgoing and friendly

eare able to commit to one shift a week for 3 hours

Training starts in October.

If interested please contact Zoran (BCPWA)
604.893.2239 or email Zorans@bcpwa.org
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OPPORTUNISTIC INFECTIONS

Even with HAART, dementia is still a threat

by Zoran Stjepanovic

of HIV-associated dementia following the introduc-

tion of highly active antiretroviral therapy (HAART),
but these decreases do not mean that dementia is no longer a
concern. Even with HAART, 30% of people with HIV will
eventually develop cognitive impairment and about 15% will
develop dementia. These findings demonstrate that AIDS
Dementia Complex (ADC) continues to be an issue.

Most AIDS-related illnesses are caused by other infections,
such as bacteria, fungi, and viruses. ADC is one of the only ill-
nesses that can be caused directly by HIV. Some studies show that
HIV can enter the brain within a couple of days after the virus first
enters the body. HIV then damages the nerve cells in the brain,
although researchers don’t totally understand how this happens.
AIDS-related dementia can happen at any CD4 cell count, but it
is more likely to occur when the CD4 cell count falls below 200.

Cohort studies have shown decreases in incidence rates

The symptoms

The symptoms of early dementia include difficulty remem-
bering, trouble learning new things, confusion, depression,
and changes in behaviour. Once dementia takes hold, the
symptoms become more severe. Speech, balance, and vision
difficulties are signs that dementia is progressing. Loss of
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bladder control, problems walking, and mania are also signs of
dementia. Any of these symptoms can have many different
causes, so it is important to discuss any changes in mood, con-
centration, or behaviour with a healthcare provider to find out
what might be going on.

HIV-related dementia progresses in four key stages. Stage 1 is
mild—signs and symptoms of intellectual and motor impairment
may occur, but a person is able to perform activities of daily living.
In stage 2, a person cannot work or maintain the more demanding
aspects of daily life but is able to perform some basic activities of
self-care and may require a cane for walking. Stage 3 becomes
more severe. The person cannot follow news or personal events,
cannot sustain conversations, and needs assistance with walking. In
the end stage (stage 4), an individual will experience very limited
intellectual and social comprehension, is nearly mute, is para-
plegic, and has no control over bladder or bowel movements.

Diagnosis and treatment of ADC

ADC can have similar symptoms to other opportunistic
infections, such as toxoplasmosis, progressive multifocal
leukoencephalopathy (PML), and lymphoma. Several differ-
ent tests are necessary to determine the actual causes of
symptoms. The most common tests include X-rays, CT scans,



and MRIs. These tests provide doctors with images of the brain
and spinal column.

A spinal tap may also be used. In this procedure, a needle is
inserted into the spinal column to drain a small amount of cere-
brospinal fluid, the liquid that surrounds the brain and spinal col-
umn. This fluid is then examined for organisms that might cause
symptoms. Studies have shown that elevated cerebrospinal fluid
levels of HIV ribonucleic acid (RNA) are associated with sub-
sequent progression to neurological impairment.

Some current research seems to suggest that HIV RNA lev-
els in cerebrospinal fluid can predict the risk of neurological
impairment in the HIV-positive population. In one study con-
ducted in San Diego, individuals with HIV RNA levels of 200
copies/mL in their cerebrospinal fluid had a 26% likelihood of
neurological impairment, whereas individuals with lower levels
had only a 6% likelihood of neurological impairment. This dif-
ference shows the importance of checking cerebrospinal fluid.

AIDS dementia complex is one of the only
ilinesses that can be caused directly by HIV.

Antiretrovirals interfere with the reproductive cycle of
HIV in order to achieve the goal of an undetectable viral
load. They can also be used as treatments for ADC. Some
drugs are more effective than others. Nucleoside reverse
transcriptase inhibitors such as AZT, d4t, 3TC, and abacavir
may help slow HIV damage in the brain. Non-nucleoside
reverse transcriptase inhibitors such as nevirapine (Vira-
mune) and efavirenz (Sustiva) may also be effective. So too
amprenavir, a protease inhibitor.

Healthy tips for living with dementia

Even though anti-HIV medications may be helpful to people

with ADC, they do not completely reverse the symptoms. Var-

ious coping strategies play an important role in making life
easier.

v Educate yourself. Learn all you can about dementia, such
as the signs and symptoms, as well as how it progresses. The
treatment information office at the BCPWA Society has infor-
mation. Talk with your doctor about your progress and dis-
cuss treatment options.

v Find support. Support groups for PWAs exist throughout
the Lower Mainland. Ask for assistance when needed. It
helps to talk with people in your support network about your
fears and concerns.

v Keep active. Individuals with dementia may withdraw from
certain activities, whether it’s spending time with friends,
spending time outdoors, or participating in favourite hobbies.
Some individuals with ADC may experience social anxiety.
Still, it is important for individuals to continue with daily
activities. Having a sense of purpose contributes to empower-
ment and well-being.

v Write important reminders to yourself. Write notes to
yourself and place them where you're most likely to see
them, places that are hard to miss, such as the bathroom mir-
ror or by the coffee machine. To cope with memory problems,
it helps to have an uncluttered household. Items such as
keys, calendars, and letters can be found more quickly if
kept in their usual places.

v Keep a diary. Write the things you wish to remember.

v Install gas detectors and smoke alarms. They can alert
you when you forget to turn off the oven or snuff out candles.
v Keep important things together. It's best to keep items such
as money, keys, and eyeglasses in one central place. Electronic

tags can be attached to these items to help locate them.

Tips for caregivers

Living with dementia is a challenge for PWAs. It can also be a

painful and difficult time for their caregivers, who may find

the task demanding and frustrating. Here are some tips for
caregivers supporting individuals with dementia.

v Help them to help themselves. People living with
dementia do not need to be waited on hand and foot.
Allowing them to do things, such as household chores, by
themselves will foster a sense of empowerment.

v Be patient. You must give people the time and space they
need. Do not take over.

v Improve communication skills. Take the time needed for
communication. Speak slowly and allow for a response.
Individuals can sometimes have difficulty focusing when
other things are happening. For example, turn down the tele-
vision or turn it off completely during conversations.
Eliminate distracting noises or activities. Because people liv-
ing with dementia experience speech and communication
problems, it helps to use short words and short simple sen-
tences. Ask only one question at a time. Individuals who
have difficulty understanding language often retain their abil-
ity to understand body language, so be mindful of the mes-
sages you send with your body.

v Make bathrooms and kitchens safer. These rooms can
present challenges for individuals with vision or coordination
difficulties. It's advisable to keep things in cupboards, espe-
cially glass. Grab bars or seats for toilets will make them eas-
ier to use.

v Find support for yourself. Talk to a friend or someone on
a care team about your experiences. Caregivers must also get
assistance when they need it.

v Don’t take things personally. Troubling behaviour is not
always intentional. It can result from dementia.

v Take time out to care for yourself. There will be times when
you need a break. Perhaps someone else can be the caregiver for a
few hours. Self-care is important and prevents burnout.€®

Zoran Stjepanovic is the treatment information coordinator for the
BCPWA Society.
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STRAIGHT

from the source

by Cari Miller

1996 and 1997, Vancouver experienced an explosive out-

I n break of HIV infection among injection drug users

IDUs). Since the outbreak, policy debates have focused

on Whether Vancouver’s needle exchange contributed to the epi-
demic rather than addressing the need for other prevention modal-
ities. Arguably, this failure to implement further prevention
strategies has contributed to the continued spread of viral disease
among Vancouver's IDUs. Vancouver youth who use injection
drugs have not been spared; they may be bearing the brunt of inac-
tion by government and policy-makers who continue to debate the
usefulness of scientifically proven harm-reducing drug policies.

Young injection drug users may be more vulnerable to HIV and
hepatitis C (HCV) than older injectors. Less experience injecting
means many youth need to rely on others to inject them. That
means someone else may be controlling the types of drugs youth
use, when they use them, and whether they use a clean needle.

Youth, especially girls, may be introduced to injection
drugs by sexually exploitative men who get them addicted and
then put them to work in the sex trade to “pay for their addic-
tion.” These youth may face the threat of violence by the men
controlling them.

Many youth who use injection drugs were sexually abused as
children, a factor that often reduces their ability to negotiate
safer sex or take care of themselves in other ways. Many con-
tinue to be sexually abused by pimps and through the sex
trade. They may also be in sexual partnerships with older men
who may not be willing to use condoms, and others may not
have the skills to insist on condom use.

Other factors contributing to youth vulnerability include an
increased likelihood of not having a stable and safe place to live
and being unaware of safe drug use practices. Some may have
warrants out for their arrest, thus limiting their access to serv-
ices such as needle exchanges.

When the BC Centre for Excellence looked at the youth
participating in the Vancouver Injection Drug Users Study
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Young injection drug users and co-infection

(VIDUS), we found that less than half were infected with hep-
atitis C (HCV) and about 10% were infected with HIV when
they first enrolled in the project. Although these findings were
much lower than among older injectors when they first enrolled
in the study, young people became HIV and HCV positive at
much higher rates than the older people. The majority of these
youth became HIV and HCV positive within the first two years
of injecting. With infection rates like these, youth and new
users clearly need services targeted towards them.

Recently, VIDUS researchers looked at the number of VIDUS
youth aged 29 and under living with HIV and HCV co-infection.
We found that about 50 (10%) were co-infected with HIV and
HCV when they first enrolled and a further 73 became co-
infected during the study period. The average age of youth who
seroconverted was 22 years, and they had only been injecting for
two years. In total, a staggering 25% of VIDUS youth are now
HIV and HCV co-infected. Co-infection was concentrated among
young females and aboriginal people. Youth who borrowed needles
and injected cocaine daily were at higher risk for seroconversion.

We know co-infection leads to more rapid HCV progression, and
deaths of co-infected individuals from liver failure are increasing.
Wobmen and aboriginal people, particularly those who use injection
drugs, are less likely to access antiretroviral therapies. Specific
issues related to treating this young population may include con-
cerns such as pregnancy, access to antiretroviral therapy, and pre-
vention of liver failure. WWe must act now to ensure that the rate of
infection in this population does not continue to increase and that
those who need and want treatment have access to it. @

Cari Miller is a research student in the first year of an
interdisciplinary PhD program at the BC Centre for
Excellence in HIV/AIDS.
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Updates from the Canatian HIV Trals Network

Popular lipid-lowering trial comes to BC

by Jim Boothroyd

Two clinical sites in Vancouver will soon begin recruiting
participants for a popular clinical trial that assesses a new
approach to reducing the risk of heart disease and other car-
diovascular illnesses in people on stable antiretroviral therapy.

The trial, “Fenofibrate & L-Carnitine for Elevated Triglyc-
erides” (CTN 157), assesses two approaches in managing
hypertriglyceridemia, or elevated levels of triglycerides (lipids)
in the blood, which is a side effect of antiretroviral therapy.

People with elevated triglyceride levels are at greater risk of
heart disease and other cardiovascular illnesses.

Among other requirements, participants must be on a
stable antiretroviral regimen and have fasting serum
triglyceride levels between 5 mmol/L and 29 mmol/L. They
will be allocated randomly to receive either fenofibrate
alone or fenofibrate plus L-carnitine. The study will last
three months and has an enrolment target of 124 partici-
pants nationally, of which two Vancouver sites will con-
tribute about 20 participants.

Participants will receive nutritional advice from a dietitian
to reduce the risk of diet being a contributing factor in increas-
ing triglyceride levels. A substudy will also assess the effect of
the two approaches on fasting blood levels of cholesterol, C-pep-
tide (a residue in the formation of insulin) and insulin.

The Vancouver sites are the Downtown Infectious Dis-
eases Clinic, led by principal investigator Dr. Brian Conway,

CTN trials enrolling in BC:
CTN 110 — ESPRIT: Subcutaneous Interleukin-2
BC site: Cool Aid Community Health Centre, Victoria

CTN 161 — SPRINT: Simplified Protease Inhibitor Trial
BC sites: Cool Aid Community Health Centre, Victoria;
St. Paul’s Hospital and Viron, Vancouver

CTN 164 — STI (Structured Treatment Interruption) Trial
BC sites: Downtown Infectious Disease Clinic (IDC),
Vancouver, and Cool Aid Community Health Centre, Victoria

CTN 167 — OPTIMA: Options with Antiretrovirals
BC sites: Viron, Downtown IDC, and St. Paul’s Hospital,
Vancouver, and Cool Aid Community Health Centre, Victoria

and Providence-St.Paul’s Hospital, led by principal investi-
gator Dr. Julio Montaner.

The CTN trial, which was designed by Dr. Emil Toma of
Hotel-Dieu in Montreal, is enrolling swiftly at sites across
Canada. L-carnitine is a naturally occurring and relatively non-
toxic and inexpensive agent. The most common side effect is a
temporary increase in body odour.

HIV Research Needs You!

That's the title of a new poster presenting Canada’s most com-
prehensive list of HIV clinical trials now enrolling. The bright
poster is published quarterly and lists trials sponsored by phar-
maceutical companies as well as publicly funded trials con-
ducted by the CTN and other networks. To get a copy, contact
your local AIDS organization or clinic, or call the CTN toll-
free at 1.800.661.4664.6

Jim Boothroyd is communications manager at the
Canadian HIV Trials Network.

CTN 169 — DAVE: DAT or Abacavir plus Vitamin Enhancement
BC site: St. Paul’s Hospital, Vancouver

CTN 175 — Nevirapine to Lower Cholesterol
(SCHMALTZ) Trial
BC site: St. Paul’s Hospital, Vancouver

CTN 177 — Nucleoside Sparing Trial
BC site: St. Paul’s Hospital, Vancouver

For more information about CTN trials, please visit the CTN

website: www.hivnet.ubc.ca/ctn.html or call 1.800.661.4664.
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¥ . hard to make sense of dietary
| t Sguidelines for people living
with HIV. Years ago, the basic
recommendation was to eat high calorie
and high protein foods. All nutrition
strategies were aimed at preventing weight
loss. Times have changed. For some indi-
viduals, high calorie-high protein diets are
still required, but more and more people
have to cope with fat redistribution, being
overweight, and the risk of developing
heart disease. It can be quite confusing
because sometimes competing nutrition
priorities make it difficult to choose the
appropriate diet.

Recommended dietary
intakes
Build a solid nutrition foundation by
meeting the nutrition recommendations
that govern the recommended dietary
intakes for healthy populations. Up to
a few years ago, the recommended
dietary allowance (RDA) was the
benchmark to assess nutritional ade-
quacy. The RDA for nutrients was set
to meet the nutritional needs of 97% of
the healthy population.

More recently, recommendations were
updated with the development of dietary
reference intakes (DRI), new recommen-
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dations that try to address issues such as
preventing chronic disease and over-nutri-
tion. The expert panels that developed
these guidelines also defined safe upper
tolerable limits, so individuals can avoid
harm from consuming too much of any sin-
gle nutrient. DRIs are designed to meet
the needs of healthy people who have no
disease or condition that might affect their
nutritional requirements.

Although  HIV/AIDS clearly
impacts nutritional needs, DRI recom-
mendations meet the minimum intakes
required for health and should be the
starting point in considering nutrition
plans for HIV-infected individuals.
See Table 1 for examples of the rec-
ommended intake (Al) and the upper
safe limit (UL).

Calories

In Table 2, the new recommendations for
calorie intake are tied to weight, height,
and activity level. Calories should come
from a variety of foods containing carbo-
hydrates, fats, and protein. The new
guidelines call for getting 45-65% of
calories as carbohydrates (such as
grains, fruits, and vegetables), 20-35%
from fats (added and hidden fats), and
10-35% from protein (such as meats,

Are you
getting
enough?

Nutrition, that is.
How to make sense
of new dietary guidelines

by Diana Johansen

dairy, and beans). The wide ranges allow
individuals to arrange their diets to meet
their specific health needs. They also
promote greater flexibility in choosing
foods because the bottom line is the
amount of calories consumed, not nec-
essarily the source. People with HIV
generally need the higher range for pro-
tein and somewhere in the middle range
for fat and carbohydrates.

Carbohydrates

The new guidelines recommend a mini-
mum of 130 grams of carbohydrates daily
to produce enough glucose for the brain
to function well. The guidelines also sug-
gest that added sugar should make up less
than 25% of calories consumed. Added
sugars come from candy, pop, sweetened
cereals, fruit drinks, other sweets, and
sugar added to foods. This recommenda-
tion was derived from evidence that people
who eat a lot of sugar tend to have lower
intakes of essential nutrients.

Fats

The panel did not make a clear rec-
ommendation for total fat intake
because fat is a major source of calo-
ries and people have different needs.
Dietary fat is also required to help fat-



Table 1:Vitamin and mineral requirements
Calcium |Vitamin D|Magnesium Vitamin A| Selenium |Zinc Vitamin C | Folate Vitamin E
(mg) (ug) (mg) (mg) (mg) (u9) (mg) (mg) (mg) (mg)
Al [UL | Al [ UL | Al [ UL| Al | UL| Al | UL| Al | UL| Al | UL| Al | UL| AI | UL| Al | UL
Male [ 1000 | 2500 | 5 | 25 | 420 | 420 | 1.3 | 100 [3000 10000 55 |[400 | 11 | 40 | 90 [2000 | 400 |1000 | 15 |1000
Female| 1000 2500 [ 5 | 25 | 350 [ 420 | 1.3 | 100 | 2330 |10000] 55 |400 | 8 | 40 [ 75 |2000 [400 [1000 | 15 |1000
Table 2: Calorie requirements
Sedentary| Active
Calories| Calories
required| required
5 feet, 1 inch (98-132lb)
men | 1919-2167 |2104-2290
women | 1688-1834 [2104-2290
soluble nutrients get absorbed into the body. Therefore, the 5 feet, 5 inches (up to 150Ib) S ——
panel recommended that people eat as little as possible of Wom:: 1816-1982 | 2267-2477
the “bad” fats, such as saturated fats from meat and dairy 5 feet, 9 inches (125-169Ib)
and trans fatty acids (hydrogenated oils), because these fats eeL, o Incnes -
are known to increase the risk of heart disease by raising men | 2222-2538 | 2638-3078
blood cholesterol levels women | 1948-2134 | 2434-2670
The so-called “good” fats, mono- and polyunsaturated fatty 6 feet, 1 inch (139-188Ib)
id ide th ial f Ipha-linoleni id and linolei men | 2382-2736 [2883-3325
acids, provide the essential fats alpha-linolenic acid and linoleic women | 2083-2290 | 2605-2869

acid. These fats are essential because the body cannot make
them. These “good” fats can be found in foods such as vegetable
oils, fish, nuts, and flax. The recommended intakes for alpha-
linolenic acid is 1.6 grams for men and 1.1 grams for women, and
for linoleic acid, 17 grams for men and 12 grams for women.
Most people get at least 50 grams of fat a day. If most of it comes
from “good” fats, it is easy to meet these requirements.

Protein

Protein recommendations did not significantly change in
this review. The old recommendations were that healthy
people needed 0.86 grams per kilogram of body weight per
day. The new DRI sets the daily requirement for a healthy
adult at 0.8 grams per kilogram of body weight. A person
weighing 70kg, for example, would require 56 grams of pro-
tein per day. Individuals with HIV are generally recom-
mended to get at least 1.0 gram per kilogram and even more
in some situations.

Fibre

For the first time, recommendations were made for a target
fibre intake. The guideline is based on studies that show
increased risk of heart disease when a person’s diet is low in
fibre. Evidence suggests that fibre may also protect the
colon from cancer and help with weight control. For adults
up to 50 years of age, the recommended fibre consumption
is 38 grams for men and 25 grams for women. For people
over 50 years old, the recommendation is 30 grams for men
and 21 grams for women. Foods high in dietary fibre include
whole grains, bran cereals, vegetables, and fruits. Anyone

with chronic diarrhea should exercise caution when increas-
ing fibre intake.

Exercise

The new guidelines have also taken a strong stance on physical
activity. The old guidelines merely said people should be more
active. However, many health problems are influenced by activ-
ity levels as well as dietary factors. The new guidelines recom-
mend a total of 60 minutes per day of activity. The time of 60
minutes was derived from studies of the activity levels of people
who maintained their weight. The time spent on activities is
added up throughout the day including low intensity activities of
daily living, such as walking and housework, as well as more
vigorous exercise such as swimming or cycling.

The bottom line

Try to have balance in your diet. Enjoy eating a variety of foods
that provide the nutrients you need for health. Get enough calories
to maintain a healthy weight. Restrict as few foods as possible. Be
as active as you can. A dietitian can fine-tune your diet to help you
meet your unique needs. @

Diana Johansen, RD, is the dietitian at Oak Tree
Clinic in Vancouver. She specializes in HIV.
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NUTRITION

Food for thought

HIV and food security in Vancouver's Downtown Eastside

astings Street in Vancouver’s Downtown Eastside is a
H busy street on a Monday morning. A stream of traffic

rolls downhill, funneling commuters, one by one, from the
suburbs to their downtown offices. The street is opening up for the
day. Workers with ID badges and swipe cards walk past security
and into their offices, getting ready for another week.

Already the sidewalks are dotted with line-ups. A little
crowd has gathered outside of Positive Outlook at the Vancou-
ver Native Health Society. People are waiting to see a nurse,
waiting for breakfast, and waiting to get out of the rain. “Cheque
day” is still nine days away and everyone is hungry.

Positive Outlook, a members-only club for people living
with HIV, has started serving breakfast because most of its
clients depend on Positive Outlook as their main source of
food, and they know lunch is not enough. Of all the issues that
the Downtown Eastside (DTES) community faces each day,
food security may be the most universal.

Ensuring all have access to food

The 1996 World Food Summit proclaimed that “Food security
exists when all people, at all times, have physical and eco-
nomic access to sufficient, safe, and nutritious food to meet
their dietary needs and food preferences for an active and
healthy life.” Most people do not think of food security as a
Canadian issue, but people in neighbourhoods all over Canada
are food insecure. In 1976, Canada signed the United Nations
Covenant on Social, Economic, and Cultural Rights, which
includes the fundamental right of everyone to be free from
hunger. The Canadian government has since developed a Food
Security Bureau and an Action Plan on Food Security.

The domestic policy section of this Action Plan elaborates on
commitments Canada made with global partners at the World
Food Summit in 1996. The second commitment, Access to Food,
states that “We will implement policies aimed at eradicating
poverty and inequality and improving physical and economic
access by all, at all times, to sufficient, nutritionally adequate
and safe food and its effective utilization.”

The Action Plan also states, “The question of access also
revolves around issues of poverty and social justice. It is the
poorest and most vulnerable members of society—the people
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by Pamela Fergusson

with no voice—who are the most likely to be food insecure and
the most powerless to change their circumstances...efforts to
improve their situations must be sustainable. ‘Band-aid’ meas-
ures, whether they are food banks or emergency food aid, only
provide temporary relief. Enduring solutions involve empow-
ering the food-insecure to help themselves.”

HIV/AIDS is only one factor

The Food and Agricultural Organization’s (FAO) Committee on
World Food Security has noted the relationship between
HIV/AIDS and food security. In a 2001 paper entitled
“Impact of HIV/AIDS on Food Security,” the FAO states that
“all dimensions of food security—availability, stability,
access, and use of food—are affected where the prevalence of
HIV/AIDS is high.”

For most PWAs in the DTES, getting
three healthy meals every day is an
impossible challenge requiring strength,
resourcefulness, and ingenuity.

True enough for many of the HIV-positive people living in
Vancouver’s DTES, where disease is only one of the reasons
why their food security is at risk. The DTES is Canada’s poor-
est and most vulnerable neighbourhood. It is a community with
Canada’s highest concentration of HIV/AIDS, injection drug
use, and poverty.

Good nutrition is an essential part of good heath. For most
of us, eating well is a goal we cannot always reach for various
reasons. Busy schedules, lack of knowledge about healthy
food, high cost of fresh food, illness, lack of cooking skills,
and poor access to fresh-food groceries in our neighbourhoods
can all contribute to an inadequate diet. Most of the residents
of the DTES face all of these barriers and more every day. For
these people, getting three healthy meals every day is an
almost impossible challenge, requiring strength, resourceful-
ness, and ingenuity.



Barriers to nutritional health

In 1999, AIDS Vancouver published a study on HIV-positive injec-
tion drug users entitled “Building Nutritional Health.” They found
three main factors impacted the nutritional health of study participants:
v life issues and eating patterns;

v access to food; and

v food quantity and quality.

Life issues and eating patterns include the impact of illness
and drug use on food security. AIDS can have a dramatic effect on
nutritional status. AIDS may cause malnutrition because of poor
absorption and increased nutrient requirements. AIDS and AIDS-
related medications often cause nausea, fatigue, and suppressed
appetite. People who are also living with addiction will face other
barriers. “You smoke for a couple days, then it’s, ‘Oh yeah, | forgot
to eat,” said one study participant. Another participant told of
being on the way to get food with $50, meeting friends on the street,
and spending the money on drugs instead.

Barriers to food security

Access to food is a difficult issue. Many people are unable to stand

in meal line-ups. “You get long line-ups, and | have neuropathy,”

said a participant, “so an hour and a half in the line-up is really

cruel when you've got full-blown AIDS.” Others who decide to

cook for themselves often have to contend with inadequate facili-

ties. Another participant noted, “If you live in one room, and

you're tripping around your suitcase and the cockroaches and

whatnot to get to your toaster oven or your little hotplate or what-

ever... actually you become quite an artist to be able to cook at all.”
In the DTES Food Provider and Client Survey, conducted by

the Vancouver/Richmond Health Authority in 1998, clients

identified the top five barriers to food security.

1. Not enough money.

2. Food available is unappealing (poor variety, not food of choice).

3.Can't afford bus fare for transportation to purchase food at

large store.
4. Can't store or cook food at home because of cockroaches
and mice.
5. Can't travel to food or stand in food lines because of disability.

Food quantity and quality is a frequent topic of discussion in
the DTES. Recently, the Food Providers Coalition obtained fund-
ing from the Vancouver Health Authority to hire a dietitian to pro-
vide education for food providers and clients about healthy eating.
One consumer of DTES food services reported, “I'm lacking in
fruits and vegetables. I'll try to get those, but it’s harder to get veg-
etables than anything else...it's easy to get starch and sugar and
stuff like that.” Food providers are aware of this situation, but are
not always able to afford healthier choices because of budget con-
straints. Fifty-five percent of food providers in the DTES rely on
donated food and operate on monthly food budgets of $500 or less.
Thirty-one percent have no food purchase budget.

Another barrier to improving food quality is the perception that
the DTES community is only interested in sugar and pastries and
does not want healthy food. Research has shown this perception to
be false. A recent study by the Food Providers Coalition found
that most client concerns relate to having too much refined or
processed foods in their diets and not enough fibre, whole, fresh,
vitamin- or mineral-rich foods, or complex carbohydrates and pro-
tein. Those with health concerns requiring a particular diet found
it next to impossible to access the diet they need.

Food programs in the DTES

The food security issue in the HIV-positive community of Van-
couver's DTES is complex. Many agencies are working to sup-
port the community. Two of the most active are Positive
Outlook and A Loving Spoonful. Positive Outlook (441 East
Hastings) is a drop-in program providing care and meals for
their members. It currently has over 1600 clients. Anyone who
is HIV-positive is welcome.

A Loving Spoonful delivers frozen meals to people living with
AIDS who are at high nutritional risk. A Loving Spoonful also has
a hot meal program at the Portland Hotel Café. For more informa-
tion, contact Lukas, Meal Program Coordinator at 604-682-6325.
A comprehensive list of free and low-cost meals in the DTES is
available at the Carnegie Centre.

In 1996, Canada joined 186 other nations to endorse the World
Food Summit’s goal to eradicate hunger and to reduce the number
of undernourished people by half by no later than 2015. The need
for emergency food aid from food banks and food provider agencies,
described as ‘band-aid measures’ by the Canadian Food Security
Bureau, seems to be increasing. Canadians, in a country with a food
surplus, should be leaders in the world in reducing and even elim-
inating food insecurity. However, driving down East Hastings on a
Monday morning, you can see we have a lot of work to do. @&

Pamela Fergusson is a community nutritionist who
works at the Vancouver Native Health Society and sits
on the board at A Loving Spoonful.
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Deciphering
your diagnostics, .

Interpreting cholesterol and triglycerides tests

by Lawrence C.

eart disease is the number one
H killer in Canada. It is also emerg-

ing as a major health concern for
PWAs on highly active antiretroviral
therapy (HAART). The heart is a strong
muscular pump a little larger than a fist. It
is part of the body’s circulatory system,
which includes other organs, such as the
lungs, and a network of blood vessels,
arteries, veins, and capillaries.

Since 1998, reports have emerged
about relatively healthy people with
HIV/AIDS developing heart disease or
suffering from heart attacks. We know
that such factors as a diet high in satu-
rated fat, smoking, heavy alcohol con-
sumption, recreational drug use
(particularly cocaine and ampheta-
mines), and a lack of exercise can lead
to the development of heart disease,
whether you have HIV or not. Additional
risk factors include age, gender, lifestyle,
and heredity. Blood fat problems such as
high cholesterol and high triglyceride
levels may also increase the risk. And if
that's not enough, now some HIV drugs
have been linked to changes in the
body’s metabolism, which could also
increase the risk of heart disease.

Pls and NNRTIs

Protease inhibitors (P1) seem to interfere
with the body’s ability to break down
blood fats. Giorgio Barbarini, MD, of
University La Sapienza in Rome studied
1,200 HIV-positive persons. Half of
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them received regimens containing a Pl

and other half took a Pl-sparing combi-

nation. After three years, 23 new-onset
cardiovascular events—12 heart attacks
and 11 cases of angina—occurred in the

Pl arm, compared with two cases in the

Pl-sparing arm. The factors most highly

associated with heart disease were ele-

vated cholesterol and triglyceride levels.

Other studies have shown that
HAART regimes that include non-nucle-
oside reverse transriptase inhibitors
(NNRTIs) also increase blood fats but to
a lesser degree. While this side effect
may seem alarming, bear in mind that
many traditional risk factors besides
HAART contribute to a person’s risk
of heart disease, and all things need to
be considered when choosing your
HIV medications.

It is highly advisable for PWAs to do
everything they can to lower their risk for
heart disease by
v quitting smoking;

v losing weight;

v keeping blood pressure and stress
under control;

v exercising appropriately;

v eating healthy diets (refer to Canada’s
Food Guide to Healthy Eating);

v cutting back on saturated fat intake;

v monitoring regular blood work that
measures cholesterol and triglyceride
levels; and

v making informed anti-HIV drug
therapy choices

Cholesterol and

triglycerides

Cholesterol and triglycerides are fatty
substances in the blood and are some-
times referred to as blood lipids.
Cholesterol, which is made in the liver
from saturated fats in food, is a waxy
substance that is found throughout the
body. It is essential for the production
of sex hormones and the repair of cell
membranes. To move around the body,
cholesterol joins up with special
proteins to form lipoproteins, which
are carried in the blood.

There are two kinds of lipoproteins,
low-density lipoproteins (LDL), which
carry cholesterol from the liver to the
cells and high-density lipoproteins
(HDL), which return excess cholesterol
to the liver. HDL or “good” cholesterol
clears cholesterol from the arteries to
the liver, where it is removed from the
body. LDL or “bad” cholesterol is asso-
ciated with hardening of the arteries,
which can lead to angina, heart attack,
and stroke.

Triglycerides are one of the basic
building blocks from which fats are
formed. They are composed of one glyc-
erol molecule and three fatty acid mole-
cules. See Table 1 for cholesterol and
triglyceride levels.

Cause for Concern
The Canadian AIDS Treatment Informa-
tion Exchange (CATIE) suggests it is



time to be concerned if your total cholesterol is greater
than 250mg/dL on repeated measures or if you have
an unfavourable cholesterol/HDL ratio (which is vari-
able, depending on age and sex; age above 40 and
being male are greater risks).

Factors that would add to the concern include

v high triglyceride levels

v family history of cholesterol problems or heart dis-
ease

v diabetes

v smoking

v high blood pressure

v being overweight

Similar to HIV viral load, lipid levels are subject
to variation, both from day to day and throughout the
day. A single test will rarely provide enough infor-
mation to guide decisions about intervention. Nor-
mally, a series of measurements are required to give
a clear picture.

The battle for a healthy heart is a tough one.
PWAs need to recognize traditional and other risks
that contribute to heart disease and build successful
strategies to combat it. A major part of this strategy is
knowledge and management of the risks. So, be vigi-
lant, and talk to your doctor about your HIV medica-
tions and the possible risks of heart disease. @

Lawrence C. is a member of the BCPWA Society.

Table 1:Cholesterol and Triglycerides levels
(The US National Cholesterol Education Program)

Total cholesterol

Less than 200 mg/dL.........cccciiiriciiinnnnnnn. desirable
200-239 Mg/dL....coveiieeeiiieeeee, borderline high
240 mg/dL or greater......cccevevieeevciensseveeessiieennes high
LDL cholesterol

Less than 100 mg/dL.......ccccoeiiiicicccienee optimal
100-129 mg/dL.......ccoveceennene near or above optimal
130-159 Mg/dL....c.oociiriiceicccee borderline high
160-189 MQ/AL.....oeveceriirereetee e high
190 mg/dL or greater.......cccevevvversicensssenen. very high
HDL cholesterol

Less than 40 Mg/dL........ccooociiiiiic i low
40-60 Mg/dL.....coocviiiaierirceee normal (acceptable)
60 mg/dL or greater..........ccoceeeene. high (desirable)
Triglycerides

Less than 150 mg/dL......ccccovvceeenicniinienniinen. normal
150-199 MG/dL....evriireeenirieeeeeeeens borderline high
200-499 MO/AL....oiiiiieieiiieeee e high
500 mg/dL or greater.......cccccccovevrercnnne. very high

BIA (Bioelectric Impedance Analysis) is
a way of measuring body composi-
tion, and has been accepted by HIV
nutrition experts as a good way to get
information about what's going on
with your bodly.

Body weight and body cell mass are
linked to survival. A 10% loss in body
cell mass is associated with severe
adverse outcomes. Scale weight is not
an adequate means of monitoring
your health status.

BIA is a simple, non-invasive test.
Michele Blanchet, RDN, of Gilwest
Clinic, will discuss the results with you.

When:Tuesday, March 18 &
Tuesday, March 25

Time: 200 — 5:00 pm.

Where: Treatment and Advocacy

area, 1107 Seymour Street, Vancouver

How: Call ahead to book an|

appointment at 604.893.2243, or
drop by the Treatment Information
Program office.

For more accurate results, please:

 don't drink any alcohol for 12 hours
before the test

= don't exercise vigorously on the day of
the test
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INFORMACION EN ESPANOL

por Sergio Plata

del juicio privado al juicio publico, aun asi nuestra
conciencia acerca de la diversidad sexual y el dere-
cho al placer es infimo respecto a las practicas sexuales que
van mas alla de la reproduccion y el coito.

Segln Leo Barsani existen ciertas practi-
cas sexuales estigmatizadas, alguna de ellas es
el rechazo histérico al sexo oral, a la imagen
de macho penetrado, simbolo de inferioridad
y sometimiento. La pregunta es. El recto es
una tumba o el lugar donde se lleva a cabo
una santa inquisicién contra las préacticas
antinaturales? Existiendo incompatibilidad
entre la pasividad sexual y la autoridad
civica: ser penetrado es abdicar al poder. A
partir de esto, es posible concebir como fun-
ciona la descalificacion moral del homosexual,
mitologizado como ser eminentemente pasivo
susceptible de recibir todo tipo de castigos
por la infraccion maxima al principio de
autoridad. El padecimiento del SIDA es
ségun esta concepcion la consecuencia 16g-
ica de una sancion historica.

En la actualidad el enfoque mas claro
que ha dado el sistema de salud publica
respecto a la epidemia del VIH-SIDA ha
sido bajo el término epidemioldgico de
‘riesgo’ y desde esta perspectiva la sexual-
idad se convierte en riesgo, provocando un
discurso de miedo a la muerte, miedo al cuerpo y miedo al
placer, creyendo que el riesgo de una infeccién del vih-
SIDA existe Unicamente a partir del comportamiento sex-
ual del individuo.

Uno de los retos principales de la sociedad debe ser el de
la educacién sexual y sus derechos de manera individual,
libre y compartida y es dentro del contexto social donde real-
mente se podra hablar sobre la sexualidad y el derecho al
placer, entendiendo éste como impulsos eréticos inherentes
al ser humano.

La sociedad debe ofrecer espacios de educacion de
informacion y crear una verdadera disposicién politica de los

D esde la aparicion del VIH-SIDA la sexualidad pasé
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La sexualidad y
el SIDA

gobiernos para que todos los grupos sociales puedan acceder a
los servicios de salud.

Si bien el problema del vih-SIDA es social, también lo es
politico, econdmico y cultural y la sociedad es parte impor-
tante del problema, porque finalmente es la
sociedad la que marca comportamientos sex-
uales. Mas alla de las ideas dominantes
debemos conocer las necesidades tan
amplias como concretas de la diversidad del
comportamiento sexual: aprendiendo vy
entendiendo, tolerando y respetando, edu-
cando e informando, es asi como iremos con-
struyendo una verdadera democracia sexual.

La educacion sexual y el derecho al placer en
tiempos de SIDA es tarea de todos porque en la
cotidianidad de la vida la sexualidad tiene una
realidad y ésta no debe ser de riesgo y miedo, sino
de amor, compromiso y conocimiento. Para
Jonathan Mann esto nos lleva hasta el umbral del
empoderamiento, el cual es un concepto muy
importante para nosotros. Este empoderamiento
reposa sobre dos bases: una es la del
conocimiento, es decir, la comprension de la
importancia que tienen para la salud los determi-
nantes sociales, las formas en que los derechos
humanos pueden ayudarnos a analizar y a respon-
der a las carencias sociales que son la base de la
vulnerabilidad a una enfermedad prevenible a la
discapacidad y a la muerte prematura. Sin
embargo, también es muy importante la Segunda base: la creen-
cia, la fe y la confianza en que el mundo puede cambiar 2. ©

=

BCPWA Treatment Information Program (TIP)
Ofrece informacion sobre tratamientos del VIH/SIDA.
Todos los miercoles 1:00rm a 5:00pMm.

1107 Seymour Street, 2nd Floor, Vancouver, BC V6G 5S8
Hame a la linea directa: 604.893.2243

email: treatment@bcpwa.org



Volunteering atscpwa

Profile of a volunteer: Joan Hunter

Volunteer History

I am in my seventy-fifth year of volunteering for many
charities. | taught seniors exercises until 1 was seventy. |
started with the Red Cross at age eight and have a medal for
sixty years of volunteering with them. People with HIV/AIDS
have been the nicest and the most grateful.

Started at BCPWA?

I don’t count days or hours, just needs—and | felt needed! |
think | have done massage at BCPWA for around five years. |
also worked in the office answering phones with May McQueen.

"Joan provides our members
with comfort, a relaxing
massage, and a good joke
or two during a hectic
time in their lives. She
has been a welcome
sight at BCPWA for
many years and
hopefully for many
more to come."

Why pick BCPWA?
I could help more people in one day, mostly young men whom |
could love in place of my lost son.

Why have you stayed?
Could I find people more deserving, in need, and appreciative?

Rating BCPWA
There is so much caring and dedication, so much real interest in
people—the staff aren’t just working at jobs.

Strongest point of BCPWA
Acceptance of each and every person. No condemnation!

Favourite memory
Instant acceptance and welcome. Talk about open arms!

Future vision for BCPWA
That some day, people will recognize that everyone has a right to be
different and will enjoy what they can contribute.

Mike Verburgt

Coordinator, Member Services

I

IF YOU HAVE

¢ administration skills that include word-processing, or

Gain :  rosooroh andt witing skis and
and share your » the ability to work independently and in a group.
skills for a WE CAN FIND A MATCH FOR YOU IN OUR
valuable cause NUMEROUS DEPARTMENTS AND PROGRAMS!

for further information and an application form contact:
volunteer coordination at 893.2298
adricanv@bcpwa.org

or Human Resources at 1107 Seymour Street

visit our web-site at www.bcpwa.org for further information on volunteer positions
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If you're looking for help or information on HIV/AIDS, the following list is a starting point.

where to find h@l p

,BC V8] 3Y1

e Centre —
d Region
ter Ave,
Y 2M3
or 1.800.616.2437
m
om

oty of Kamloops
4,437 Lansdowne St,
V2C 6H2
or 1.800.661.7541

uver
St,Vancouver BC V6B

er.org
erbc.ca

Island (Nanaimo)
anaimo, BC VIR 5N9

and (Victoria)
3, BC VBW 215

Yeter Centre
2nd Floor, 1056 Comox St,
Vancouver, BC V5E 4A7
604.608.1874
inffo@drpeter.org
www.drpeter.org

Vancouver, BC V6B 5R1
604.669.4090
mclarenhousing@telus.net

North Island AIDS Coalition
(Campbell River)
684B Island Hwy,

Okanagan Aborig
202 - 1626 Richter Street,
Kelowna, BC V1Y 2M3
250.862.2481 or 1.800.616.2437
oaas@arcok.com

WWW.0aas.ca

Vancouve
604.879.8884 0
info@red-road.org
www.red-road.org

Vancouver Native Health
441 East Hastings St,Vancouver, BC V6

Respite Care Society
Victoria, BC V8T 2Y9

Wings Housing

604.899.5405
info@wingshousing.bc.
www.wingshousing.bc.c

YouthC
03 —

groups, societies,
s and institutions i
ish Columbia serving
people touched by HIV di
and AIDS, please visit
Positively Happeni
of the BCPWA S
at www.be




Upcoming BCPWA Society Board Meetings

Date Time Location Reports to be presented

March 5, 2003 1:00 Training Room Written Executive Director Report / January & February Financial Statements /
Director of Support Services

March 19, 2003 1:00 Training Room Executive Committee

April 2, 2003 1:00 Training Room Standing Committee / Written Executive Director Report

April 16, 2003 1:00 Training Room Director of Fund Development

April 30, 2003 1:00 Training Room Quarterly Department PHSA Report / Written Executive Director Report/
Executive Committee / Financial Statements—March

May 14, 2003 1:00 Training Room Standing Committee

The BCPWA Society is located at 1107 Seymour St., Vancouver.
For more information, contact:

Alexandra Regier, Office Manager

Direct: 604-893-2292

Email: alexr@bcpwa.org

Yes! | want to receive living® magazine

name

address city province/state
postal code/zipcode country.

phone fax email

I have enclosed the following for 6 issues of living+
O $25 Canadian (non-BCPWA members) [ $40 USA [ $45 International

[ ] [ ]
O | want to donate the above subscription to a PWA who can't afford it I IVI n
O I am a PWA and can not afford the full subscription price
O Enclosed is my donation of $ for living+
y donation o1 for g+ - 1107 Seymour Street, 2nd Floor
O Please send me more information about Planned Giving
O | want to become a member of BCPWA Vancouver, BC

Cheque payable to BCPWA Canada V6B 5S8

MARCH / APRIL 2003 LIVING + ‘ 39




LAST BLAST

It ain’t
over till the
fat lady sings

by Denise Becker

¥ . been a very tough, cheerless winter. But, in the
| t Smidst of it all, a little starburst in my black night
reminds me of the Robert Frost quote: “Happi-

ness makes up in height what it lacks in length.”

It all started when my mother and father, both in their
eighties, became very sick. My mother had a stroke and was
told she needed assisted living. Then a very good friend of
mine was hospitalized. My husband Lloyd’s best friend died of
a heart attack on Christmas Day. Lloyd caught the flu on Box-
ing Day. The stress from all this did a number on my HIV and,
before long, my blood counts dipped lower and lower.

A young man in surgical greens approached
me. “I’'m David, the vet’s assistant, and I've
been sent to sing to you.”

Throughout everything, the family seemed to be ignoring
our dog, Molly. So, Molly decided to get in on the act and
started limping around the house. Here was yet another prob-
lem. | made an appointment at the animal clinic. When we
arrived, a receptionist advised me that | might have a long wait
because the veterinarian was performing an emergency opera-
tion. Being no stranger to waiting in doctors’ offices, | smiled
and picked up Dogs Canada from the magazine table. Thirty
minutes later, the receptionist appeared again and offered to buy
me a free latte. | gratefully accepted and she ran across the
road to the nearest coffee shop.

Finally, after an hour, a young man in surgical green shirt
and pants approached me. “I'm David, the vet’s assistant, and
I've been sent to sing to you.”

I looked at him and wondered if | was dreaming.

“What would you like to hear?” he asked.

Still confused, | stammered, “Well, how about John Denver?”
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He looked blank.
Obviously not, | thought.
“I don’t care what you sing,” |
said, “just don’t scare the dog.

She’s already petrified.” | looked down at Molly, who was a
pathetic, shaking disgrace to all Dobermans worldwide.

Nervously at first, then more boldly, David started to sing
an aria from an Italian opera. The words came sweetly and gen-
tly, and I was transported to an olive grove on the slopes of a
Mediterranean shore. “Arrete! Arrete!” he sang. The recep-
tionist smiled at me as | sat in perfect serenity.

It was beautiful. In a moment, this young man had made my
problems dissolve, and | felt at peace. It was a simple act that
made me feel like someone cared.

It also made me think of Pat White. | have waited many
times at the downtown Vancouver office of Dr. Julio Montaner.
Pat is Dr. Montaner’s assistant, and he gives loving attention to
patients with HIV every day.

I am sure that you have your own “opera singer.” You may
even be reading this magazine right now in your doctor’s wait-
ing room. How many times do we take the doctor’s assistant for
granted? They give us welcoming smiles, shoulders to cry on,
and lend us a hand in our most needful times. Their job is to
support the doctor, but very often they support the patients.

Now, | was thinking: the next time I'm at Dr. Montaner’s office,
would it be too much to ask Pat to do a rendition of “Knees Up,
Mother Brown” or “Roll Out the Barrel”? @

Denise Becker is a board member of the BCPWA
Society and founder and former chair of the
Hummingbird Kids Society.




