AIDS ACTION NOW !

AIDS ACTION NOW! Seven-Point Policy Paper *

Advances in the fight against AIDS have brought us o the point where we can begin to look
at AIDS as a chronic illness rather than a universally fatal illness. Unfortunately, we are sti faced
with a variety of problems that prevent us from adequately dealing with it as such. AIDS ACTION
NOW! has come up with seven maingolicics that would make treating AIDS as a chronic iliness a
reality. We list them here and plan to fight for their adoption in the year to come,

1. CATASTROPHIC RIGHTS |

People Living with AIDS and others in camtmghic life-threatening situations hdve an
unrestricted right to treatments whidh they and their physicians believe to be beneficiall This
includes access to and availability of gll drugs and treatments that can be used to treat HIV-positive
people and people living with AIDS. These drugs should be available free of charge — even when
they have not been given government approval for regular distribution, People in life-threatening
situations do not need to have their treatments hampered by government bureaucracies or niedical
researchers who work within the government's restrictive regulations, The policies that they have
in place are clearly designed for situations that are not life-threatening.

When ﬁeuple discover that they are HIV-positive they are faced with many decisions
regarding their health care. These decisions, which can be life and death decisions, are now|made
in a situation that does not allow fof the full range of treatment possibilities. Our government
continues to deny us treatments that Bave proven successful elsewhere and, in collusion with the
pharmaceutical industry, is inflicting unethical placebo testing on Canadians in life-threatening
Situations.

2. DRUG TRIALS AND PLACEBOS

Placebos have no place in the treatment of people living with AIDS. People in life threajcning
situations should not have to put theiﬁivcs in jeopardy by receiving no treatment at all, As it $tands
now, multinational pharmaceutical companies, in conjunction with governments and medical
professionals, are engaging in and promoting "double blind" placebo tests. These tests stipulate that
a portion of the test group (usuall one-half) will receive the drug being tested and the other portion
will receive a placebo — a practice that means one-half will receive something that is designed to
look like medication but is in fact a substance with no medicinal qualitics at all.

AIDS ACTION NOW! sux:poni‘ full testing of drugs — with the stipulation that they should
still be available in “catastrophic situations even while undergoing tests and that the tests should be
done only using either historical contrqls or comparative studies where other dru gs are given,

3. ANONYMOUS TESTING

All levels of government should be working together to provide sites for Enonymous tasting
in Canada. At present seven Canadiar provinces require the reporting of HIV. positive people to
authorities. These requirements should be altered sﬁn people can have the tests anonymously —
that is to say by being able to receive their results without the people giving them the results bein g
required to report their status to provincial medical authorities. Anonymity should be guaranteed
when wanted and ar all times people should be able to expect complete confidentiality of |their
medical records. People should have the right to know theﬁcalth status without fear thatitheir
condition will be reported to the authorities or perhaps leaked to their employer or elsewhere.
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4. PLWA's ON ALL BOARDS AND COMMITTEES

Boards and committees that are dealing with the health and lives of people living with
should always have PLWA's 23 members. should include any body that is dealing wi
aspect of S — issues such as hospital care, home care, human rights or education about
can only be adequately dealt with through the full involvement of PLWA's. uisites
gll %ar_:icipation of PLWA's are anti-discrimination legislation and the guarantee of no qu

gislation.

5. NATIONAL TREATMENT REGISTRY

© A natlonal treatment reglstry stould be established. Such a registry will be compo
variety of treatment protocols thought to be of use to people living with AIDS or infi
i ~care physicians would access this registry with inquiries for treatment protocols to s
individual needs of their patients. Reparts to the registry of individuals' treatments and health
would be made on a continual basis. Tteatments of all types, lncluﬁinithou that are not part
medical mainstream, would be recorded. Both physicians and PLWA's should have access to the
information in the registry so that PLWA's can be active participants in their own treatment| This
registry should be established and run by a body that includes the full participation of PLWA'S,

The national treatment registry ﬁ“ be & very impartant tool in bringing together the existing
knowledge about AIDS and the ever-widening scope of treatment options. It is important that the
registry be connected with other such registries in countries. This will also allow the treatment
of PLWA's and HIV-positive people to move away from a strictly hospital setting and moré into
the home and primary physician's office.

6. HOSPITAL CARE

Hospital administrations must v}nrk much harder at establishing state-of-the-art diagriostic
and treatment protocols to deal with the health of PLWA's, At present there is no uniformity irj care
available for PLWA's in different hospital settings, PLWA's are continuing to have hoprific

X%gems as they deal with hospitals where a "hit and miss" approach governs present attempts at
care,

It is the responsibility of the provincdial Ministry of Health to establish standard protocols
hospitals so that care can be brought upito an acceptable level.

7. HOME CARE

all

In conjunction with the national treatment registry and better hospital care we ne
establish & comprehensive approach to home care, The needs of PLWA's can often better be
home than in the hospital with the help pf their primary care physicians, In addition, it must be clear
that people being released from hospilals are being released to situations where their needs are
being fully met. It is nurses who will ba able to do the most to make home care a viable alternative
for most peg?le. This will require mote education for nurses about dealing with PLWA's and a
recognition of the importance of this wérk by health care warkers.
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Advances in the fight against
AIDS have brought us to the point where
we can begin to look at AIDS as a chronic
illness rather than a universally fatal dis-
ease. Unfortunately, we are still faced with
a variety of problems that prevent us from
adequately dealing with it as such. AIDS
ACTION NOW! has come up with seven
main policies that would make treating
AIDS as a chronic illness a reality. We list
them here and plan to fight for their adop-
tion in the year to come.

CATASTROPHIC RIGHTS

People Living with AIDS and
others in catastrophic life- threatening situ-
ations have an unrestricted right to treat-
ments which they and their physicians be-
lieve to be beneficial. This includes access
to and availability of all drugs and treat-
ments thatcan be used to treat HIV -positive
people and people living with AIDS. These
drugs should be available free of charge -
even when they have not been given gov-
emment approval for regular distribution.
People in life- threatening situations do not
need to have their treatments hampered by
government bureaucracies or medical re-
searchers who work within the
government’s restrictive regulations. The
policies that they have in place are clearly
designed for.situations that are not life-
threatening.

When people discover that they
are HIV-positive they are faced with many
decisionsregarding their health care. These
decisions, which can be life and death
decisions, are now made in a situation that
does not allow for the full range of treat-
ment possibilities. Our government contin-
ues to deny us treatments that have proven
successful elsewhere and, in collusion with
the pharmaceutical industry, is inflicting
unethical placebo testing on Canadians in
life-threatening situations.

DRUG TRIALS AND PLACEBOS

Placebos have no place in the
treatment of people living with AIDS.
People in life threatening situations should
not have to put their lives in jeopardy by
receiving no treatment at all. As it stands
now, multinational pharmaceutical compa-

nies, in conjunction with governments and
medical professionals, are engaging in and
promoting placebo-controlled tests. These
tests stipulate thata portion of the test group
(usually one-half) will receive the drug
being tested and the other portion will re-
ceive a placebo—a practice that means
one-half will receive something that is
designed to look like medication but is in
facta substance with no medicinal qualities
atall.

AIDS ACTION NOW! supports
full testing of drugs—with the stipulation
that they should still be available in “cata-
strophic” situations even while undergoing
testing and that the tests should be done
only using either historical or comparative
controls where different dosages or other
drugs are administered.

ANONYMOUS TESTING

All levels of government should
be working together to provide sites for
anonymous testing in Canada. At present
seven Canadian provinces require the re-
porting of HIV positive people to authori-
ties. These requirements should be altered
so that people can have the tests anony-
mously - that is to say by being able to
receive their results without the people
giving them the results being required to
report their status to provincial medicat
authorities. Anonymity should be guaran-
teed when wanted and at all times people
should be able to expect complete confi-
dentiality of their medical records. People
should have the right to know their health
status without fear that their condition will
be reported to the authorities or perhaps
leaked to their employer or elsewhere.

PLWA’s ON ALL BOARDS
AND COMMITTEES

Boards and committees that are
dealing with the health and lives of people
living with AIDS should always have
PLWA'’s as members. This should include
any body that is dealing with any aspect of
AIDS - issues such as hospital care, home
care, human rights or education about
AIDS can only be adequately dealt with
through the full involvement of PLWA's.
Prerequisites for the full participation of

PLWA'’s are anti-discrimination legisla-
tion and the guarantee of no quarantine
legislation.

NATIONAL TREATMENT
REGISTRY

A national treatment registry
should be established. Such a registry will
be composed of a variety of treatment
protocols thought to be of use to people
living with AIDS or HIV infection. Pri-
mary-care physicians would access this
registry with inquiries for treatment proto-
cols to suit the individual needs of their
patients. Reports to the registry of individu-
als’ treatments and health status would be
made on acontinual basis. Treatmentsof all
types, including those that are not part of
the medical mainstream, would be re-
corded. Both physicians and PLWA’s
should have access to the information in the
registry so that PLWA's can be active par-
ticipants in their own treatment. This regis-
try should be established and run by a body
that includes the full participation of
PLWA’s.

The national treatment registry
will be a very important tool in bringing
together the existing knowledge about
AIDS and the ever-widening scope of treat-
ment options. It is important that the regis-
try be connected with other such registries
in other countries. This will also allow the
treatment of PLWA’s and HIV-positive
people to move away from a strictly hospi-
tal setting and more into the home and
primary physician’s office.

HOSPITAL CARE

Hospital administrations must
work much harder at establishing state-of-
the-art diagnostic and treatment protocols
to deal with the health of PLWA’s. At
present there is no uniformity in care avail-
able for PLWA'’s in different hospital set-
tings. PLWA’s are continuing to have hor-
rific experiences as they deal with hospitals
where a “hit and miss” approach govemns
present attempts at AIDS care.

It is the responsibility of the provincial
Ministry of Health to establish standard
protocols for all hospitals so that care can
be brought up to an acceptable level.




