8.1 Health of HIV-positive
persons and HIV treatment

Since the advent of the combination therapy in 1996, the
physical health of many HIV-positive people has been good.
The success of the treatment is great among people who
had not already started a treatment with one or two anti-
retroviral drugs before 1996.The mortality curve from the
consequences of AIDS has dropped sharply in the Nether-
lands in the past years.\Where mortality among people
with HIV still amounted to 3.4 per 100 treated patients
each year in 1996, this percentage had dropped to 0.6

by 2003 (HIV Monitoring Foundation, Report 2003, 2004).
The situation of people who started using anti-retroviral
drugs before 1996 is much less favorable. lliness and death
are common among them.

Anti-retroviral drugs

HIV replicates itself in the body. During this reproduction
process, the virus makes minor mistakes, which result in
new varieties of the virus. With a treatment consisting of
one anti-retroviral drug, a variant of the virus that is resis-
tant to the anti-retroviral drug can develop quite quickly.
With a treatment involving multiple anti-retroviral drugs, the
virus is suppressed so powerfully that it basically no longer
replicates itself. As a result, the chance is much smaller that
a variant of the virus will develop that is resistant to each of
the anti-retroviral drugs that one is using. At this moment,
some twenty different anti-retroviral drugs in four different
categories are available in the Netherlands. Each category
of anti-retroviral drugs thwarts the HIV virus in a different
way. It is crucial that there are many different anti-retroviral
drugs in each category, since this offers the possibility of
switching treatments when one combination presents too
many side effects or no longer works because the virus has
become resistant. The number of times that someone can
switch over to a different combination is limited, because of
cross-resistance: if the virus is resistant to one anti-retroviral
drug, it is often also resistant to other anti-retroviral drugs
from the same category.

In the case of anti-retroviral drugs, the correct dosage is
crucial: there is only a small margin between an effective
dose and a dose that presents unacceptable side effects.
That is why taking the medicines at precise intervals is very
important and why a number of anti-retroviral drugs have
restrictive requirements with regard to eating and drinking
in order to regulate the amount of the active ingredient in
the blood optimally.

Reimbursement of new anti-retroviral drugs

The decision to approve new medicines for sale on the
market is made at the European level. The European Medi-
cines Agency (EMEA) advises the European Commission
about the approval of new medicines. The decision whether
a new medicine will be reimbursed by public and private
health insurance companies is made on the national level.
The Dutch Health Care Insurance Board (CVZ) advises the
Ministry of Health, Welfare and Sport on the reimburse-
ment of a new medicine. New anti-retroviral drugs are
approved and reimbursed more quickly than many other
medicines, because a new anti-retroviral drug could be the
last chance for HIV-positive persons who have already had
practically all of the other available anti-retroviral drugs.

The Hiv Vereniging advocates maintaining the current quick
reimbursement of new anti-retroviral drugs. If the regulation
must be altered, then the Hiv Vereniging would propose not
giving new anti-retroviral drugs to HIV-positive persons who
still have several other options to try (Rimke, 2004).

Health

Research done on behalf of Hiv Vereniging Nederland
shows that things are going well with the health of the lion’s
share of the HIV-positive people living in the Netherlands.
The HIV-positive respondents rated their health with an
average score of seven on a scale of one to ten. 40% even
rated his or her health with an eight or higher score. Eleven
percent rated their heath as unsatisfactory. 84% of the
respondents were using anti-retroviral drugs at the time of
the study. 29% of the respondents have ‘quite a number’ to
‘very many' physical or psychological complaints as a result
of HIV or their anti-retroviral therapy, and 71% have ‘rela-
tively few’ complaints to ‘none’ whatsoever (Hiv Vereniging
Nederland, Interim Report on the Client Satisfaction Survey
about the Care for People with HIV, 2004). Gastro-intestinal
symptoms and reduced energy are common complaints.

Endangerments to health
The therapy is accompanied by two important threats to
one’s health:

Cardio-vascular diseases

A side effect of many protease inhibitors (a particular cate-
gory of anti-retroviral drugs) in particular is an increased
cholesterol level. While this does not constitute a risk in the
short term, it can lead to cardio-vascular diseases in the
long term.

Mitochondrial toxicity

Nucleoside analogs, a different category of anti-retroviral
drugs, can cause mitochondrial toxicity, a disturbance in the
supply of energy to cells. This can lead to pancreatitis, neu-
ropathy, lipodystrophy and, very occasionally, also to lactate
acidosis.

Neuropathy is a disease of the nervous system that often
begins with numbness or a tingling or burning sensation on
one’s feet and/or hands. The pain can become more severe
and progress upwards over time.

Lipodystrophy is a change in the distribution of fat across
the body; among other things, it can lead to a sunken face.
A survey taken by the Dutch Association of Physicians in
AIDS (NVAB) shows that twelve percent of the people
with HIV have such problems as a result of a sunken face
through lipodystrophy that they would be eligible for a
procedure for filling in the sunken face with so-called fillers
(Hiv Vereniging Nederland, Plan of Action, 2004). Only a
few health insurers will partially compensate these fillers.

Lactate acidosis is an accumulation of lactic acid, which is

usually accompanied by several side effects such as severe
fatty degeneration along with an enlargement of the liver.
Together with heart problems and/or pancreatitis and/or

neuropathy, this can lead to death.

Quality of life

People with a chronic disease — whether sexually or non-
sexually transmitted — are less satisfied with their lives than
the average person in the Dutch population. They give a
lower score to the physical, psychological and social aspects
of the quality of life than the average Dutch person does
(Baanders, 2003). While many HIV-positive people have only
a few physical symptoms if any, many others find it difficult
to live with HIV. Research conducted by the Hiv Vereniging
shows that 87% of the HIV-positive respondents say HIV

plays a major role in their lives. 63% of the HIV-positive per-
sons consider it hard to live with HIV. 46% of the respon-
dents who are members of the Hiv Vereniging and 77% of
the non-members would rather be confronted as little as
possible with their HIV (Hiv Vereniging Nederland, 2003).
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Figure 17  Rating that HIV-positive persons give to their health
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Figure 18 « Percentage of HIV-positive persons with physical or
psychological complaints resulting from HIV or anti-retroviral drugs

Source: Hiv Vereniging Nederland, Interim Report on the Satisfaction
Survey about the Care for People with HIV, 2004
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8.2 Care in relation to HIV

HIV treatment centers

The care for people with HIV and AIDS has improved dra-
matically. In the early years of the AIDS crisis, internists had
nothing to offer to their patients. Now, both good care and an
effective treatment are available. Since 2002, the monitoring
and treatment of HIV infections has been concentrated in
22 hospitals, the HIV treatment centers. This concentration
of expertise ensures that optimal care can be offered with
regard to the medically often rather complex problem of
HIV and AIDS. Four of the HIV treatment centers are also
specialized in the treatment of children with HIV.

In accordance with the requirements referred to in the
Special Medical Procedures Act (WBMV), at least two HIV
physicians work in each HIV treatment center: internists or
pediatricians who are specialized in HIV and AIDS. These
follow the treatment guidelines of the Dutch Association of
Physicians in AIDS (NVAB). Each center has fixed minimum
numbers of (new) patients. The continuity of the care for
people with HIV by HIV nurses must be guaranteed and
this care must meet the quality demands established by the
Workgroup of AIDS Consulting Nurses (WVAC).There
must be a multidisciplinary team of specialists in the center
with specific expertise about the treatment of HIV or AIDS,
including in any case an ophthalmologist, a neurologist, a
dermatologist, a gynecologist, a lung specialist and a medical
microbiologist. In accordance with the requirements, the
HIV treatment center must maintain regular contact with
the patient’s general practitioner so that the care he or

she provides can be coordinated with the HIV therapy
prescribed. The center provides data to the HIV Monitoring
Foundation so that the latter can gain insight into the results
of the treatment and into the progress of the epidemic.

A few of the HIV treatment centers work with nurse
practitioners, i.e. nurses who can also carry
out some of the tasks that previously only
doctors could perform.

In August 2004, there were 9,732 HIV-
positive people in care at one of the HIV
treatment centers in the Netherlands.

This number is increasing sharply: in January
2003, 7,593 HIV-positive people were in
care (verbal communication from the HIV
Monitoring Foundation). This constitutes

an annual growth rate of 17%.

SLEUTELFIGUREN
in de HIV-zorg

Other health care providers

Medical care to people with HIV is of course also provided
by general practitioners, pharmacies, dentists and physio-
therapists, among others.

One of the assumptions in the guidelines of the Nether-
lands Society for the Promotion of Dentistry (NMT) is that
every patient can be a possible source of infection for HIV,
hepatitis A and hepatitis B and that the dentist can be the
same for his or her patients. This starting point implies that
a dentist who knows that his or her patient is HIV positive
or has hepatitis A of hepatitis B need not take any extra
measures. The guidelines state: It is reasonable to opt for

a quiet moment in the day and to take whatever time is
needed when treating people who are known to be posi-
tive for one of the viruses mentioned’ (NMT, 1995). How-
ever, many HIV-positive persons say that they are not given
a choice: they can only be scheduled for an appointment to
see their dentist as the final patient of the day (Hiv Verenig-
ing Nederland, Interim Report on the Client Satisfaction
Survey about the Care for People with HIV, 2004).

Satisfied patients?

Hiv Vereniging Nederland took the initiative to study the
level of satisfaction among HIV-positive people with regard
to the treatment of HIV. Shortly after their most recent
visit to their internist, a few hundred HIV-positive persons
— both Dutch and non-Dutch - indicated which aspects
they consider to be important in terms of the treatment
of HIV and how satisfied they are about these aspects.The
questions asked dealt with both their treatment in the HIV
treatment center and the care they receive from their gen-
eral practitioner, pharmacy and dentist. The Hiv Vereniging
will present the results of this research at the end of 2004,
The interim results show that patients are generally very

satisfied with the treatment they receive in the HIV treat-
ment center.The guidelines formulated by the Dutch Asso-
ciation of Physicians in AIDS (NVAB) states that those who
are using anti-retroviral drugs should receive blood tests
every three months. Many HIV treatment centers fail to do
this in practice, however. The interim results of the study
show that no less than 32% of the people with HIV have
consultations less often than that (Hiv Vereniging Neder-
land, Interim Report on the Client Satisfaction Survey about
the Care for People with HIV, 2004).

Psychosocial care and social services

HIV nurses can also chart the extent to which HIV-positive
people function in society. If necessary, people with HIV
can be referred to providers of specific kinds of services.
Psychosocial care and social services revolving around HIV
and AIDS are offered by institutions in the field of mental
health care and social work. Problem areas in terms of
psychosocial care and social services for HIV-positive
people are the fact that the problems people with HIV
face sometimes only become visible at a late stage and
that there are sometimes long waiting lists (Hiv Vereniging
Nederland, Plan of Action 2005, 2004).

Buddy programs

AIDS has led to an innovative form of care that by now is
also being used in connection with other diseases: one-on-
one care provided by ‘buddies’. Buddies are volunteers who
provide practical and emotional support to people with
HIV (and currently to others as well). By now, a national
network of buddy projects has been established in the
Netherlands. The largest and most well known of these is
the Schorer Buddy Program, which concentrates on gay
men and lesbians in Amsterdam. In the Netherlands as a
whole there are more than 400 HIV-positive clients.

Care for non-Western ethnic minorities

Many HIV-positive people from a non-Western ethnic
minority only make it to an HIV treatment center in a late
stage of their disease (Bergen, 1998).This is undesirable due
to the risks for the health of the individual and for public
health in general.

Research shows that keeping their HIV status secret is very

important to many people, that stigmatization plays a major

role, and that there are still many taboos and much igno-

rance in terms of sexuality. The way the disease is experi-

enced by non-Western ethnic minorities often differs from

the way Westerners experience it. HIV treatment centers

experience the following problems in providing good care

to ethnic minorities (Middelbeek, 2004):

= communication problems and cultural differences;

« alack of well-coordinated written and visual information
materials;

« the lack of basic medical knowledge;

= laxity in therapy adherence (‘| don't feel sick, so I'm going
to skip my pills today’);

* appointments not being kept.

The process of making health care more intercultural is
currently an important consideration for HIV treatment
centers. Nurses are trained by their own professional asso-
ciations, by STI AIDS Netherlands and by the Netherlands
Institute for Health Promotion and Disease Prevention
(NIGZ).There are various different projects in which cul-
ture-specific care and support are offered to people with
HIV, for example by the AFAPAC Foundation, the organiza-
tion run by and for sub-Saharan Africans in the Netherlands
that focuses on prevention and care with regard to HIV and
other STIs.
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Care for people without a residence permit

and for the uninsured

People who do not have a residence permit and the unin-
sured in the Netherlands receive the same medically neces-
sary care as all others. In practice, medically necessary care
is further described as care based on the National Health
Insurance Act (ZFW) and the Exceptional Medical Expenses
Compensation Act (AWBZ), with the exception of in-vitro
fertilization, sex-change treatments and certain kinds of
dental care. All care in relation to HIV, AIDS and other

STls is thus medically necessary. Everyone has the right to
medically necessary care, thus also those who do not have
a residence permit and the uninsured; it lies anchored in
human rights treaties to which the Netherlands is party. The
professional ethics of doctors obliges them to provide care
to anyone who needs it, regardless of who they might be.

The fact that someone needs to pay for the care provided
is naturally another starting point. Hospitals sometimes
agree to special terms of payment for people who do not
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have a residence permit and for the uninsured. Hospitals
make agreements with health insurers about the compensa-
tion of uncollectable accounts according to the policy of the
Dutch National Health Tariffs Authority, the executive body
for the implementation of the National Health Tariffs Act.
The Linkage Foundation (Stichting Koppeling) administers a
fund from which caregivers in primary health care (general
practitioners, pharmacies and midwives/obstetricians) can
receive a contribution towards their costs. Getting that
compensation involves such red tape, however, that many
caregivers choose not to bother and simply end up doing
the work at their own expense.

Long-term care as provided for example in nursing homes
and mental health institutions also forms a problem in terms
of those who do not have a residence permit and/or health
insurance. This kind of care is compensated for people with-
out a residence permit and for the uninsured for a maximum
of six months (Pharos, 2004).

8.3 Care in relation
to other STls

People with a different kind of STI receive curative care
from general practitioners, dermatologists and venerologists.
In addition, there are six government-funded STI clinics in
the four main Dutch cities as well as STI clinics at municipal
health departments (GGDs), which are jointly funded by
the municipalities and the Ministry of Health, Welfare and
Sport. Together, the current clinics offer a total of 43,000
consultations each year, of which more than 19,000 take
place in Amsterdam. These clinics are confronted with the
following problems (Hoogervorst, 2003):

< There is a shortage of capacity, so that not everyone
can be helped.

e The facilities are not the same everywhere. At some
clinics, clients are referred to their general practitioners
for treatment. Anonymous testing is available at some
clinics but not at others. The funding is not uniform
either.

» The facilities are unevenly divided across the country.

< The provision of services is sometimes unnecessarily
labor intensive and expensive.

In response to these problems, the Minister of Health,
Welfare and Sport is planning to bring about a new system
for STI clinics in 2005: eight uniform organizations, spread
throughout the Netherlands, which will be organized by
the municipal health departments and which will be able to
provide at least 55,000 consultations each year. The funding
of the easy-access clinics will remain unchanged in 2005.

A revision of the funding scheme will take place in 2006.

GGD Nederland (GGD Nederland, Recommendations

for the Revision of Supplementary STI Control, 2004) and
STI AIDS Netherlands (STI AIDS Netherlands, The New
Network of Easy-Access STI Clinics, 2004) have advised the
Minister of Health, Welfare and Sport on the new set-up
for STI clinics. STI AIDS Netherlands proposes among other
things that the Minister expand the new STI clinics with an
outreach package for people in higher-risk groups that do
not come to the clinics on their own and with tasks in the
area of sexual health, such as pregnancy prevention and
support services with regard to abortion.

STI AIDS Netherlands has an extensive package of services
for supporting general practitioners and STI clinics. The
organization formulates protocols and organizes workshops
and symposiums for general practitioners and nurses.

Treatment

Not all STIs are treatable to the same extent. Chlamydia,
syphilis and gonorrhea are easy to cure. Hepatitis A goes
away on its own. 90% of patients with hepatitis B will be
cured on their own; 10% will need treatment. In the case of
genital warts and herpes, one can only do something about
the symptoms. More information about the treatment of
STIs can be found on www.soaaids.nl.
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Training

Doctors and nurses are the most important professionals in

terms of the treatment of STls. There are a few problem

areas in terms of their training:

e The potential capacity of well-trained doctors with cura-
tive expertise in terms of STls is too small. GGD Neder-
land and STI AIDS Netherlands advocate increasing this
potential by means of a training program.

e There is no training for infectious disease specialists
aimed at the medical treatment of STIs in particular.

e There is great demand for good post-graduate training
for doctors working at municipal health departments.

e A training program needs to be developed for the new
profession of nurse practitioners.

There is a national program of task-focused continuing
education that includes things like an introduction day for
beginning nurses, the workshop ‘Counseling for HIV and
other STIs' and the workshop ‘Educating Groups'. For the
period in which new nurses are being worked in on the
job, there is the ‘Training Plan for Social Nurses in STI/HIV
Control' of the National Association of Social Nurses
(LVSV) and STI AIDS Netherlands (GGD Nederland,
Recommendations for the Revision of Supplementary
STI Control, 2004; Advisory Council on Health Research
[RGO], 2003; STI AIDS Netherlands, The New Network
of Easy-access STI Clinics, 2004).
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To some extent, people with HIV run up against the same
problems that other chronically ill persons face: restrictions
in terms of employment, a weaker financial position, fewer
opportunities for becoming insured and limitations in daily
life. A few problem areas in terms of functioning in society
are specific to HIV-positive persons.

9.1 Public opinion

In the past, STIs were a source of public debate: in the first

half of the last century the discussion centered around put-

ting an end to prostitution; in the 1950s, people spoke ill of
women with ‘loose morals’ (Mooij, 1993). In contrast to the
situation in other countries, the advent of AIDS has not led
to any substantial fear, indignation or moralistic reactions
among the general public in the Netherlands. Possible

explanations for this are that (Sandfort, 1998):

« the problems around AIDS have remained relatively
limited;

< in contrast to the British press, for example, the Dutch
press has reported on the new disease in a relatively
factual manner;

« the Dutch policy on AIDS fights not only the disease
itself, but also the stigmatization of and discrimination
against those who suffer from it;

< AIDS is seen in the Netherlands as a health problem
and not as a moral problem.

The stigmatization of and discrimination against people with

HIV are nevertheless ‘just around the corner’. Why are

people with HIV and AIDS stigmatized? Four factors play

a role in this (Bos, 1998):

» the sense of personal responsibility in contracting the
disease (reference: Crocker, Major & Steele, 1998; Dijker
& Koomen, 1996; Weiner, Perry & Magnusson, 1988);
If someone has a significant control over whether he or
she becomes infected with HIV (‘own fault’), this calls
up feelings of anger and stigmatizing reactions in that
person’s environment.

« the infectiousness of the disease (reference: Dijker &
Koomen, 1996; Dijker & Raeijmaekers, 1998);
This is related to fear. While AIDS is not contagious in
everyday contact, many people prefer to keep their
distance.

« the gravity of the disease (reference: Crandall & Moriarty,
1995);

The more symptoms someone with HIV has, the more
he or she will be stigmatized (reference: Bos, Dijker and
Koomen, 1998).

« the attitude towards homosexuals (reference: Pryor,
Reeder,Vinacco & Kott, 1989).

Ever since 1986, public opinion with regard to (people with)
HIV and AIDS has been gauged on a regular basis. In 1994
and 1998, one in every ten Dutch people knew someone
with HIV or AIDS personally. The image of people with HIV
and AIDS seems to have improved somewhat by 1998 com-
pared to the situation in 1994, Especially older people and
those with a lower education are more apt to stigmatize
people with HIV and AIDS.Women and young people feel
more connected with them. Dutch people are less interested
in AIDS than in the three other diseases that were mentioned
in the study: cardio-vascular diseases, cancer and asthma. The
majority of the Dutch people think it is very difficult for peo-
ple with HIV and AIDS to reveal their disease to friends, at
their workplace, or to new sex partners. Nonetheless, people
expect HIV-positive persons to be open about their HIV:
nearly everyone thinks it necessary that people with HIV and
AIDS tell their new sex partners and that HIV-positive per-
sons should practice safe sex. 7.5% considers AIDS to be a
gay disease. Eleven percent thinks that people who contract
HIV these days have only themselves to blame (Bos, 1998).

A study conducted in 2001 showed that the Dutch popula-
tion considers AIDS to be the third most serious problem
in the world, after terrorism and wars. AIDS is considered
to be the greatest health problem in the world. For the
Netherlands, AIDS is seen as the fifth most important health
problem, after cancer, cardio-vascular diseases, obesity and
depression. The size of the AIDS problem is underestimated
by the majority of Dutch people: 53% of the respondents
think there are no more than 20 million people living with
HIV or AIDS. In reality, there are approximately 40 million
people living with HIV or AIDS. Nearly all respondents (98
to 99%) know that HIV cannot be transmitted via a toilet
seat or by sharing a glass with someone who is HIV posi-
tive. Eleven percent of those questioned mistakenly thought
that one could contract HIV by kissing someone who had
it, however (Klasema, 2001).

Many people have the impression that the position of
homosexuals in society has grown stronger through AIDS.
As a result of the threat of AIDS, the general public has
been exposed to various aspects of the lives of gay men
through the media.

9.2 Patient organizations

There are three patient organizations dedicated to working
for people with a chronic STI: Hiv Vereniging Nederland, the
Dutch Federation of Hemophiliacs (which has a number of
members with HIV and/or hepatitis) and the Dutch Associ-
ation of Liver Patients. The latter organization focuses not
only on people with viral hepatitis, but also on people with
other illnesses involving the liver and/or biliary duct.

Hiv Vereniging Nederland is the advocacy organization run
by and for people with HIV and AIDS in the Netherlands.
This patient organization receives special financial support
from the Ministry of Health, Welfare and Sport in connec-
tion with the UNGASS Declaration of Commitment. That
declaration says, among other things, that people with HIV
and AIDS deserve extra support from the government, due
to the danger of their being stigmatized. The Hiv Vereniging
has nearly 1,500 members.This amounts to 15% of the
number of people in the Netherlands who know they have
HIV. In comparison to those who suffer from most other
chronic diseases, people with HIV are young and articulate.
The Hiv Vereniging plays a major role in the following areas:
« advocacy;,

« the supply of information: among other things via educa-
tional activities and brochures, the magazine ‘Hivnieuws',
and www.hivnet.org;

« the organization of contact and support among people
with HIV: among other things individual counseling ses-
sions, buddy contacts, discussion groups and café evenings;

< innovative services. among other things these include the
introduction of the rapid test for HIV in the Netherlands
and projects aimed at retaining work and reintegration
in the workforce.

1 g |

But it is a fact that AIDS is no longer as scary as
it was ten years ago. (...) A new wave of HIV is
potentially just around the corner. (...) More and
more people in the prosperous Western world
want to believe that you can live with AIDS and
see venereal diseases as things that you might
have to deal with but that can be cured.The fact
that there is no definitive medi-cine against AIDS
and that resistant gonococci have been identified
is therefore sometimes overlooked. Moreover, HIV
carriers turn out to be less concerned about their
responsibility to keep their infection from being
transmitted. (...) Venereal diseases are caused by
reckless people who just keep messing around.
But the consequences of that transcend the indi-
vidual; they affect public health.

NRC Handelsblad (daily newspaper), editorial, July 31,2001
(see reaction to this on p. 68) >
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These are worrisome developments that can be
observed not only in the Netherlands but also in
other Western countries. This we agree on.The
disturbing thing, however, is the way in which this
‘trend’ is often described. (...) Nor is it the case
that people with HIV are having less safe sex than
people who do not have HIV or that people with
HIV have other responsibilities than people who
do not have it. Sex is still something that involves
two people.What we do know is that in all seg-
ments of the population, people are practicing
safe sex less often. (...) We know from experience
with Dutch campaigns against smoking or alcohol
abuse and for the use of seatbelts that they may
well bring about a change in behavior, but that
maintaining the new behavior is much more diffi-
cult. Compared with those campaigns, one can
call the change towards safe sex in the Nether-
lands absolutely impressive. Accusing people with
HIV who are wrestling with safe sex of just being
reckless will naturally not help in that regard; in
fact it will be counter-productive.

NRC Handelshlad (daily newspaper), August 15, 2001,

Peter van Rooijen, Director of the Aids Fonds, in a reaction >

to an editorial in the same newspaper (see p. 67)

9.3 Information supply

Hiv Vereniging Nederland plays an important role in provid-
ing information to people with HIV. Six times a year, the Hiv
Vereniging publishes a magazine (‘Hivnieuws’) that is highly
regarded by the membership. This association’s website,

www.hivnet.org, is a source of extensive and easy-to-under-
stand information. The Hiv Vereniging offers specific infor-
mation and support upon request via the information line,
which is staffed by trained volunteers. Two extensive
brochures published by the Hiv Vereniging are distributed
primarily through HIV nurses: ‘Your life with HIV' and
‘Considering the combination therapy?. These booklets are
available in Dutch, English, French, Spanish and Portuguese.

9.4 Position of HIV-positive
persons in Dutch Society

941 Financial position

The income of the chronically ill is on average 25% lower
than that of the average Dutch person. Moreover, chroni-
cally ill persons spent an average of 450 euros on disease-
related expenses out of their own pocket in 2001. There
are few chronically ill persons who make use of the possi-
bility to receive compensation for expenses made in relation
to their disease. In 2001, one out of ten chronically ill per-
sons declared health care costs as a deduction on their tax
forms, while certainly half of the chronically ill are eligible for
this deduction. Unfamiliarity with this regulation is the most
important reason for this discrepancy (Baanders, 2003).

Seven to fifteen percent of HIV-positive persons have
financial problems. It is difficult to say how many of these
problems are HIV related. Decreasing income (especially as
a result of not working or of working less) and increasing
costs (especially due to uncompensated medical costs) lead
to a loss of purchasing power for this group amounting to
one-third of their original income. A paying job is evidently
the best remedy for financial problems (Meer, 1999).

The Aids Fonds offers individual support to people with
HIV who have financial problems due to their HIV infection.
The people with financial difficulties are primarily those
who are unemployed as a result of their chronic illness and
refugees or people without a residence permit who have a
whole complex of problems. Especially with regard to those
who do not have a residence permit, there is the problem
that while they may be receiving anti-retroviral drugs, they
have no ‘bed, bath and bread'.

94.2 Insurance
People with HIV in the Netherlands experience limitations
with regard to a number of different kinds of insurance.

Health insurance

If HIV-positive persons need or desire to change their
health insurance, they will basically only get the relatively
expensive standard package policy. They are refused
supplementary insurance.

Life insurance
People with HIV cannot take out life insurance policies.

Disability insurance
HIV-positive persons are essentially excluded from
insurance policies for disability.

Surviving Dependants Act
HIV-positive persons cannot insure themselves in
connection with the Surviving Dependants Act.

Two developments make the problem of insurance more

urgent:

« As a result of the active testing policy and the screening
of pregnant women, more people are learning that they
have HIV. People can no longer take out the above-men-
tioned insurance once they have received a positive test
result. Problems with insurance can keep people from
getting tested.

* The legally insured standard package in the new basic in-
surance scheme (which will replace the current national
health insurance fund, private health insurance, and the
public health insurance for civil servants) will be limited.
Insurers will start selecting people on the basis of health
risks in connection with supplementary and collective
insurance via employers.

Prostitutes have a specific insurance problem.They are not
able to take out disability insurance. For that reason, they are
apt to continue working if they have HIV or a different STI.

943 Employment

The level of employment of people with HIV is nearly equal
to that of the potential working population in general. In
this comparison, however, differences between HIV-positive
people and the general potential labor force in terms of
age and sex have not been taken into account. Sixty per-
cent of those who are HIV positive have a paid job (Hiv
Vereniging Nederland, 2003). Among the potential work-

force in general, that is two out of three. Among the chron-
ically ill who are younger than 65, the rate is generally one
out of three. There are two things to consider in relation to
HIV and work:

Returning to work with HIV

In principle, the Medical Examinations Act (WMK) prohibits
subjecting prospective employees to medical examinations
and prohibits employers from asking questions about a
prospective employee’s health during the job application
process. If prospective employees foresee that they will
experience limitations in terms of their ability to function
on the job due to health reasons, they are nevertheless
required to mention this.To provide support to those who
are returning to the workforce, the Employee Insurance
Implementation Agency (UWV) and Hiv Vereniging Neder-
land began a pilot reintegration project for HIV-positive
people in Amsterdam in the fall of 2004.

Working with HIV

Many HIV-positive people choose not to be open about
their HIV at their work. Research commissioned by Hiv
Vereniging Nederland has shown that 34% of the HIV-
positive members and 56% of the HIV-positive persons
who are not members of this association have not told a
single co-worker (or fellow student) that they have HIV
(Hiv Vereniging Nederland, 2003).

944  Criminal prosecution

The Public Prosecutor has prosecuted a number of people
with HIV since 2001. Before having unsafe sex, these HIV-
positive persons had not told their partners of their own
HIV status, while they were in fact were aware of their sta-
tus. The Public Prosecutor has brought eight cases to court.
This development is in conflict with the point of departure
for the prevention policy of the Ministry of Health, Welfare
and Sport: each individual is responsible for his or her own
protection. The current prosecutions are at odds with the
Infectious Diseases Act (IW) of 1999, the starting point of
which is that with regard to infectious diseases against
which people can easily protect themselves, including HIV
and other STIs, the government shall play no role.The con-
sequences of the prosecutions for prevention, the testing
policy, and the stigmatization of and discrimination against
people with HIV are great. The prosecutions raise the ques-
tion whether people with HIV can still speak openly about
their sex life. The way it looks now, HIV-positive persons run
the risk that what they say about their sex life may be used
against them in the courts. Talking about one’s sex life can
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promote sexual health and can have a positive effect in
dealing with one’s HIV infection. The prosecutions can lead
to a situation in which people who have run a risk will be
less willing to get tested. After all, knowing about their HIV
infection would make them potentially punishable for the
same behavior for which they are currently not punishable.
The current prosecutions by the Public Prosecutor can
therefore lead to an expansion of the HIV epidemic.The
Ministry of Health, Welfare and Sport and organizations
working to fight AIDS consider this a cause for concern. At
the initiative of the Aids Fonds and STI AIDS Netherlands,
a committee made up of lawyers, professionals in the fight
against HIV and other STls, and an ethicist have considered
this issue. This committee concluded that safe sex is a
responsibility of both partners. People who know that they
are (possibly) HIV positive do not need to tell that to their

sexual partner, although misleading their partner is not
acceptable. This means that prosecution is fundamentally
wrong, unless force, disparity in terms of power, or mis-

leading were involved (AIDS Fonds/STI AIDS Netherlands,

Penitence or Prevention? On the Consequences of the
Application of Criminal Law for Public Health and the
Position of People with HIV, 2004).

Erik Schoonhoven (22, student at the University

of Amsterdam) heard half a year ago that he was
seropositive. (...) ‘l was dazed for weeks on end after
that, really heavily depressed; you wake up feeling
like shit and you go to bed feeling like shit. At first
you cry, but at a certain point the tears stop coming.
Your emotions are wiped out and you go through
life like a zombie.And you haven’t even told anyone
yet. Usually there’s a big void of information that
you have to fill in for people. Many young people
really have no idea about what HIV is, which means
they also don’t know what it means for me. (...) At
any rate, it takes a while before you can manage to
jerk off without seeing the face of the doctor before
you saying: ‘Erik, I’ve got bad news for you.’ Or that
you have just come and you think: oh boy, this stuff
is full of all kinds of dangerous things.

Erik Is Not Radioactive, Expreszo (magazine for gay and

leshian youth), no. 5, 2003, by journalist Merijn Henfling >

(see photo on p. 71)

945 Social environment

Despite the fact that HIV plays a major role in the lives of
many HIV-positive persons, quite a number of them choose
not to be open about their HIV status within their social
environment. A study mentioned earlier showed that 11%
of the members of the Hiv Vereniging and 17% of the non-
members had not told a single familymember about his or
her HIV. 3% of the members and 12% of the non-members
had not told a single friend about his or her HIV (Hiv
Vereniging Nederland, 2003).

Some of the people with HIV appreciate having contact
with others who are also HIV positive. Contacts can be
made via one’s own social network or via activities organ-
ized by Hiv Vereniging Nederland.

9.4.6 Restrictions on the right

of entry

Research by the German AIDS-Hilfe organization involving
165 countries shows that people with HIV and AIDS are
currently discriminated against in 101 countries. These
countries actually or potentially employ some form of
restriction in terms of a person’s right of entry. One may
not be allowed entry as a tourist, for example, or may not
receive a work permit or residence permit (Deutsche
AIDS-Hilfe, 2003). This results in serious restrictions for
people with HIV who want to travel, who want to work
abroad or who want to live in certain countries. There are
also restrictions regarding the right of entry for tourists in
Irag, Mongolia, Qatar, Saudi Arabia, the Salomon Islands,
Sudan, the United States and South Korea (Rossum, 2002).

9.4.7 Pregnancy and children

Since with the right treatment the chance of transmission
from mother to child is less than 2%, doctors no longer
have any arguments for advising HIV-positive women against
becoming pregnant. In the Netherlands it is possible to
‘wash’ an HIV-positive man’s sperm, so that in many cases,
men with HIV are once again able to have children without
the risk of the mother or child becoming infected. HIV-posi-
tive persons are supported in their decision-making by the
HIV treatment center and by the patient association.
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9.4.8 Refugees and illegal aliens

There is no specific policy on HIV testing for refugees.

HIV and AIDS are only grounds for admittance or the

postponement of departure if:

< no treatment for HIV is available in the alien’s country
of origin.

« the disease if life threatening, which is to say the prog-
nosis is that one has only three to six months to live.

* one is not it to travel'. In that case, he or she can
remain temporarily.

The Dutch government is very hesitant to be more gener-
ous in allowing aliens to stay because of their HIV, as this
would allegedly only attract more such cases. The number
of aliens that requests and is granted admittance to the
Netherlands or postponement of departure on medical
grounds is very small in comparison with the total number
of migrants, however. Medical grounds, including HIV and
AIDS, are not the primary reason why people come to the
Netherlands (Smeets Committee, 2004).

Health and health problems are often noticed (too) late
during the procedure. This brings risks for both the health
of the person involved and for public health in general

25% of the people known to the AFAPAC Founda-
tion, the organization run by and for sub-Saharan
Africans in the Netherlands that deals with HIV
and AIDS prevention, have no residence permit and
no income.Those who are infected with HIV do
receive medication, but they have no right to work
or to receive social benefits. Therefore they live on
the streets. Mula is here illegally as well:‘l had too
many girlfriends, so | can’t exactly say who infected
me. It was due to my own stupidity. | never used a
condom. Most people aren’t used to using condoms.
I now tell people to be careful and to use condoms.
I behave better now than before. | used to think that
you should have as many girlfriends as you could,
but now | know how dangerous that is. | have no
money to buy condoms. | don’t have a girlfriend

at the moment, so it doesn’t matter anyway.

NOVA (current affairs program on TV), January 31, 2002 >

(Smeets Committee, 2004). If the treatment with anti-retro-
viral drugs is stopped, for example as a result of an illegal
alien’s being sent back to a country of origin where contin-
uation of the treatment is impossible, the patient will most
certainly die of the consequences of AIDS. In people whose
treatment is interrupted a virus can develop that is resistant
for anti-retroviral drugs. They can then transmit this virus to
others in their country.

STI AIDS Netherlands believes that (STl AIDS Netherlands,

The Problem of People with HIV/AIDS without a Residence

Permit, 2004):

= aresidence permit should be given on medical grounds
as long as it has not been determined without any doubt
that care for the individual in the country of origin will
be sufficiently guaranteed. That means that the treatment
in the country of origin must be geographically within
reach, affordable and accessible for the person in ques-
tion.

« ifitis to be expected that the knowledge of someone’s
HIV status in his or her country of origin will lead to his
or her being excluded, the person should be given a
permanent residency status on humanitarian grounds.

= the access to medically necessary care must be guaran-
teed throughout the entire procedure, even if the per-
son has not been given a place in a refugee center.

= basic facilities such as ‘bed, bath and bread’ are necessary
throughout the entire procedure.

= women who turn out to be HIV positive during the
HIV screening for pregnant women should receive a
residence permit on medical grounds.The HIV screening
for pregnant women could lead to an HIV-positive
pregnant woman's being banished (along with her still
unborn child) from her family or community.

94.9 Detention

The development towards placing more than one detainee
in one cell is distressing in terms of infectious disease con-
trol. The prevalence of HIV, hepatitis and tuberculosis is high
(European Monitoring Center for Drugs and Drug Addic-
tion, 2003). Placing multiple inmates in a single cell increases
the risk of spreading disease (Algemeen Dagblad, June 28,
2004).
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Research on HIV and AIDS is one of the four main themes
of research on infectious diseases in the Netherlands, where
there is an extensive infrastructure of knowledge supporting
research on HIV and AIDS. Hardly any structural research is
conducted on other STIs, however.

Why research?

Scientific research contributes to:

< improvements in the treatment and counseling of
people with HIV and other STIs;

< improvements in education and prevention;

= overcoming the social consequences of HIV and
other STIs;

< improvements in the position of people with HIV.

Research accomplishments

The Royal Netherlands Academy of Arts and Sciences
(KNAW) describes AIDS research as the best example of
how research findings can lead in a very short period to
applications in practical situations and a dramatic drop in
disease and mortality. (KNAW, 1999). An international
auditing committee appraised Dutch research on HIV and
AIDS in general as being of high quality, very successful and
internationally relevant (Aids Fonds, 2004). A recent biblio-
metric analysis showed that Dutch research on HIV and
AIDS is excellent, both internationally and in comparison to
other research conducted in the Netherlands (Moed, 1996,
Leeuwen, 2003). The high quality is primarily attributed to
the way in which the research is organized. Since the early
1990s, the quality and interdisciplinary character of the
research and the good cooperation with the target groups
have attracted the attention of internationally renowned
scientific journals, including Science (Balter, AIDS research
on budget, 1998; Balter, Access to patients is key to success
of Dutch quartet, 1998; Anthony, 1996). Contributing to
research aimed at developing countries is more or less a
given in the Dutch research tradition (Ruef, 2000). Pharm-
Access International — an organization stemming from
research and initiatives by the Academic Medical Center in
Amsterdam (AMC), the National Aids Therapy Evaluation
Center (NATEC) and the IATEC and supported by the
Aids Fonds — is trend-setting in supporting HIV treatment
in developing countries.

10.1 Types of research

The Dutch researchers aim not only at studies that are
relevant for the Netherlands, but also at studies focusing
on (the consequences of) the global AIDS epidemic.

Clinical trials

This kind of research focuses on the course of the disease,
the treatment, the side effects and any accompanying infec-
tions. This research is expected to lead to more insight into
the origin, recognition and control of HIV and other STIs.
Clinical trials have led for example to the current HIV
treatment, to the introduction of PCP prophylaxis (the
treatment for preventing HIV-related pneumonia) among
drug users (Amsterdam Cohort Studies, 1996), to measures
for preventing the transmission of HIV from mother to
child during pregnancy (Sperling, 1996), and to the use of
the rapid test after accidents with hypodermic needles
(Berk, 2003).

Viro-immunological research

This kind of research focuses on HIV and other STIs, on the
human immune system as a host, and on the interaction
between these two. Knowledge acquired through such
research is crucial for the treatment of infections and the
development of vaccines. Dutch researchers have provided
important insights into the interaction between HIV and
the immune system: it turned out that it was in no way a
system at rest, as had been assumed. In fact, virus progeny
are generated and degrade at a high rate (Wolthers, 1996).

Social and behavioral research

This type of research provides insight into the mechanisms
that are fundamental to behavioral change and behavior
retention and can contribute to the development and
implementation of interventions. Much of this kind of
research is concentrated at the center for ‘Research on
HIV/AIDS Prevention and Education’ (RESHAPE) at Maas-
tricht University. It was through this research, for example,
that the teaching package ‘Long Live Love’ and the ‘Safe Sex
Files’ were developed and evaluated. Prevention programs
are also being developed for drug users, people with HIV
and immigrant women.,
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Epidemiological research

This kind of research assesses the spread of HIV and other
STlIs and the ways in which they are spread. Epidemiological
research is done for example on the spread of resistant
HIV strains and on the routes of infection between the
Netherlands, the Netherlands Antilles and Surinam. Social-
epidemiological research can offer insight into the back-
ground characteristics of sexual behavior, the prevention
possibilities, and the effects of prevention. An example of
social-epidemiological research is ‘Sex before 25' by STI
AIDS Netherlands and the Rutgers Nisso Group.

Public health research

Public health research focuses on issues in the field of public
health. This type of research is not done very much yet in the
Netherlands. That is because (with a few exceptions) there is no
research culture at the municipal health departments (GGDs)
— the most obvious places for public health research. Nor do
local authorities stimulate this. The Advisory Council on Health
Research (RGO) recommended moving towards cooperative
efforts between GGDs, the National Institute for Public Health
and Environmental Protection (RIVM) and various university
research groups. The RGO also recommended placing more
emphasis on the importance for public health in directing
research on infectious diseases (RGO, 2003). Some examples
of public health research are studies on the cost effectiveness
of screening pregnant women for HIV, screening for chlamy-
dia, and needle exchange. (Amsterdam Cohort Studies, 1996;
Netherlands Health Council, 2004; Postma, 2000).

10.2 Funding for research

Direct government funding: The Ministry of
Education, Culture Affairs and Science

By means of basic grants, the Ministry of Education, Culture
Affairs and Science enables universities and university hospi-
tals to conduct studies. The Academic Medical Center (AMC)
in Amsterdam has developed into the most important Dutch
university center of expertise in the field of HIV and AIDS.
Social and behavioral scientific research has been concentrat-
ed at Maastricht University. Research on HIV and AIDS has
also been given a place within different research programs
(Advisory Council on Health Research [RGO], 2003).

Indirect government funding: Specialized
departments, especially the Ministry of Health,
Welfare and Sport

The Ministry of Health, Welfare and Sports (VWS) funds
research that serves practical ends. The ultimate result should
be improved prevention, better care and/or an improved
position within society. This Ministry provides primarily
research subsidies via the Council for Medical and Health
Research (ZonMw) and the Netherlands Organization for
Scientific Research (NWO). Research proposals can be
submitted in competition via the open round and various
programs of ZonMw and NWO.The Ministry of Foreign
Affairs finances the Netherlands-African Partnership for
Capacity Development and Clinical Trials against Poverty
Related Diseases (NACCAP).

ZonMw and NWO stimulate research on infectious diseases
via subsidies for research centers, among others. In 2002, the
Future-oriented Research Platform for Infectious diseases
(TOPIZ) was established. TOPIZ calls attention to the
importance of the infrastructure of knowledge dealing with
infectious diseases as a way of preparing for future prob-
lems. TOPIZ advocates a coordination structure, the making
of strategic choices, and the awarding of resources, and it
functions as a national communication and expertise center.

Third-party funding:The Aids Fonds

Each year, the Aids Fonds evaluates grant proposals submit-
ted in an open round, without formulating spearheads. In
doing so, it makes use of a competitive system under the
assumption that the greatest effect for the global fight
against AIDS will be achieved by funding the highest quality
research. An international auditing committee concluded
that the Aids Fonds plays an important supportive role in
research on HIV and AIDS in the Netherlands: by providing
direct financial support to a large number of the Dutch
research projects and as an advocate for research on HIV
and AIDS (Aids Fonds, 2004).

National Institute for Public Health and
Environmental Protection (RIVM) and other
non-university research institutes

The National Institute for Public Health and Environmental
Protection (RIVM) traditionally occupies a special place in
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infectious disease control. It has tasks in the field of surveil-
lance, conducts research and has laboratories. The Advisory
Council on Health Research (RGO) concluded that scientists
need to be more in touch with the day-to-day practice in
terms of infectious diseases on one hand, while they also
need to make a name for themselves in order to be able to
operate as a full partner in the field of infectious diseases
(RGO, 2003).The future role of the RIVM was discussed in
the chapter about the organization. Research also takes place
in a number of specific knowledge organizations allied with
the Ministry of Health, Welfare and Sport and/or the Ministry
of Education, Culture Affairs and Science, including the Rut-
gers Nisso Group, the Netherlands Institute for Health
Sciences Research (NIVEL), TNO Prevention and Health
(TNO-PG), and the Biomedical Primate Research Center.

European and international funds

Through their own expertise and the scientific infrastruc-
ture, Dutch researchers are very well capable of raising
money from European and international funds (Aids Fonds,
1998; KNAW, 1999; Advisory Council for Health Research
[RGQO], 2003).

Commercial research

The commercial research conducted by the pharmaceutical
industry is usually organized on an international scale.The
Netherlands is an attractive country for running trials with
anti-retroviral drugs, thanks to the good scientific infrastruc-
ture (i.e. NATEC, see below). An off-shoot of the National
Aids Therapy Evaluation Center (NATEC) and the Academ-
ic Medical Center (AMC) in Amsterdam, the International
Antiviral Therapy Evaluation Center (IATEC) was developed.
It works together with UNAIDS and offers support in run-
ning trials in developing countries.

10.3 Research aimed at
practical applicability

Research aimed at practical applicability has a long tradition
in the Netherlands. This research varies from the evaluation
of educators making use of the language and culture of their
target group, to a study on viral load determination for HIV
as a routine task in health care (Brown, 1993). In its Discipline
Report, the Commission on Medicine of the Royal Netherlands
Academy of Arts and Sciences (KNAW) underwrote the good
quality of this practice-oriented research and called the research
on HIV and AIDS exemplary due to the rapid implementation
of research results in day-to-day practice (KNAW, 1999).

Amsterdam Cohort Studies (ACS)

Since 1984, this cooperative effort between the Amsterdam
Health Department (GG&GD), the Academic Medical Cen-
ter (AMC) and Sanquin has been focusing on the epidemiol-
ogy of HIV and AIDS and the effect of interventions among
gay men and intravenous drug users. Later, the ACS also
began to focus on the epidemiology of other STls and infec-
tions that can be transmitted via blood. The scientific results
of the ACS have led to many scientific publications and have
been used as the basis for measures taken in the area of
public health.The ACS were most recently evaluated in
2004 by an international committee from the Council for
Medical and Health Research (ZonMw): the ACS are still just
as important (ZonMw, 2004; Sprenger Committee, 2004).

The National Aids Therapy Evaluation Center
(NATEC) and the HIV Monitoring Foundation

In 1990, modeled after British and American organizations,
the National AIDS Therapy and Evaluation Center (NATEC)
was set up in order to be able to follow the rapid develop-
ments in the treatment of HIV and AIDS and to facilitate

a close interaction between internists, immunologists and
virologists (Simons, 1992). Since the advent of the combina-
tion therapy in 1996, the developmental medical study
ATHENA has been set up, making use of the NATEC infra-
structure. The HIV Monitoring Foundation was set up in
2001, when it was concluded that it was highly desirable to
continue monitoring the effects of the treatment of people
with HIV.The HIV Monitoring Foundation coordinates a
national network that aims to contribute to the develop-
ment of knowledge about the diagnostics and the treatment
of HIV.To that end, the foundation collects and administers
data (which has been made anonymous) on people with
HIV as well as on their treatment, in order to make this
information available to the government and other agencies,
HIV physicians and researchers.

PRIOR

PRIOR (Poverty Related Infection Oriented Research) is a
research center. The goal of this cooperative effort between
Dutch researchers (from St. Radboud University Medical
Center, Leiden University Medical Center, Maastricht Uni-
versity, the Wageningen University and Research Center,
and the National Institute for Public Health and Environ-
mental Protection) and researchers in Tanzania and Indone-
sia is to develop an infrastructure focused on poverty-
related infectious diseases in developing countries.
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111 What is the Netherlands
learning from other countries?

In the fight against HIV and other STIs, experiences are

exchanged with other countries and, wherever possible and

useful, forces are joined. A lot of attention is given to what

is going on in other countries: How is the epidemic devel-

oping? Which approach to prevention is effective elsewhere?

Which lessons can the Netherlands learn from this? Some

examples of Dutch developments that were inspired by

foreign initiatives are:

« the provisional study on chlamydia screening (United
Kingdom);

< working on the prevention of HIV, other STIs, unwanted
pregnancy, and abortion from the perspective of sexual
health (Belgium, United Kingdom);

= the means of surveillance (all Western European systems);

» active testing policy (Australia, United Kingdom, United
States);

* negotiated safety (Australia);

« Take Care, a national, week-long campaign to promote
solidarity in the gay community and to make HIV visible

(United Kingdom);
« the prevention policy for transsexual prostitutes
(France).

The policy on AIDS needs to be given a prominent
place in Dutch foreign policy once again, and much
more so than in the past.The objective of Laetitia
van den Assum (53), who last May traded her job as
the Netherlands ambassador to South Africa for a
position as HIV/AIDS Ambassadory, is clear. (...) In her
view, measures urgently need to be taken.‘AIDS is
the most disruptive epidemic in the history of
humanity. Through her work in Africa and in her pre-
vious work in Asia, she has seen with her own eyes
what AIDS does to a country.‘l have been in villages

where practically only AIDS orphans lived.There were

many children and many elderly people. But the
entire generation in between, the productive genera-

tion that is supposed to make sure that there is bread
on the table, wasn’t there anymore.Years and years of

food aid and other help will need to be sent there so
that those people can survive. It has made a huge
impression on me. It has made my drive to do some-

thing about the AIDS problem even stronger’

AIDS Epidemic Very Close to Home, >

Spits (daily newspaper), July 13, 2004

112 What is the Netherlands
contributing on a global scale?

On a global scale, much more attention is being given

to controlling AIDS than to controlling other STIs. Never-
theless, more and more countries and organizations are
recognizing that HIV and other STIs are strongly linked to
each other and that controlling other STIs will help in the
fight against AIDS. In practice, most of those who are active
in the field still focus on controlling AIDS.

A few examples of concrete things that other countries

have adopted from the Netherlands:

« The pragmatic approach, for example needle exchanges
(Switzerland);

« Educational brochures ‘Work and Health’ for immigrant
prostitutes (Belgium, Germany, Nicaragua, Russia, Spain,
the Czech Republic);

« The prevention approach for prostitutes, including
attention for customers (Serbia, Bulgaria and Siberia);

« Harm reduction: the total package of measures other
than condom use that are aimed at reducing or avoiding
the risks of unprotected sex (worldwide).
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113 Some important parties

Ministry of Foreign Affairs

The Dutch model for Development Cooperation focuses
on fighting poverty. The Netherlands makes an important
contribution to the global fight against AIDS.The Dutch
government concentrates primarily on sub-Saharan Africa.
The Dutch government’s contribution to the fight against
AIDS in Central and Eastern Europe, the former Soviet
Union and the Netherlands Antilles, Aruba and Surinam
is relatively small. In these countries, too, AIDS forms a
significant threat to the public health. The main objectives

of the Dutch government in relation to the development

of a policy of cooperation in terms of the fight against AIDS

are:

» to reduce the further spread of the HIV/AIDS epidemic;

< to reduce the detrimental consequences for individuals,
families, communities and the development of a country.

The AIDS memorandum that the Ministry of Foreign Affairs
published in June 2004 describes the following problem
areas:

e There is a lack of political leadership;

* The stigma around AIDS and the discrimination against
people with HIV and AIDS are present everywhere;

« Sexual and reproductive health and rights are coming
increasingly under pressure;

« There is a lack of coordination and mutual communica-
tion among the many parties that are involved, on the
local, national and international levels;

AIDS is eroding the capacity in developing countries,

especially in the health, education and agriculture sectors.

In heavily afflicted countries there is what amounts to a

permanent state of emergency.

The Netherlands contributes to the Global Fund to fight
HIV/AIDS, Tuberculosis and Malaria (GFATM) and to the
condom projects of the UNDPF. Per capita, the Nether-
lands provides the largest donation to UNAIDS of any
country.The Ministry of Foreign Affairs uses the Millennium
Development Goals as a guideline in its efforts. The control
of HIV and AIDS and the improvement of sexual and
reproductive health and rights are priorities in this regard.

The Ministry of Foreign Affairs is intensifying its policy on
AIDS: the financial effort will be doubled. The core of this
new policy on AIDS is the enlargement of commitment,
leadership, capacity and coordination. The policy aims
especially at areas where the Netherlands can offer an
added value: the promotion of sexual and reproductive
health and rights — especially for young people and margin-
alized groups — and empowerment. The Netherlands has
appointed an AIDS ambassador who will advocate the
interests of the global fight against AIDS. The strategic
basic principles of Dutch international policy emphasize
that good reproductive and sexual health are of great
importance for the prevention of AIDS (Minister for
Development Cooperation, June 16, 2004, 1; Minister for
Development Cooperation, June 23, 2004, 2).

Minister Van Ardenne for Development Coopera-
tion is doubling the budget for fighting the HIV/
AIDS epidemic in developing countries.The
Minister wrote this Friday in a letter to the Lower
House of the Dutch Parliament. In the AIDS
memorandum, the Minister writes that she wants
to employ ‘the specific expertise in the Nether-
lands on issues that internationally are often con-
sidered taboo’ in the fight against the AIDS epi-
demic.Van Ardenne has in mind sexual education
for special risk groups such as homosexuals, but
also needle exchange programs for drug addicts.

Van Ardenne Doubles AIDS Budget, >

De Telegraaf (daily newspaper), May 28, 2004

STOP AIDS NOW!

Because HIV and AIDS in developing countries have
become such an enormous disaster that calls for the
large-scale deployment of expertise and resources, five
partners founded STOP AIDS NOW! in 2000: the Aids

Fonds, Hivos, ICCO, Memisa (Cor-
daid) and Novib (Oxfam Nether-
lands). The mission of STOP AIDS
NOW! is ‘to work together with
others towards a world without
AIDS'. The objectives of STOP AIDS

NOW! are:

= to raise funds to be able to provide more and better
support to AIDS projects in developing countries;

< to inform the Dutch society about the problem of AIDS
in order to increase the basis of support for the global
fight against HIV/AIDS;

= to gain political support for the fight against AIDS on
both the national and the international levels.

The development function, targeting bottlenecks in the fight
against AIDS in developing countries where the partners of
STOP AIDS NOW! are active, is especially important. In
particular, the access to treatment and projects aimed at
orphans, vulnerable children and women have priority.

The Aids Fonds

In terms of its international policy,
the Aids Fonds makes a priority of
promoting access to the treatment
for HIV for everyone who needs it.
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The Aids Fonds does this by:

= supporting organizations that strive for the implementation
of HIV treatment by companies, governments, and non-
governmental organizations such as PharmAccess Interna-
tional and the initiative Treat Asia, which focuses on Asia.

« strengthening the involvement and the contribution of
expertise and experience by people with HIV and AIDS
in the introduction of treatment possibilities.Via the Col-
laborative Fund for HIV Treatment Preparedness, the
Aids Fonds supports community initiatives in this area in
all poor regions in the world.

» stimulating operational research via the international
research network AMRP (AIDS Medicines in Resource-
Poor Settings) to secure access to treatment, to improve
everything that goes along with that, step by step, and to
transfer knowledge.

« setting up ‘Friend for Life’ (in 2005).Via this fund, donors
can support the access to anti-retroviral drugs in devel-
oping countries.

Further, the Aids Fonds supports the development of new
preventive technologies through a partnership with the
International AIDS Vaccine Initiative (IAVI) and the Inter-
national Partnership for Microbicides (IPM).

AIDS Action Europe

The Aids Fonds is the initiator and one of the chief sponsors
of AIDS Action Europe, a collaborative effort set up in 2004
and involving European non-governmental organizations
(NGOs) that are engaged in the fight against AIDS. AIDS
Action Europe intends to increase the influence of Central
and Eastern European NGOs on the decision-making
process. AIDS Action Europe focuses on three themes:

the rise of HIV and other STIs in Western Europe, the
HIV/AIDS-epidemic in Central and Eastern Europe and
Central Asia, and fundraising within Europe for combating
the global epidemic. The activities of AIDS Action Europe
are advocacy and influencing policy, sharing expertise, and
implementing joint programs. The implementation of the
Dublin Treaty is a binding factor.

Networks and international organizations

There are a number of international networks that are

important for the global fight against HIV and other STls.

The Netherlands plays an important role in a number

of networks, for example because a Dutch organization

initiated the network or because the network is based in

the Netherlands. The most important of these networks

and international organizations are:

« Global Network of People Living with HIV/AIDS (GNP+,
global advocacy organizations for people with HIV)

— i

-
- 'Eé | ; 1..

Heineken has set up clinics at its breweries in « European Network of People Living with HIV/AIDS

Africa where people can go if they are ill (and (ENP+)

they are by no means all AIDS patients). The * PharmAccess International (HIV treatment in developing

clinics serve a total of 45,000 people.These are countries)

not just the actual employees but also their = International AIDS Vaccine Initiative Europe (AIDS vaccine) ¢
immediate relatives. ‘We consider ourselves to be = International Antiviral Therapy Evaluation Center WEg met die
morally obliged to do this. But we naturally also (IATEC) Eﬂndﬂﬂms.
have an interest. If we did nothing, we would lose « Stop AIDS Alliance (advocacy organization in the field

trained people and run the risk of earning less of HIV and AIDS in Brussels)

money’, says Henk Rijckborst, Director of the « World Population Fund (population issues)

Heineken Medical Services Department. « AIDS & Mobility (migration)

Companies Hardly Doing Anything about AIDS,

>  AMOC (health and social exclusion)
De Telegraaf (daily newspaper), May 12,2004

« Youth Incentives (youth)

Moreover, many Dutch organizations are active internation-
ally in the field of HIV and other STIs, such as Artsen zon-
der Grenzen (Médicines sans Frontieres), the Netherlands
Red Cross, the Royal Tropical Institute (KIT), the Rutgers
Nisso Group, and Schorer. Share-Net unites all of the
Dutch organizations that are active in developing countries
in the field of HIV and sexual and reproductive health.

Hat idea om zonder condoom te neuken kan heel geil zijn. Maar weagt het risico op soa an hiv op
tegen jo gailheid? Weegt je geilheid op tegen het rotgevoal dat je achteraf kunt hebban?

Meer weden? Kiik op www. hemoseks.nl of bel de Schoves Relpdesh, 070 - 552 47 06, of de Lids Soo Infalifn: 0900 - 704 70 40

m Il — International cooperation

Schorer
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Terms and abbreviations, explained in connection with this memorandum

AFAPAC — The organization of sub-Saharan Africans in
the Netherlands that focuses on the prevention of and care
for HIV and other STIs.

AIDS — Acquired immune deficiency syndrome. A dis-
ease that is characterized by a succession of so-called
opportunistic infections, ultimately resulting in death. AIDS is
caused by HIV. One is diagnosed as having AIDS when HIV
has damaged the immune system to such an extent that
one gets an opportunistic infection.

AIDS-consulting nurse — Also known as an HIV
consultant. A nurse specialized in HIV and AIDS.
anti-retroviral drugs — Medicines against HIV that
block the replication process.

audit — Screening with an eye to the future.

bacterial infection — An infection caused by a
bacterium, a microscopically small, one-celled organism.
chlamydia — A bacterial STI that can cause inflammation
of the urethra, rectum, epididymus, cervix and fallopian
tubes. The infection can progress without symptoms.
Chlamydia is usually transmitted through sexual contact,
but it can also be transmitted at birth, Chlamydia is easy to
cure. Early detection is of great importance since women
can become infertile and men run a risk of an inflammation
of the epididymus or the prostate.

chronic illness — A disease that is not temporary and
does not go away through treatment.

cohort — A group of individuals with a common
characteristic (for example sexual preference) among
whom a quantifiable study is conducted.

combination therapy — The use of multiple medicines
that powerfully suppress a pathogen, for example HIV.
Combination therapy is necessary in the case of pathogens
that quickly become resistant, such as HIV.

curative care — Medical care aimed at the treatment
of diseases.

epidemic — (The appearance of) a contagious disease,
such as HIV, that spreads very quickly and that after some
time may disappear again temporarily or for good.
epidemiology — The study of the spread of certain
diseases (such as HIV) and of the factors that cause that
spread.

genital herpes — A viral STI with symptoms like blisters
on the penis, labia, anus or buttocks. Herpes can cause itch-
ing or neuralgia. The symptoms are temporary, but once
infected with the virus, one will always remain a carrier.
genital warts — A viral STI that leads to warts found on

or near the genitals or the anus. Genital warts are nearly
always transmitted through unsafe sexual contact. The warts
may disappear on their own. Treatment is nevertheless
advised. The virus remains present in the body. This means
that the warts can also come back after treatment. The ear-
lier one is treated, the smaller the chance that the warts
will return.

GGD/GG&GD — Municipal health department /
Municipal Medical and Health Department (in Amsterdam)
gonorrhea — Also known as the clap. A bacterial STI
that can cause inflammation of the urethra, rectum and
epididymus in men and inflammation of the urethra, cervix,
fallopian tubes and rectum in women. The most important
symptoms are pain or a burning sensation during urination,
difficulty in urinating, and/or discharge. Gonorrhea is very
contagious and can also be transmitted during protected
sex. If detected at an early stage, gonorrhea is simple and
quick to treat.

hepatitis A — A sexually transmitted infection with the
hepatitis-A virus. This virus can cause hepatitis. The virus
does not always lead to symptoms. Some people will suffer
from things like stomach problems, nausea, a high tempera-
ture and fatigue two to six weeks after becoming infected.
It is much less severe than hepatitis B. Hepatitis A can also
be transmitted through unhygienic circumstances involving
food.

hepatitis B — A sexually transmitted infection with the
hepatitis-B virus. This virus can cause hepatitis. Two to six
months after contracting the virus, one may develop a
severe syndrome (fatigue, fever, aching joints and jaundice),
but symptoms may also be mild or even non-existent. In
the last case, the infection can become chronic. Hepatitis B
is not only transmitted through sexual contact, but also
sometimes through blood transfusions, during birth and
through puncture wounds or the sharing of needles.
hepatitis C — A sexually transmitted infection with the
hepatitis-C virus. This virus can cause hepatitis. Contact with
blood is the most important route of transmission (sharing
needles or razors, but also straws used in snorting cocaine).
Sexual transmission is possible but not very common. In
85% of the cases it will become a chronic infection; 5% of
the patients will die of cirrhosis of the liver or liver cancer.
HIV — Human immunodeficiency virus. A virus that
weakens the human immune system and can therefore
lead to AIDS. The life-long course of treatment with anti-
retroviral drugs is often very difficult to take due to the

strict adherence required and to the side effects. A success-
ful treatment with anti-retroviral drugs limits the number of
virus progeny replicated to such an extent that the immune
system can function satisfactorily.

HIV consultant — Also called an AIDS-consulting nurse.
A nurse specialized in HIV and AIDS.

HIV-endemic area — A region where HIV is very
prevalent.

HIV physician — Also called an AIDS physician. An
internist or pediatrician who is specialized in the treatment
of HIV infections.

HIV treatment center — A Dutch hospital authorized
under the Special Medical Procedures Act (WBMV) to treat
HIV-positive persons.

intervention — Intervening, interfering or taking action
in order to influence a course of events.

LCI — The National Coordinator Infectious Disease Con-
trol (Landelijke Codrdinatiestructuur Infectieziektebestrijding).
The LCI coordinates infectious disease control in the
Netherlands and supports professionals with information
and advice.

LVSV — The National Association of Social Nurses
(Landelijke Vereniging Sociaal Verpleegkundigen).

medical treatment — The treatment (of infections)
through medicine.

NGO — Non-governmental organization.

NHG — The Dutch College of General Practitioners
(Nederlands Huisartsen Genootschap): the scientific associa-
tion of general practitioners in the Netherlands. The NHG
works to promote the scientifically underpinned practice of
medicine by general practitioners.

nurse practitioners — Nurses who also carry out tasks
that had previously been restricted to doctors.

NVAB - The Dutch Association of Physicians in AIDS
(Nederlandse Vereniging van Aids Behandelaren), the goal of
which is to promote knowledge about HIV and AIDS.
opportunistic infection — An infection that only
shows up if the immune system is functioning poorly.
outreach — The provision of services directly to
prospective clients.

palliative care — Medical care that alleviates the
symptoms of a disease without actually healing it.

PEP — Post Exposure Prophylaxis. A treatment with
anti-retroviral drugs that must begin immediately (as soon
as possible: preferably within two hours but no later than
72 hours) after one has potentially come into contact with
HIV by means of an accident with a needle or a condom.
The goal of PEP is to prevent an HIV infection.
population — A further specified group of people.

prevalence — How often a disease occurs among a
population or population group.

prevention — The averting, tracing, early detection and
control of diseases or the averting of avoidable suffering.
primary prevention — Prevention activities aimed at pre-
venting new infections (for example with HIV and other STIs).
recurrent — Of a symptom that appeared and been
healed earlier but that returns (in a different place).
resistance — Insensitivity. In the case of the HIV virus:

a change in the virus that makes it insensitive to one or
more anti-retroviral drugs.

RIVM — The National Institute for Public Health and
Environmental Protection (Rijksinstituut voor Volksgezondheid
en Milieu).

screening — Systematic research on a predefined group
of people for the presence of a particular disease by means
of testing individuals.

secondary prevention — The early detection of
infections (e.g. with HIV of other STIs).

sexual and reproductive health — The entire com-
plex of health aspects that have to do with sexuality and
reproduction.

STI — A sexually transmitted infection, also know as a
sexually transmitted disease or venereal disease. Some STIs
are caused by a bacterium, others by a virus. STIs are trans-
mitted through sperm, blood and vaginal fluid and through
contact with mucous membrane. Some STIs, for example
HIV, can be transmitted through breastfeeding from mother
to child.

StiSAN — The Dutch umbrella organization of abortion
clinics (Stichting Samenwerkende Abortusklinieken Nederland).
surveillance — The combination of various forms of
research in order to be able to forecast epidemiological
developments.

survival time — The length of the period between the
moment an event takes place and death (which is usually
related to the event).

syphilis — Also known as lues. A bacterial STI.The
disease goes through three stages. The symptoms in the first
two stages go away on their own. The third stage can lead
to serious damage to the organs, including the brain. The
disease is easily treated if detected early on. Syphilis is
transmitted through sexual contact, through blood trans-
fusions and during pregnancy.

tertiary prevention — Activities carried out to prevent
people who are ill, for example through HIV or another
STI, from suffering unnecessarily.

test — Research on the presence of a pathogen in an
individual.

Terms and abbreviations
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therapy adherence — Taking the entire amount of the
prescribed dosage of medicine at the right intervals and
according to the instructions. This is very important in the
case of anti-retroviral drugs in order to prevent resistance
from developing.

transmission risk — The chance of transmission of e.g.
HIV or another STI.

trial — An experiment. In a trial, a new and experimental
therapy is often compared with the standard treatment that
people are receiving who are not participating in the trial.
UNAIDS — Joint United Nations Program on HIV/AIDS.
UNGASS — United Nations General Assembly Special
Session on HIV/AIDS (June 25-27,2001).

vaccination — Inoculation with a vaccine.

vaccine — A preparation that makes someone immune
to (infectious) diseases.

viral infection — Infection with a virus. A virus is a
pathogen that is much smaller than the smallest known
bacterium.

VWS — The Ministry of Health, Welfare and Sports
(Volksgezondheid, Welzijn en Sport).

WCPV — The Public Health and Prevention Act

(Wet Collectieve Preventie Volksgezondheid)

WHO — The World Health Organization.

WVAC — The Workgroup of AIDS Consulting Nurses
(Werkgroep Verpleegkundig Aids Consulenten)
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