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Introduction

WHO and the Government of France organized the International Conference on
the Implications of AIDS for Mothers and Children in Paris from 27-30 November
1989. The Conference was co-sponsored by the United Nations Development
Programme (UNDP), United Nations Children's Fund (UNICEF), United Nations
Educational, Scientific and Cultural Organization (UNESCO), International Labour
Organisation (ILO), the World Bank, and the Council of Europe. In preparation for
the Conference, 10 technical working groups were set up on the following topics
relating to HIV/AIDS in women and children: virology; immunology; epidemiology;
clinical management; HIV and pregnancy; diagnosis; implications for health,
education, community, and social welfare systems: and economic and
demographic impact, The Conference concluded with the Paris Declaration on
Women, Children and Acquired Immunodeficiency Syndrome (AIDS).
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Paris Declaration on Women, Children and the
Acquired Immunodeficiency Syndrome (AIDS)

The International Conference on the Implications of AIDS for Mothers and Children was held in
Paris from 27 to 30 November 1989, to hear scientific presentations and to discuss the policy
implications of human immunodeficiency virus (HIV) infection for these important population
groups. Based on the discussions and findings from the Conference, the assembled Ministers of
Health and their representatives declare:

Considering the extensive scientific and psychosocial implications presented by HIV
infection/AIDS in women, children and families, and bearing in mind the need to consider the
problems of AIDS in mothers and children in the light of a broad approach to the health of
women, children and families and the goal of Health for All by the Year 2000;

Recognizing that the AIDS pandemic ~ closely associated with problems of drug abuse - has a
particularly adverse effect on women and children, and that they are both increasingly exposed
to the risk of HIV infection and also suffer extensively from the social and economic impact of
HIV infection/ AIDS; ‘

Recognizing that the deterioration of the economic situation in many countries adversely
affects the health and social status of populations, and in particular, that of women and
children;

Recalling the recent adoption of the Convention on the Rights of the Child, the resolutions of
the United Nations General Assembly, the World Health Assemnbly, and the London
Declaration of January 1988 on AIDS prevention and, in particular, the need to respect the
human rights and dignity of people infected with HIV, their families and those with whom they
live;

Acknowledging the leading role of the World Health Organization in the guidance and
coordination of AIDS education, prevention, control and research and noting with appreciation
the efforts of the World Health Organization/United Nations Development Programme
Alliance, United Nations Population Fund, United Nations Children's Fund, United Nations
Educational, Scientific and Cultural Organization and other intergovernmental organizations in
contributing to the implementation of the Global AIDS Strategy;

Emphasizing the efforts of national AIDS programmes and the role of governments,
nongovernmental and voluntary organizations, and the public and private sectors in
implementing the Global AIDS Strategy at all levels;

Considering that the prevention and control of HIV/AIDS for women and children requires
strengthening and improving the primary health care system, education, and other
psychological and social support programmes for women, children and families;

Therefore, given the urgent need to promote and protect the health of women, children and
familics, we appeal to all governments, the United Nations system, within which the World
Health Organization has the responsibility of directing and coordinating the global fight against
AIDS, intergovernmental and nongovernmental organizations, the scientific community, health
and social professionals and the public at large:

1. To assume leadership and to mobilize the necessary resources, both human and finandial, to
actively support the prevention and care of HIV infection/AIDS in women and children,
particularly in those countries that are most affected and with the greatest economic need,
and in conformity with the Global AIDS Strategy.
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. To enhance the role of and the social economic and legal status of women and children; to
ensure full participation of women in AIDS programmes at all levels; and to respect the
human rights and dignity o1 .vomen and children, including those who are HIV-infected.

. To further develop and implement innovative, multi-faceted health education programmes
for prevention of HIV infection/AIDS. Information and education programmes for and by
young people, including adolescents, should emphasize their responsibilities to prevent the
spread of infection to themselves and in their role as future parents.

. To emphasize the need to prevent stigmatization and discrimination against people with
HIV infection/AIDS and those at risk, in all areas of lifc and for all services, including
school.

. To ensure adequate recognition of the problem of AIDS and HIV infection for all affected
populations by developing and maintaining effective national epidemiological surveillance
and case reporting systemns.

. To ensure that the HIV/AIDS prevention and control programmes be coordinated or
integrated with all other programmes for women, children and families, particularly
maternal and child health, family planning and sexually transmitted disease controi
programmes and to review and strengthen the policies and management of the health and
other social services with due consideration to women's perspectives.

. To ensure that HIV testing is offered to women and children as an integral but voluntary
part of health programmes, including counselling and other psychosocial support, with due
respect to confidentiality.

. To promote safe motherhood for all women and ensure that HIV-infected women receive
appropriate information and have access to health services, including family planning,
counselling and other psychosocial support so that they can personally make informed
decisions about childbearing,

. To ensure that HIV/AIDS prevention and control programmes provide necessary support
for families affected by HIV/AIDS by mobilizing health and social services to respond t0
emerging needs, including for families that suffer discrimination, that are not able to provide
child care, or for those children who are abandoned or orphaned.

10. To emphasize availability of and access to necessary health care, including treatment, and to
other social and support services for HIV-infected women and children, including
recommended immunizations.

11. To continue to promote, develop and support programmes for breast-feeding as a basic
component of a sound health and nutrition policy.

12. To ensure adequate and safe blood collection and transfusion services, including use of
appropriate screcning tests and indications for transfusion.

13. Te recognize the close link between HIV infection/ AIDS and drug abuse, which increases
the risk of HIV transmission, and to assurc availability of comprehensive health care,
including drug abuse treatment and prevention programmes to minimize the risk of HIV
infection of men, women and unborn children by this route.
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14. To ensure that appropriate priorities and resources are devoted to research on HIV
infection/AIDS in women, children and families, and develop joint research programmes,
in¢luding programmes on prevention, diagnosis, treatment, medical care and the broader
rclated issues affecting health and social conditions of women and children. The research
should also focus on the alternative approaches to providing health and other social services
for HIV affected wornen, children and farnilies.

15. To recognize the crucial role of women in the Global AIDS Strategy and to accelerate the
process of emmpowerment of wornen against AIDS,
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Address by Dr Hiroshi Nakajima
Director-General
World Health Organization

I am particularly happy to be here with you today, at the opening of this Conference on the
Implications of AIDS for Mothers and Children. We are gathered to discuss a part of the AIDS
problem that has not as yet received sufficient attention. Perinatal transmission of HIV was
described early in the 1980s. And yet, even today, there has not been enough research or
sufficient prevention and control efforts specifically devoted to the HIV/AIDS-related problems
of mothers and children. :

In all too many parts of the world, the developing countries especially, morbidity and mortality
among mothers and children are still unacceptably high HIV-related diseases will inevitably
augment those rates of morbidity and mortality, and impose new demands in terms of the
health and social services designed for mothers and children. It is estimated that in sub-Saharan
Africa, by the end of this decade, a curmulative total of over 120 000 cases of AIDS will have
occurred among women, and a further 80 000 among children. Qver 400 000 uninfected children
will have been born to HIV-infected mothers and they will have lost, or will lose, one or both
parents. By the early to mid-1990s large increases in mortality among, children under 5 years of
age, and in women aged between 20 and 49 years, can be expected in large urban areas c:f most
countries in sub-5aharan Africa.

Itis expected that, by the end of 1992, a cumulative total of over 350 000 cases of AIDS will have
occurred among women, that is to say, three times as many as will have occurred by the end of
the 1980s. More than 160 000 cases of paediatric AID5 will have occurred, that is to say, a
doubling of the 1980s total. ‘

It has long been recognized that mothers and children have special biological and psyc}{qsocial
needs. We know also that HIV and AIDS are creating special difficulties for them. Let me
mention just a few.

— It remains unclear whether the course of HIV infection in the mother is adversely influenced
by pregnancy; since pregnancy itself already modifies or alters the immune responses the
additional or potential effects of HIV infection need to be examined.

- The timing and relative importance of different routes of infection during the perinatal
period remain uncertain.

— The natural history of HIV infection for the infant and the young child differs, and generally
appears more severe than for HIV-infected adults.

— The health and social service needs of HIV-infected mothers and children are exceedmgly
complex, not only from the technical point of view but from the point of view of ethics and
culture.

— Indeed, AIDS is a disease which can destroy the family itself, by affecting mothersg, fathers,
and children; the growing number of "AIDS orphans" testifies to this sad fact.

There are also many ethical issues to be taken into consideration. Pregnant women who have
HIV infection, and also HIV-infected children, deserve the same protection of their dignity and
human rights as do all HIV-infected people. Avoiding discrimination against them constitutes
an important part of public health measures against AIDS. Confidentiality, also, must be
preserved to the maximum. Motherhood is an important social role for many women and, in
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some cultures, is a significant factor in their social status. All wornen, including those with HIV
infection, must have access to full and accurate information to enable them to make the difficult
choices and decide for themsel7es about motherhood. The fact that in some areas of the world
H{V-infected women and children do not have access to adequate services, or providers of care
to protective equipment, is an ethical question, as well as an organizational and economic
question. It is a question the international community needs to address urgently.

I hope you will be able to focus on how the different needs to which [ have referred can be met
through cxisting, but improved, health and social service systems. For in a world of limited
economic and human resources, we must concentrate on rationalizing our approaches, and
building on and improving the services already in place, rather than trying 1o create new ones.

It is for this reason that this Conference has been organized so that first the latest scientific and
technical knowledge is reviewed and then the discussion focuses on the policy implications of
that knowledge. In inviting ministers of health and those responsible for the day-to-day
organization of services, we are secking your advice and ideas on how the challenge of HIV in
mothers and children can be realistically taken up. Thus we will bridge the gap that may yet
exist between the scientific and technical knowledge about AIDS, mothers, and children, and
the policics, planning, programmes, and political commitment without which the knowledge
may remain unused. AIDS is a problem that is not likely to disappear quickly. It will tax our
cnergics for many years to come. While short-term interventions need to be looked for, we must
also begin to consider long-term strategies.

Throughout your deliberations this week, you should bear in mind the practical day-to-day
problems that countries face, with regard to health and social services in general, and with
regard to the needs of mothers and children because of AIDS. T hope it will be possible to
consider how the prevention and control of AIDS, especially as it affects mothers and children,
can be undertaken in concert with other disease prevention and control activities. I would
mention particularly prevention and control activities for sexunally transmitted discases, such as

chlamydial infections of the urogenital tract, gonorrhoea and syphilis, and their neonatal
manifestations; and for other acute and chronic infectious diseases, such as tuberculosis and
leprosy.

The scientific and technical leadership that France has already shown in research, and in the
prevention and control of HIV and AIDS, is mirrored by its strong record in the arca of maternal
and child health care, and the significant advances it has made in that area throughout the
years,

WHO looks forward to continued collaboration with your researchers, your clinicians, and your
social service institutions. I hope this Conference will draw attention to the need for all
countries of the world to work in concert to address the special difficulties HIV and AIDS are
creating for mothers and children, and to develop appropriate policies and programmes.
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Address by Dr Mohamed Abdelmoumeéne
Deputy Director-General
World Health Organization

Today, on the fourth day of the International Conference on the Implications of AIDS for
Mothers and Children, we are going to move on from science to politics,

In the last three days, more than 700 experts from 53 countries have come together and
reviewed a vast range of problems concerning the relationship between HIV infection/AIDS
and the health of women, mothers and children throughout the world. These discussions come
as the culmination of the activities undertaken by WHO in the last few months.

In September and October of this year, 10 working groups have met in Geneva. Each has
examined one particular aspect of the problems of HIV infection and AIDS in women, mothers
and children, for example, the diagnosis of paediatric HIV infection, the epidemiology of HIV
infection and AIDS, and the impact of HIV infection and AIDS on the health, education and
social services. Indeed, AIDS is not simply a biomedical problem: the range of subjects to be
coverad must be extended to include disciplines such as the social sciences, ethics, demography
and public health, particularly maternal and child health, as well as therapy, virology and
immunology. The vital contributions made by many personalities from different countries,
representative of these various disciplines, have subsequently been incorporated into
preliminary reports.

At this Conference, each evening, the same working groups have re-examined their preliminary
reports in the light of the papers and fresh information presented in the course of these three
days of the meeting.

The work has proceeded well and the 10 reports on the 10 subjects set out in the Conference
programme will be put into their final form and published very shortly. These reports are in
essence a scientific and technical basis or framework incorporating considerations of the policies
to be followed vis-a-vis HIV infection and AIDS in women, mothers and children,

This mecting is intended to promote and accelerate the development of lines of methodological
approach in this area of vital importance. To ensure that these approaches and the ensuing
practical measures are based on the best available scientific, technical and practical information,
the French Government has invited the ministers of 43 countries and their representatives to
take part in this Conference. Since Tuesday afterncon, these national representatives have been
considering the political implications arising from the scientific and technical sessions.

As a result of their work, a common declaration of intert has been prepared. The Paris
Declaration sets out the broad lines of approach that have been proposed to guide our activities
in the years to come as we face up to the immense challenge of the problems of HIV infection
and AIDS for women, mothers and children.

In the times in which we now live, the arcas of science, technology, society and politics are
closely interlinked and today's programme gives us in a nutshell the results of the work of ail
the national and international specialists who have made a contribution.

In the first place, each working group will present a summary on one of the major themes of the
Conference. This will be followed by those who have sponsored this International Conference,
the representatives of several large intergovernmental organizations concerned with protection
of the health of women, mothers and children, who will each present their own view of the
future and the activities their organization is planning to undertake in this connection. This will
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be a very important part of our discussions, for the organizations in question have a vital role to
play in helping the countries of the world to tackle the problems of HIV infection and AIDS
effectively in the course of the coming decade.

Following these statements, six ministers of health or their representatives, one from each of the
six WHO regions, will give their views on the methodological implications of the HIV
infection/AIDS pandemic for women, mothers and children. As members of the group which
drafted the Paris Declaration, they have contributed to the formulation of a varicty of
approaches t0 a common theme and helped to produce a document which enshrines a common
goal and a common commitment.

Mr Claude Evin, the Minister for Solidarity, Health and Social Protection in the French
Government, will then present the Paris Declaration. The personal stand taken by Mr Evin in
his commitment to improving the health of women, mothers and children, and his firm support
for the prevention and control of AIDS at the national and international levels have greatly
facilitated the organization and successful outcome of this Conference. The French
Government's determination to find solutions to these problems will undoubtedly be of
considerable help for the dissemination of the Paris Declaration to the entire world community,
to serve as a basis for stimulating and pragmatic discussion in all countries.

Before we move on to today’s innovative work, I should like to make a few comments to reflect
the perspective of the World Health Organization.

In the first place, I should like to express our keen gratitude to the Government of France, the
ministers and their representatives, and the many scientific and professional specialists from the
health and social services who have taken part in the preparatory work and in the work of this
important International Conference on AIDS, the last to be held in this decade.

Secondly, it should be noted that WHQO is firmly determined to assist in the implementation of
approaches based on science and on expericnee. Specific measures will be implemented through
the Global Programme on AIDS, maternal and child health and family planning services and
other related programmes, all of which will function in the general context of primary health
care. As you know, the Global Programme on AIDS is collaborating with more than 155
countries, which is a clear indication that we do not confine ourselves to words but know how
to go into action.

Thirdly, as a member of the United Nations family, WHO will endcavour to spur all the
agencies of the United Nations to join the fight against AIDS, More than 40 years ago, the world
created a network of intergovernmental organizations linked with the United Nations, not with
the ideal of forming a dominating supranational body, but of contributing to harmony between
and within the nations. The Global AIDS Strategy is a good illustration of the way in which the
United Nations system is able to face up to a common danget.

Lastly, on the threshold of the 1990s, we are both optimistic and realistic. Optimistic, because in
the last few years the world has offered many examples of the ways in which human potential
can be realized in the scientific, cultural, social and political fields. Optimistic, because we have
brought together experts from over the world now, at the end of November 1389, to look at
what we can and must do to protect the health of women, mothers and children, and this makes
us feel strong and united. Optirnistic because tomorrow, on World AIDS Day, we shall see an
increasing number of young people from all over the world, the first generation to live with
AIDS, play their part in the formation of a world community with greater tolerance and
solidarity.

But we are not lacking in realism. The 1990s will abound with greater difficulties, both because
the number of people with HIV infection and AIDS will increase, and as a result of the social,
cultural, economic and political impact of the growing pandemic of HIV infection and AIDS.
We have to recognize that our world is witnessing the appearance of new economic, social and
politica! realitics which will undoubtedly have a quantitative and qualitative bearing on

10
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cooperation between countries, be they in the North or South, East or West, in their traditional
partnerships. In the situation with which we are concerned today, the implications of AIDS for
mothers and children, many countries are finding that the burden of poverty, malnutrition and
ever-present infectious diseases is being intensified still further by the appearance of AIDS, The
fight against HIV infection and AIDS must take these factors into account, and it must be
recognized that the implementation of measures of structural adjustment must reflect our
concern to foster human development at the planetary level.

We shall not overcome these challenges unless we work together in solidarity, and this
International Conference is already a tangible step in that direction.
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Address by Mr Claude Evin
Minister for Solidarity, Health and Social Protection,

France

Mr Chairman, ministers, ladies and gentlemen, at the end of these four days of work I wish to
thank every single one of you — scientists, clinicians, healers, sociologists, administrators and
politicians ~ for your participation in our work. I wish particularly to thank on behalf of all of
us, all those who here, in Geneva and elsewhere have devoted their time, often a great deal of
time, to the preparation for this Conference.

Presentations of high quality, lively discussions and numerous exchanges of views are proof of
the success of this Conference. For the first time, AIDS in mothers and children has been
thoroughly studied in its scientific, health-related, social and political aspects. The fact that on
concluding our work at this international gathering we are issuing a Declaration that I should
like to call the “Taris Appeal” clearly demonstrates the importance and severity of the situation.

I should like to state my own position regarding World AIDS Day. Tomorrow throughout
France hundreds of events are being organized on the topic proposed by WHO: "AI'DS and
youth™

I sincerely welcome the dynamic approach of the associations and professionals in the health
and welfare fields of this country, who day by day and step by step tackle the control of the
epidemic energetically and courageously.

The French Government, in close cooperation with the World Health Organization, has
endeavoured to foster a longer-term view by organizing this meeting. :

As you are aware, the Government embarked one year ago upon an AIDS control plan, and 1
have just presented the first progress report to the Council of Ministers, In drawing up this plan
the aim was to take the long term into account and ensure that this struggle, which will
continue for many years, is conducted seriously and professionally, with efficacy as rts prime
concern.

The Government is therefore seeking to ensure that efforts are concerted, coordinated and
constantly focused on the following objectives:

— preventing the spread of the virus;
- supporting, helping and caring for infected individuals;
- doing everything possible to find a treatment and a vaccine.

This vigorous approach is particularly necessary in view of the specific medical, psychologmal
and social agpects of the infection of mothers and children. :

We need to become thoroughly aware of the tragedy that the announcement of seropositivity
represents for a future mother, of the moral dilemma of deciding whether or not to keep her
baby, and finally of the long and unbearable wait before she knows whether or not the chxld is
also carrying the virus. :

Whatever the route of infection, these young women became infected several years beforehand,
sometimes in adolescence. That is why today in particular, the eve of World AIDS Day_. T want
to remind young people once again of the importance of responsible behaviour. ‘

13
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And if I have chosen to look at the long term this is not just because I am concerned with
planning, which to the people actually working in the field might seem the result of a purely
administrative approach, but because I am concerned with efficacy.

Experience has shown us how difficult it is to change people's behaviour. In the wave of
enthusiasm following the London Declaration a’great many information and prevention
activitics have been launched.

Nevertheless, in the progress report mentioned just now the evaluation of these activities shows
that we still have a great deat to do in order to attain our objectives, to get through to those who
are "difficult to reach”, and above all to bring about permanent changes in bchaviour.

Besides the exemplary conduct of the homosexual cornmunity, the first to be affected in this
country, preventive behaviour is beginning to be adopted by the young and the promiscuous.

This trend needs to be nurtured and strengthened and we must be untiring in our efforts to
bridge the gap between the acquisition of knowledge and the modification of behaviour.

Prevention remaing the only way of providing effective protection for our young people, our
women and our children.

This prevention policy must continue unremittingly. In France the epidemic is slowing down,
but this slow-down must not be confused with a reduction in the number of new cases.,

Tt is true that the numbers of AIDS cases in France is no longer doubling in 11 months as it did
one year ago, but in 20 months. That is the customary trend in any epidemic, when the rising
curve becomes less steep. But the forecast of 4 000 new cases for 1989 compared with 3 000 in
1988 shows that the victory is far from won.

Another disturbing phenomenon is that one AIDS case in four in France is now caused by drug
addiction. Unfortunately, the increased risk of heterosexual transmission is swiftly becoming
reflected in the child mortality statistics. Indecd, we gather that in the United States of America,
within the next three or four years, AIDS will become one of the five leading causes of death in
children.

The reality of this risk becomes even more apparent when we look at the sociocultural context
within which the epidemic is developing.

I fully agree with Jonathan Mann regarding the difficulty of incorporating AIDS control into
health and welfare systems that do not give women, mothers and children their rightful place.
This mainly applies of course in the developing countries, which are at present the most
threatened by the spread of the epidemic.

Consequently, the fact that I can present to you today a consensus document supported by
30 countries and which has involved the United Nations specialized agencies is for me a very
important first step: mobilization of human and financial resources, shorter time-lags between
receiving information and taking decisions, organization and adaptation of our health and
social services to this new situation - all these items are included in our Declaration. I shall not
dwell point by point on the content of this declaration, to which France is proud of having
contributed. But I foel it is essential to stress the difficulties that I have identified, so that
everyone is aware of what is at stake and becomes motivated for the general worldwide
mobilization that is justified by the alarming prospects.

In this long-term view I have singled out four impacts of the infection. Everything must be done
to ensure that at all levels our activities are carried out in a context of tolerance, rejecting
stigmatization and observing professional and social ethics.

14
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Educational impact

Access to education, health promotion, and prevention of risk behaviour will help to
develop children's self-confidence and make them responsible for their own behaviour
and for their choices of life-style.

Our efforts directed at young people must not neglect any section of this populatidn. But
they must be directed in particular towards those who are at greatest risk because of the
conditions in which they live.

Here [ am referring to all those with various social, cultural and economic handicaps who
are excluded from normal life. Their socially unacceptable behaviour — running away
from home, drug addiction, prostitution — resulting from often unbearable living
conditions makes them vulnerable and often difficult to reach with our prevention
MESSAZCS. :

It is essential for us to innovate in our approaches so as to find people within their own
environment whom they can trust, people who will be able to get them thinking, to
support them in a positive approach, and to settle them in acceptable social conditions.

Cultural iImpact

In a number of fields - and especially in the health ficld - women and children by no
means enjoy the status that is rightfully theirs.

To get women and children recognized throughout the world as individuals in their own
right will take many years of struggle at the international level. France will support every
initiative taken in this direction, and I shall personally make sure that action is taken in
this country. I have asked Mrs Dorlhac, Secretary of State for Family Affairs, to ensure
that the Convention on the Rights of the Child recently adopted by the United Nations is
ratified next spring by the French Parliament.

Economic impact

It is difficult to calculate the economic cost of personal and family tragedies. But this is an
immense and very real problem and to disregard or forget it would be & mistake. The
AIDS epidemic is affecting the world's poorest countries at a critical moment in their
history. The leaders of the most developed countries need to become fully aware of this
fact.

From the statements by fellow ministers or public health officials it has become very clear
to me how severely the difficulties relating to material resources are impairing the
effectiveness of control efforts.

In proposing the cancelling of debts the President of the French Republic,
Mr Frangois Mitterrand, shows France's concern to end this vicious circle of repayment
and inflation in order to promote economic development, as the only possible source of
sacial progress.

15
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Demographic impact

After the baby boom of the post-war period, the industrialized countries will, in the
decade starting in 2010, experience a shortfall in their working population as a result of
the drop in the birth rate and the aging of the population. Some of the adolescents of
today, adults of tomorrow, are likely by that time to be ATDS patients. That could make
the shortfall in the working population even worse. It is necessary to make a start right
now on prospective studies in order to determine how serious this problem will be.

In the developing countrics the prospects are more worrying still, and governments must
take this dimension into account right now. Some of them may have to devise
substitution mechanisms to avoid disrupting economic life.

These hard facts show that the mobilization of health systems will not be enough to respond to
the epidemic in every country. Only commitment by all governmental authorities will ensure
the rational action and the multisectoral approach required at all levels. Such commitment is
also needed at the international level in order to make solidarity a reality.

Only a coalition of all resources, including bilateral and multilateral assistance, can enable us to
tackle this problem.

To give a specific example, how can the five million orphans that UNICEF expects in Africa by
the year 2000 be treated in an adequate and humane manner? Faced with a challenge of this
kind, North-South and East-West solidarity can no longer remain a symbol but must be
converted into action.

Conscquently, with the agreement of the 30 governments represented here, T ask for this Paris

Declaration to be brought to the notice of the Executive Board of the World Health
Organization.

It is my hope that at the World Health Assembly in May 1990 a draft resolution will be
submitted for consideration by the 166 Member States of the Organization, thus involving them
too in the action.

In conclusion, | hope that the painting illustrating this Conference, this beautiful picture of love,
will remain for all of you as you return to your countries the symbol of the message of hope that
we must also derive from this Conference.
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Women, Mothers, Children
and the Global AIDS Strategy

Address by Dr. Jonathan Mann
Director, Global Programme on AIDS
World Health Organization

In the past few years, to fight the pandemic of human immunodeficiency virus (HIV) and AIDS,
the world has witnessed commitment, creativity and courage without equal. Now, as we reach
the end of the decade of the 1980s, during which we first learned of AIDS and HIV, it is our
obligation to look back, to analyse and learn from the past — and then to look forward to face
together the challenges of the decade to come.

Itis highly symbolic that this International Conference on the Implications of AIDS for Mothers
and Children is the last major international AIDS meeting of this decade. The last meeting of the
decade - does this reflect the relatively lower priority which AIDS in mothers and children has
thus far received? Will this meeting raise its voice, sending a message that for the decade to
come the priorities and perspectives of women, mothers and children will not be denied?

Worldwide, WHO estimates that at least six million people are now HIV-infected. Of these
HlV-infected people, approximately one-third - two million — are women. In pattern I and [/11
areas, including North America, Western Europe, Australia, New Zealand and Latin America,
the male-to-female ratio of HIV infections is about 9:1. Yet WHO estimates that over 300 000
women are infected in these regions of the world, and overall rates of new HIV infection among
wormen are likely as high as among men, particularly in the pattern 1/1I areas of the Caribbean
and Central and South America.

In pattern II areas, including sub-Saharan Africa and parts of the Caribbean, over 1 5 million
women are infected and most of these women are in sub-Saharan Africa,

Finally, in pattern III countries, such as in North Africa, the Middle East, Eastern Europe and
most of Asia and the Pacific, the male-to-female ratio of HIV infections is about 2:1; the absolute
numbers of HIV-infected women is still small in global terms, but is growing rapidly.

WHO estimates that 600 000 people have developed AIDS during the 1980s; of these, over
150 000 are women, including about 120 000 from pattern Il arcas and about 30 000 from pattern
Iand I/1I regions. As a consequence, during the 1980s, WHO estimates that up to 200 000
infants worldwide were HIV-infected through perinatal transmission. :

Looking to the next fow years, projections of the number of people developing AIDS are based
on the number of people already infected with HIV. According to WHO forecasts, 500 0600
people will develop AIDS during the years 1990 and 1991 alone; of these, about 200 000 will be
womern. Thus, more women are expected to become ill with AIDS during the next two years
than developed AIDS during the first decade of the pandemic.

The number of HIV-infected infants and young children is much more difficult to determine
and is generally underestimated. Nevertheless, some idea of the impact of HIV and AIDS
among children in a given area can be derived from local knowledge of HIV seroprevalence in
pregnant women, rates of HIV transmission from mother to fetus or newborn, and avallable
information on the outcome of perinatally acquired HIV infection.
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For example, in a population with an under-five mortality rate of 100 per 1000, if 5% of
pregnant women are infected, child mortality rises by 9%; if 10% of mothers are infected, child
mortality riscs by 18%; and if 20% of pregnant wotnen are infected, child mortality increases
36%. It should be pointed out that in this example, if 10% of pregnant women are HIV infected,
the under-five-year mortality rate from AIDS will be equal to the under-five-year child
mortality rate from all causes in industrialized countries.

In a heavily affected area such as Kampala, Uganda, where surveys of preghant women have
documented an HIV scroprevalence of 24%, HIV/AIDS causes the infant mortality rate to
increase by up to 38% and may nearly double the under-five-ycar child mortality rate. These
severe impacts on infant and child health are exacerbated by illness and death among the
mothers. Testimony to the literal destruction of families by AIDS is not hard to find. In
orphanages in Port-au-Prince, Haiti, 55% of children less than 18-months old are
HIV-geropositive, In New York City, it is estimated that in this generation, 50 000 to 100 000
children will lose or have already lost at least one parent to AIDS.

High rates of infection among pregnant women are not limited to Africa or the Caribbean.
Surveys of pregnant women in sclected settings in parts of the United States have found high
rates of HIV infection, including 4.3% in Newark, New Jersey, 3.6% in Miami, 3.1% in
New York City and 1.7% in Boston; in some maternity hospitals in Paris, scroprevalence rates
approach 1%.

Yet these rates and statistics necessarily fail to convey the impact of HIV infection in women,
mothers and children — the destruction of families, the poison of discrimination and prejudice,
the fear and the reality of abandonment.

It has often been stated that AIDS challenges the status quo, for through AIDS, complex, pre-
existing and extremely difficult issues have been highlighted, and imbalances, deficiencies and
inequities in existing health and social systems have become evident. In confronting AIDS,
socictics are constantly forced to ask if the sfafus quo is good enough — in education of youth, in
care of the sick, in support for the rights and dignity of all people.

Therefore, considering that AIDS helps to unveil sometimes unpleasant realities about our
health and social systems, we ask two questions about AIDS and women, mothers and children.
First, what does AIDS tell us about health and social services for women, mothers and young
children? Second, what does AIDS tell us about women, mothers and children in health and
social systems?

In reviewing the community, national and international response to HIV and AIDS in women,
mothers and children, major deficiencies are apparent in three areas: services, research and
policies. For women, mothers and children, large gaps exist between needs - medical,
psychosocial and welfare — and services or support to meet those needs. Even more striking is
the relative lack of attention given to basic and intervention-linked research on HIV/AIDS in
women, mothers and children. It is worth asking: "why don't we know more” about zidovudine
in women and children? and why has so little attention been paid to female-controlled HIV
protection methods such as vaginal virucides? Also, not enough cffort has been directed to
policy development. To cite specific examples of policy neglect: policies on HIV-infected
pregnant women do not generally consider reproductive rights; screening policies are discussed
without considering the capacity of the prenatal care system and what to do with test results;
and prostitution is discussed in a vactum - as if cconomic need and client needs and demands
were not part of the equation. Policy has both a process and a content: has the process involved
women — those most directly affected by the policies?

Yet, this under-attention, under-funding and under-consideration for women, mothers and
children, are not specific to HIV/ AIDS. There is a large gap between socictal rhetoric about the
health of women, mothers and children and the resources devoted to them. The lofty rhetoric
about children as "our future - our most precious resource” and the harsh realities reflect the

18




WHO/GPA/DIR/89.12

relatively weak influence women, mothers and children have had in determining how national
resources should be allocated and how health care should be provided. In all too many cases
worldwide, health and more broadly, social policy, is being made by men - for men.

Therefore, in order to prevent HIV infection and reduce the personal and social impact of HIV
and AIDS among women, mothers and children, it will be necessary to examine and to change
the status and role of women and children in our societies.

Studies of other major health problems for women and mothers have reached similar
conclusions. At the Conference on Safe Motherhood, in Nairobi in February 1987, maternal
mortality was labelled a "neglected tragedy"” — neglected because the people. it most directly
affects are poor, rural women. The report of this conference cited evidence of broad
discrimination against women and girls, who have higher death rates, higher likelihood of
being malnourished and less access to education than boys.

To move ahead, to succeed in HIV and AIDS prevention and control among women, mothers
and children, a clear understanding of the current role and status of women in society is
required. There is a need to act: both for the immediate reduction of harm, and to change the
underlying realities which create and perpetuate vulnerability of women, mothers and children
to HIV infection and disease. We must act; we must be practical ~ and we must also be bold.

From a practical perspective, we must prevent HIV infection of girls and women of childbearing
age and we must support women who are HIV infected and and those who are HIV infected
and pregnant.

First, the short-term agenda. To prevent HIV infection we must:

= link HIV/AIDS prevention and control closely with existing services for women, mothers
and children. Each maternal and child health, family planning and sexually trapsmitted
disease service must re-examine its policies and ensure that HIV/AIDS activities are
included and well integrated within existing services. Inter-programme rivalries and
ambivalence must recede before the dominant need to serve wornen, mothers and children;

= inform and educate all women about the impact of HIV, alert them to the optmns available
and make sure that those options are available;

* increase the involvement of women in councils of decision and policy-making, such as the
national AIDS committees in each country. We must increase the engagement of
nongovernmental organizations, particularly those at the community level, in prevention
and care of women, mothers and children. This means involving infected people, peer
groups, community leaders and health care providers indigenous to the area in developing
culturally appropriate prevenhon diagnosis, treatment and care strategies. Thls may also
lead to new and innovative primary health care initiatives;

+ ensure that women have access to safe blood supplies and safe medical injections.; In the
developing world, most blood transfusions are given to women and young children; the
major reasons for transfusing women are childbirth and its compllcatmns Let us here
remember that the lifetime risk of dymg of pregnancy-related causes in the develc:pmg
world is between one in 15 and one in 50, or approximately 200 times greater than the
lifetime: risk for women in the industrialized countries.

Next, for women who are HIV-infected, we must:

* ensure they are given information and support for their decisions regarding future
reproductive choices, All too often, it is assumed that an HIV-infected woman will "logically”
decide to accept long-term or permanent contraception to avoid the risk of having an HIV-
infected child. Yet experience suggests otherwise. For example, in Haiti, pregnanciesiwere as
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common among women who knew they were HIV-infected and women with AIDS as
among control, uninfected women. This experience is typical, not unigue. It should not be
assumed that a 20%-40% risk that a child would be HIV-infected will result in decisions to
avoid pregnancy, given the personal and socictal meanings of childbearing. Also, as
Catherine Hankins has pointed out, the recommendation to delay pregnancy for an
HIV-infected woman is a delicate gamble. On one hand, new information or therapy may
help reduce future risks of perinatal transmission. However, if 2 woman is currently healthy,
the present risk of perinatal transmission may be lower than if she waits while her immune
status and clinical status deteriorate.

develop and strengthen the concept of reproductive rights, and view ¢ounselling as an
essential part of public health strategies to help a woman reach her own informed decisions
about future childbearing. The alternative, involving more "directed” or coercive counselling,
will likcly drive women away from the very information and support services they need. As
in every other dimension of AIDS prevention and care, the supportive approach is optimal.

Finally, for women who are HIV infected and pregnant, we must:

= ensure that if the woman elects to continue the pregnancy, or if abortion services are not
available, health, psychosocial and welfare support are provided to prepare for and deal
with the many issues associated with childbirth and potential HIV transmission and
infection. In this regard, there are two scientific questions which merit priority attention to
help the increasing number of women in this situation. First, studies to determine the impact
of pregnancy and delivery on the health of HIV-infected women must be completed. While
preliminary studies generally suggest little if any adverse impact of pregnancy on the
HIV-infected woman, further work is required to clarify the issue. Second, effective and
carly diagnostic methods to determine HIV infection in newborns and infants are needed to
reduce the period of uncertainty and help direct and focus critical health and social services.

The practical agenda must include:
= planning to care for the orphans of the HIV pandemic and for ill and dying mothers;

increased research funding targeted to HIV and AIDS issucs for women, mothers and
children including studies on prevention of in utero HIV transmission; and

promoting and ensuring the active and more complete participation in HIV/AIDS work of
all international orgamzations with responsibility in the areas of women, mothers and
children, within the principles and guidelines of the Global AIDS Strategy.

These actions are part of the short-term agenda for harm reduction — but this is only part of the
full agenda for the early 1990s. For to lessen the impact of HIV and AIDS on women, mothers
and children within the existing social, economic and political context is not enough. As
Antonia Novello points out, for women, AIDS is just the tip of the iceberg — of poverty, lack of
access to adequate health care, disenfranchiserment and discrimination. Thus, it is also necessary
to be bold. For AIDS provides a unique and unprecedented opportunity to fight discrimination,
to speak more openly about sexuality, and to strengthen educational and health programmes
for all. As a result of AIDS, in many societies, teaching and dialogue about sexuality has been
permitted for the first time. This dialogue must be used to broaden awareness and discussion of
gender roles and the social and economic dimensions of what it means to insist on use of a
condom, or to say "no™. The time has come not just to say no to unwanted sex, or unprotected
sex, or unwanted conception - it is time to say no to inequality, to discrimination and to lack of
choices.

This is the deepest meaning and challenge to this international conference. We are gathered to
speak of science and policy. From Paris, we must return to our countries, our organizations and
agencies and we must re-examine the budgets, the research grants and the tangible commitment
of health and social services to women, mothers and children. In this regard, the Global
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Programme on AIDS of the World Health Organization is currently reorganizing its
headquarters structure.

We must leave this conference with a common agenda and a common will — 10 unite women
and men — health service providers, scientists and policy-makers - in a common programme of
basic and operational research and intersectoral action to prevent HIV infections among
women, mothers and children, to care for those already HIV infected and those who are ill, and
to devote our common strength to the fight against prejudice, indifference and denial, Where
the status quo is not good enough — let us speak out - to actively enhance tolerance, to refuse
discrimination — and let us call injustice by its name.

As the decade of the 1990s begins — as we recognize and react to the threat to the health of
women, mothers and children created by the HIV pandemic - we must also recognize other
realitics, other forms of discrimination and marginalization unveiled by the HIV pandemic. An
increase of resources and social commitment to women, mothers and children must not divert
AIDS prevention and care services away from men who are affected. Their intense involvement,
consciousness-raising efforts and their ongoing struggles against all odds must not be forgotten
or diminished. For the world of public health owes a tremendous and ongoing debt to
homosexual men who first learned and then taught the lessons of AIDS — foremost of which is
the lesson of solidarity.

The dangers of this pandemic, and the opportunities it offers for expression of the best of our
personal and social nature, have rarely been so clear. We arc at a crossroads. Let this meeting
serve as the fountainhead of a new commitment for the health of women, mothers and children
—in our world - a world with AIDS. Thus, the future of AIDS will depend upon the strength of
our collective will and the wisdom of our vision, at once particular and global, of humanity,
justice and solidarity.
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HIV INFECTION AND AIDS IN WOMEN AND CHILDREN

Statements by the chairmen of the
technical working groups

Statement by the chairman of the technical working group
on virology and immunology

Introduction

HIV infections in pregnant women and their infants have a number of unique immunological
and virological features. For instance, pregnancy induces physiological changes in the immune
system of a pregnant woman that might affect the natural history of HIV infection. Puring
pregnancy the time of HIV transmission might depend on the stage of disease in the mother,
and likewise, the course of infection in the child might also depend on the time of transmission.

Current knowledge

Approximately 30% of the children born to women infected with HIV-1 will be infected and
eventually have AIDS.

Preliminary data indicate that a woman with symptomatic HIV infection is more likely to
transmit the virus to the fetus. In addition, there is some evidence of perinatal transmission of
HIV-2, although the rate is currently unknown. Perinatal HIV exposure occurs in the presence
of maternally acquired antibodies and of a still maturing immune system in the newborn, both
of which could conceivably have an effect on HIV infectivity and/or disease progression.
Understanding why 70% of the babies born to HIV-infected women do not become infected
may eventuaily contribute to a better understanding of the immunological markers of
protection relevant to vaccine development and improved prognostic indicators of virus
transmission.

In HIV-l-infected children, progression to disease is bimodal; some children develop AIDS
during the first year of life, and others progress to AIDS at a later age. The relative proportions
of these two groups vary according to different geographical areas of the world. Clinical follow-
up of children born to HIV-infected mothers is complicated by difficulties in establishing an
early laboratory diagnosis of perinatal infection.

The clinical, immunological, and virological correlates of transmission and disease progression
are not known. The relationship between biological properties of HIV strains and the rate of
perinatal transmission or the clinical outcome of HIV infection in children remains to be
investigated.

Perinatal transrission could conceivably be regulated by the immune response to the mother to
virus-encoded proteins. Preliminary data indicate that maternal antibodies to the
immunodominant hypervariable loop in gp120 may reduce the rate of perinatal transmission,
Less is known about the critical T-cell epitopes in the HIV proteins.

Most of our knowledge on the immunology of HIV infection and AIDS comes from studies of
the discase in adults. We lack precise information on immunological aspects of paediatric AIDS,
although qualitative and quantitative defects of CD4+ lymphocytes also seem to be the
hallmark of paediatric AIDS,
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Additional knowledge of other immunological/serological markers that have been studied in
adults is also required for studies of HIV infection in children. This includes declining titres of
antibodies to pl18 and/or p24, p24 antigenaemia, as well as unspecific markers such as
beta 2 microglobulin and neopterin.

Research priorities

Based on the discussion and acknowledging the findings of many research groups throughout
the world, the technical working group identified the following research priorities:

1.

To study the impact of pregnancy on clinical outcome and virological and immunological
parameters in HIV-infected women.

. To define virological and immunological correlates of perinatal transmission: virus

characteristics and virus load, neutralizing antibodies, and cell-mediated immunity, among
others.

. To investigate the genetic and biological variability of HIV strains in different geographical

areas.

. To simplify and standardize specific and sensitive tests for the early diagnosis of perinatal

infection.

. To further investigate the course of HIV infection in children with virological and

immunological markers appropriately standardized for this population.

. To investigate possible immunological or chemotherapeutic interventions to decrease

perinatal transmission without causing detrimental effects on the health of the woman.

Recommendations

1.

The rational development of prophylactic and therapeutic approaches to HIV infection of
women and children depends on more complete knowledge of the biology of HIV and of its
interaction with the human host. Consequently, a sustained effort should be made to
maintain and increase support for relevant basic research in virology and immunology.
Paediatric AIDS should not be considered just AIDS in small adults, it has its own
virological, immunological, clinical, and therapeutic peculiarities that can be studied only in
the mother-child pair.

. New information on basic virology and immunology and on prophylactic and therapeutic

approaches should be rapidly exchanged among scientists and clinicians from industrialized
and developing countries. Collaborative studies should be organized on an international
scale to validate such information in different settings and populations.

. Existing clinical and laboratory facilitics should be strengthened or new ones established in

different regions.

. Support should be provided for the development of guidelines and infrastructure for the

appropriate ficld evaluation of investigational drugs and candidate vaccines in various
populations, including the identification of potential target groups such as pregnant women
and infants.
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Statement by the chairman of the technical working group
on the epidemiology of HIV infection in mothers and children

Introduction

With a growing number of women of childbearing age becoming infected with HIV through
heterosexual transmission, intravenous drug use, or receipt of infected blood or blood products,
the risk of perinatal HIV infection is increasing. It is estimated that by the end of 1989 some
2 million women and more than 500 000 infants will have become infected with HIV, the latter
by the perinatal route; it is not currently possible to evaluate the number of children infected by
such other routes as blood transfusion, the use of unsterilized or inadequately sterilized skin-
piercing instruments, and sexual abuse,

Current knowledge

Rates of HIV prevalence among women of childbearing age vary widely, from less than
1 per thousand in countries where rates of heterosexual transmission are low to
300 per thousand in some parts of the countries where these rates are highest.

It is estimated that HIV transmission from an infected worman to her fetus or infant occurs in
20%-50% of births to mothers infected with the virus. According to preliminary data, there is a
greater probability that women with symptomatic infection will transmit infection; however,
most of the cases of mother-to-child HIV transmission occur with asymptomatic infection.
Recently acquired infection may be more highly infectious. HIV transmission from an infected
wornan to her fetus or infant can occur in ufero, during delivery, or in the postnatal period.
Transplacental transmission appears to be the source of most paediatric HIV infection. It can
occur in the first trimester of pregnancy, as has been shown by studies in which the presence of
HIV has been confirmed in the fetal tissue from first-trimester abortions. The relative frequency
of transplacental transmission in the second and third trimesters is not known and would be
difficult to determine. ‘

Transmission of HIV can oceur at birth as a result of exposure of the newborn to the mother's
blood and secretions, but the frequency of this kind of transmission is not known. Cornparative
studies of the rates of HIV transmission with vaginal and caesarean deliveries have so far
revealed no difference in mother-to-child transmission in these two types of delivery.

Although it is possible to culture HIV from the breast milk of an HIV-infected woman,
prospective studies comparing HIV-infected women and their children who have been
breast—fed with those who have not been breast-fed indicate that breast-feeding does not
represent an additional risk of infection for the child. However, mother-to-child transmission of
HIV through the mother's milk to children breast-fed by mothers who became infected soon
after giving birth has been documented.

HIV can be transmitted to children through untested blood products, particularly in the
transfusion of blood to children with malaria, the use of unsterilized or inadequately sterilized
needles and syringes, sexual abuse, and possibly ritual scarification and other traditional
practices in which the skin is [broken] pierced.

It is clear that HIV cannot be transmitted by insects or by family and other nonsexual personal
contact.
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Research priorities

1.

Further rescarch is needed to fully define the risk of, and the co-factors influencing,
transmission from infected woman to fetus or infant and to determine the role of breast-
feeding as a risk factor. Such studies should evaluate the cffect that the stage of maternal
infection might have on infectivity and transmission.

Further study of fetal tissue and maternal complications attributable to HIV infection is
needed to better understand the effects of HIV infection on women and children,

Interventions should be evaluated in the context of prevention programmes, such as the
impact of specific family planning interventions targeted to HIV-infected women and the
effectivencss of antenatal HIV screening programrmes.

The paediatric HIV-infection classification system developed at Bangui in 1985 should be
revised in accord with data accumulated since that date,

Further prospective study and surveillance of children born to HIV-infected women should
be done to clucidate the natural history of infection in infected children; co-factors
influencing the natural history of the discase, such as breast-fecding, exposure to infectious
agents in the environment, and nutritional status; predictive factors for unfavourable
evolution in children, such as itnmunological and virological status at birth and during the
first year of life; the course of disease in children who have become seronegative; and the
influence of immunizations, specific antiviral treatment for HIV infection, prophylactic
treatment to prevent superinfection, and treatment of HIV infection in the mother; and the
influence of optimal care for the infected woman while pregnant on the condition of the
child.

Further prospective study of HIV-infected women during and after pregnancy is required to
fully assess the impact of pregnancy on HIV infection.

Further study is required to determine the impact of HIV infection on the leading causes of
infant mortality in developing countries, including persistent or recurrent diarrhoea and
respiratory infections.

Implications for policies and programmes

National policies and programmes should be aimed at minimizing the risk of HIV transmission.

Universally recognized precautions against infection, particularly by the sterilization of reusable
sytinges and needles and of surgical instruments, and the use of aseptic barriers such as gloves
and other surgical materials should be strictly observed wherever users are in contact with
blood.

Rigorous and appropriate criteria should be observed with regard to indications for transfusion,
even when tests for antibodies to HIV have been carried out, especially in areas where the
prevalence of HIV is high, and all blood to be used for transfusion should be screened for HIV.

Health personnel should be thoroughly familiar with the epidemiology of HIV infection, to be
able to give guidance on protection to women of childbearing age.
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Recommendations

1.

AJDS control programme administrators at the local, national, and international levels
should work in ¢close collaboration with the administrators of other health programmes, for
example, in the field of maternal and child health, control of sexually transmitted diseases,
and family planning, to ensure the most efficient use of available resources. Conicerted
development of educational materials, in particular, should ensure the delivery of mutually
congistent messages to the public.

Existing national programmes on maternal and child health, control of sexually transmitted
diseases, family planning, and immunization should continue to be supported and
strengthened; at the same time, AIDS control programme activities should be integrated into
these programmes. As this integration will require additional financial and human
resources, ministries of health and international donor agencies should be kept informed of
these new requirements, Family planning programmes, for example, could promote the use
of contraceptives for the prevention of HIV transmission as well as pregnancy,

Information programmes for adults on the prevention of HIV infection (transmitted sexually
by blood and blood products or by self-injection of drugs) should be developed. The
recommendations of WHO on the health education to be given to women of childbearing
age to teach them how to protect themselves against HIV infection should be strenuously
applied. This is the most effective way to prevent the infection of young children and should
therefore be an essential part of all AIDS control programmes.

The expansion of individual counselling services, with the particular objective of promoting
voluntary testing, especially among women of childbearing age who have a high risk of
exposure to HIV infection, should be regarded as an important element of support to efforts
to reduce transmission through education. :
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Statement by the chairman of the technical working group
on the clinical and therapeutic evolution of HIV infection
in mothers and chiidren

Introduction

It is cstimated that about 2 million of the world's women are infected with HIV, a large number
of themn in the developing countries. Moreover, 80% of the cases of HIV infection in children
result from perinatal transmission from the mother. Medical and psychosocial measures on
behalf of the women and children concerned are therefore a priority.

Current knowledge

It is not known exactly whether the progress of HIV disease in women is affected by preghancy;
one possible factor that has been advanced is the modification of immunological status that
occurs in the course of any pregnancy. In any case, HIV infection does not seem to affect fetal
development, but the risk factors associated with transmission of HIV from mother to fetus are
not yet precisely known.

Although the specific treatment for pregnant women has been neglected, according to a few
very limited findings, no teratogenic effect has been noted.

Because of maternal antibody, it is difficult to diagnose HIV infection during the first 18 months
of a child's life. Any diagnosis should be based on a combination of epidemiological risk factors,
clinical signs and symptoms, and laboratory data, none of which, however, have an absolute
diagnostic value,

Retrospective studies have improved our knowledge of the clinical manifestations of the
infection in children and shown that the latency period of HIV infection is shorter in children
than in adults. In the majority of cases, clinical manifestations appear before the age of 2 years,
mostly in the first 9 months of life. Moreover, the disease does not develop uniformly in
children; there are two types of evolution, depending on the age at which serious manifestations
of the infection first occur. Thus, Preumocystis carinii pneumonia, the most frequent HIV-
associated opportunistic infection in children, appears much earlier and has a much worse
prognosis than lymphoid interstitial pneumonitis, which occurs mainly in children over 2 years
of age. Similarly, while the most serious neurological involvernent oceurs mainly before the age
of 2 years, most HIV-infected children will not have a normal psychomotor development
between the ages of 2 and 6 years. Finally, the already poor prognosis is even worse in the
developing countries, where most of the HIV-infected children die within the year following the
appearance of the symptomns.

As for treatment of the discase, therapeutic trials with children with symptoms have shown that
zidovudine is effective in improving survival time and height and weight status, and in
bringing about the regression of ccrtain neurological signs and biological anomalies.
Furthermore, its short-term toxicity is tolerable.

Trials of other therapies are now in progress, notably to evaluate dideoxyinosine (DD]), soluble
CDMs, and a combined schedule of zidovudine (azidothymidine or AZT) and dideoxycytosine
(DDC). There are also plans for carrying out trials to determine whether HIV transmission can
be prevented by administering zidovudine to pregnant women and/or to neonates during the
first 24 hours of life.
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Research priorities

1.

It is urgently necessary to revise the definition and classification of the clinical manifestations
of HIV infections in children, so that they become an adequate means of clinical evaluation
that can be adapted to features specific to different regions.

Detailed research is needed on the pathogenesis of the different syndromes observed in
HIV-infected children.

It is extremely important to determine whether it is possible to prevent the vertical
transmission of HEV by administering antiretrovirus agents during pregnancy.

The effectiveness and long-term toxicity of antiretrovirus treatments must be carefully
evaluated in HIV-infected infants and young children,

Implications for policies and programmes

HIV seroprevalence studies that include women (whether pregnant or not) and children should
be encouraged in all countries.

Since HIV infection is progressive and irreversible, adequate resources should be allocated for
health care and research needs.

Programmes should include psychosocial support for families affected by HIV disease.

Recommendations

L

HIV infection in children produces various clinical manifestations, which should be
specifically described by practitioners on the basis of universally accepted mmenclamre

Health professionals should have a good knowledge of the limitations of the tests used for
diagnosing HIV infections in children.

Every HIV-infected pregnant woman should be advised on the choices open to her with
regard to the pregnancy.

HIV-infected mothers and children should be followed up as a family unit and be given the
sarme care as is given to all sick mothers and children.

Prophylactic teasures against Pneumacystzs carinii pneumonia are recommended. Bactcr:al
mycotic, and viral infections should receive energetic treatment.

Since no risk to the fetus has been demonstrated, antiretrovirus treatment should be glven to
HIV-infected pregnant women.

R

Practitioners should conform to the vaccination programme recommended by WHO.!
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Statement by the chairman of the technical working group
on HIV/AIDS and families

Introduction

AIDS is not just the retroviral infection or the immunological derangements it causes,
scientifically fascinating as these are; AIDS i35 a disease of individual adults and children, a
disease that threatens not only their lives but also the continuity and solidarity of their families.
HIV infection, usually if not always, changes the roles of each family member and may isolate
infected members from their own families, as well as isolate the family unit from the larger
compmunity. Thus HIV disease, a major source of familial stress, may provoke conflict among its
members and have profound effects upon the farrily's overall functioning. Obviously any such
scrious conflict and stress within a family will have profound effects upon a child's health and
development.

Current knowledge

The family as a unit is the first level of care and is fundamental to the support and well-being of
each of its members. The erosion or weakening of the family and its roles has immediate
implications for the independence of the family and its need for support from already
overburdened health and social services.

Young families do not have the types of problem-solving and coping skills required to deal with
the crisis of HIV disease. In many communities, young nuclear families often do not have access
t0 extended families from which they can draw experience and support, and they feel isolated.
Even the capacity of extended families to provide support is often constrained because of the
stigma and fear associated with HIV disease.

The diagnosis of HIV disease is often sufficient to contribute to marital stress and conflict. The
incidence of separation has increased in many communities where there is a high prevalence of
HIV disease and where fear of infection is widespread. Abandonment of women and the
children constitutes a real and increasing threat.

Families affected by HIV disease invariably suffer scrious loss of income because of illness and
debilitation of the main breadwinners. Loss of income and occupation, often exacerbated by
deterioration in quality of housing, constitutes a major problem for everybody in the family,
especially young children.

Families affected by HIV disease often experience multiple morbidity and death. Conditions of
economic and emotional stress, as well as evolving and relatively unpredictable medical needs
place an inordinate load on those individuals responsible for taking care of the farnily.

1llicit drug use places any family at high risk of social and medical problems. The financial costs
of drug use and its covert and illegal nature lead individuals and families to becomne isolated
and less able to use health and social services. Drug users have often severed their contact with
their families. When faced with HIV infection they are less able to draw upon those families for
ernotional support and practical guidance. Where children are infected, the capacity of drug-
using parents to provide the type of care and treatment required, especially where complicated
follow-up regimens are involved, is impaired.

The diagnosis of HIV infection in a homosexual or bisexual male may be the first time the
family has confronted with his sexual orientation. The double stigma and fear associated with
HIV infection and homoscxuality in some communities further limit the capacity of the family
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to cope. Bisexuality poses special problems. It may come to light only at the time of HIV
diagnosis, which may severely disrupt marital relations and have an adverse effect on the
psychological development of children, especially adolescent boys.

Families with haemophilia have to cope with two life-threatening conditions. Because of HIV,
recent gains in health and social care for people with haemophilia have been set back. Many
families have been forced to become reliant again on hospital systems and health staff. Some
feel betrayed by these services and distrustful about the safety of the products used in their
treatrment.

Implications for policies and programmes/research priorities

All social policies relating to HIV infection and family care must be oriented to enhance famnily
life, the capacity of a family to cope, and the maintenance of an integrated family approach in
which children are kept with biological parents whenever possible.

In addition, these policies must acknowledge the diverse types and structures of families within
their culture.

Much more research is called for if health and social services are to respond forcefully and
effectively to the needs of families affected by HIV. The epidemic of HIV disease has revealed
how little is known about types of families, their methods of coping, and the factors that
enhance their capacity to deal with HIV-related problems or impede family responses.

It is imperative that more use be made of the information and the skills that are available
outside a purely medical environment in responding to family needs. Immediate action is
needed to redress previous neglect in this area. There is an urgent need for community-based
comprehensive family care programmes that include medical, legal, occupational, housing,
educational and emotional support.

Existing policies on family welfare must be assessed and revised to provide for the increasing
necds that HIV-affected families are likely to experience in the coming years.

Health and social welfare interventions should support and complement the family as a
functional unit and not replace it through organized programmes. Policies should ensure that
children are kept within the family whenever possible. Pregnancy and family planning issues
must be included in addressing these health and family welfare policies.

Policy guidelines relating to foster care, adoption, and alternative child placements should be
developed in the context of, and with sensitivity to, local social and cultural priorities.

The role that women play in maintaining family cohesion and in providing primary care must
be recognized and supported. In addition, policies should be directed towards the goal of
empowering women and children to express their own needs.

Recommendations

Policies and programmes designed to support HIV affected families should include adequate
promotion and support as follows:

1. Family-counselling programmes should be designed to enhance coping strategies and
prevent family disruption.
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Opportunities should be made for family self-help through support groups in the
community.

Alternative temporary, respite, and permanent care arrangements should be provided for
individual family members and/or the family as a unit.

Provision should be made to ensure that any hospitalized family member 15 able to retain
close farnily contact and support.

Continued primary care and support of families affected with haemophilia and HIV through
contaminated blood products should be provided through haemophilia treatment centres.
Those with transfusion and other chronic haemotologic diseases should receive care in
sirilar centres,

Families should be adequately prepared to carry out their educational role in an AIDS
environment.
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Statement by the chairman of the technical working group on the
psychosocial aspects of HIV infection/AIDS in mothers and children

Introduction

The unique bond between mothers and children is so precious that HIV infection shoul{:l not be
allowed to destroy it. Thus, any health or social services programmes tnust include sensitive
consideration of the necessity and importance of the special relationship between a mother and
her child.

Current knowledge

In HIV-infection pattern I countries most HIV-infected or at-risk women and children cormne
from lower socioeconomic backgrounds and/or are involved, directly or indirectly in illicit
drug use. Many of these women are very young and from ethnic minorities, with weak to
nonexistent ties to their families of origin. They often have little access to social service or
medical care systems.

In many pattern II countries the mothers and children affected by HIV/AIDS come from a
much broader set of socioeconomic backgrounds and life-styles. Many of these same countnes,
however, are characterized by poor health and social service infrastructures.

Little systematic research has been done on the psychosocial impact of HIV/AIDS upon
mothers and children. While the complexity of HIV infection is unique, experience with other
chronic, life-threatening diseases can be used to begin to understand the long- and short-term
implications of the disease upon the psychological health of mothers and children. ‘

HIV status has a profound affect on women because of the reproductive issues involved.
Decision-making prior to, and during pregnancy is made difficult because of the many
personal, cultural, religious, and ethical aspects to be considered.

In most cultures mothers carry the major responsibility for the care of children. Any loss,
permanent or transient, of this maternal role places the child in jeopardy. Moregver, for many
women this maternal role is critical to their own self-identification and -esteem and the esteem
of the other members of the family. | .

Any mother, indeed any parent, with a sick child feels guilty. In the instance of infants with HIV
infection, these maternal feelings of guilt may be extreme and be exacerbated by the fact of the
perinatal ransmission of the disease. Fear of rejection by partner or family adds additional
stress to the HIV-infected woman because the threat of divoree or separation may imperil her
and her children's economic, social, and psychological welfare.

Children with HIV infection have a chronic, progressive, often fatal discase and thus are at
greater risk for medical complications which affects their physical and social development.
They also suffer from increased rates of neurodevelopmental disabilities and from a variety of
psychosocial problems. Moreover, the serious physical problems of these children are
frequently complicated by poverty, homelessness, malnutrition, inadequate access to
appropriate medical care, and sericus physical and/or psychological problems in the parents.
Finally, their abbreviated lives are often further damaged by the gradual physical deterioration
or even death of their HIV-infected parents.

Uninfected children in families where there is HIV infection may be at risk of neglect and its
consequences, and they may not be able to understand the psychological and social problems of
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their families. These children may encounter discrimination and stigmatization from peers, In
some societies they may be forced to work to help support the family or carry the burdens of
nursing carc at home. These children may be both survivors and orphans who have experienced
the deaths of parents and siblings.

Many children with haemophilia have become infected with HIV. Mothers of children with
hacmophilia often experience severe guilt about first having "passed on” the haemophilia gene
to their sons and then having treated them with infected blood products. Children with other
chronic hagmotological disorders requiring frequent transfusions raise similar issues.

Implications for policy and programmes

Psychological problems associated with guilt should be handled sensitively, effectively, and
garly if the childcare functions are not to be unduly impaired and self-esteem affected.

The need for counselling in situations such as these is increasingly apparent and needs to be
given high priority.

The need for housing, econornic support, and possibly legal advice will have to be taken into
account in planning support strategies for women and possibly their children.

Careful counselling of the mother prior to and at delivery is also critical. Attention needs to be
given to explaining what the known risks of perinatal infection are, the fact that it may be up to
18 months before it is really known whether the infant is infected or not, and the need for
sensitive care of the baby, irrespective of whether he or she is HIV-positive.

Close supervision and follow-up of such mothers and their babies is imperative. Counselling of
the spouse if this is possible, with regard to the needs of the mother and baby is called for.
Regular medical follow-up should also be arranged wherever appropriate.

In the case of the ill mother or the mother exhibiting high anxiety, outreach and domiciliary
follow-up may be required since they may not be able to maintain appointments. The drug-
injecting mother should be given particularly careful follow-up.

With the young child who is old enough to have developed friendships with other children or
to be secking such relationships, confidentiality about known or suspected HIV infection should
be maintained unless there is any reason to believe it could be dangerous for the child to play
with fricnds. Everything needs to be done to encourage normal interaction with other children
since thig is likely to enhance the psychological well-being of the child.

Recommendations

1. Rescarch is urgently needed to determine the impact of HIV infection on the psychosacial
well-being of mothers and their children and their functioning in the family and the
community.

2. Children must have access to early intervention programmes that include physiotherapists,
speech and language therapists, psychologists, and social workers.

3. Governments must provide the comprehensive, community-based counselling services for
mothers and familics necessary to help them work through issues such as guilt, fear,
discrimination, pregnancy, and rejection and to help them cope with difficult situations such
as how and when to inform a child of his/her HIV status. Counselling must provide
confidentiality, be nonjudgemental, and include information about HIV and the woman's
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rights in regard to testing and care. Governments should also support and help mobilize
peer groups and self-help groups which provide additional valuable counsellmg and

support.

. Families need to be educated about the neurobiological developmental status of their
affected child as it changes over time, its impact on the child's social and emotional
responses, and how best to help him or her achieve a quality life.

. Consideration should be given to organizing respite (occasional and temporary)‘care and
foster care for HIV-infected children and siblings of such children whose parents are ill or
who have died. ‘

. Special programmes and initiatives are necessary to provide support for the needs of siblings
who are witnessing and experiencing the progression of HIV disease in parents and siblings.

. Children orphaned because of HIV disease should be guaranteed continuity of normal
development and support through adoption, foster care, or other appropriate home-based
provision. Where this proves impossible, domiciliary care must be provided, and normal
stimulation ensured for these children. Financial support must be provided for these
arrangements.

8. Welfare policies should include provision of flexible, non-discriminatory income support for
mothers whose economic situation has deteriorated as a result of HIV infection. ’

. Governments must ensure that haemophilia treatment centres provide sufficient medical and
psychosocial support for families with HIV-infected children with haemophilia. Chlldren
with other chronic haemotological disorders must also have such services.
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Statement by the chairman of the technical working group
on HIV/AIDS and pregnancy

Introduction

Achieving family health is a dominant objective in all societies, and reproductive health is an
important aspect of family health. Women and men must jointly take responsibility for
preventing the transmission of HIV to each other and maust also take responsibility for decisions
regarding reproduction and HIV transmission to their children.

A woman's right to make her own decisions concerning her health should be universal.

Current knowledge

In some countries, where the blood supply is not screened for HIV, infection through a blood
transfusion is of concern, particularly for women in regard to transfusions during pregnancy or
delivery or postpartum.

In some countries, the sharing of needles and syringes by intravenous-drug users may be the
most important mode of HIV transmission.

Although patterns vary worldwide, most women who become infected with HIV do so through
scxual contact. Women at risk of HIV infection need safe and effective methods for preventing
both HIV infection and pregnancy; currently, for those who engage in sexual intercourse only
one method of contraception — the latex condom, when used consistently and correctly — is
known to be effective for preventing both pregnancy and HIV infection. Condoms also protect
against most other sexually transmitted diseases, some of which may increase susceptibility to
HIV infection.

The risk of HIV transmission from an infected women to her fetus or infant is high — from 20%
to 40%, therefore, HIV-infected women who choose to prevent pregnancy will also prevent
paediatric AIDS cases.

There is no evidence to suggest that any particular method of delivery is associated with cither
a greater or lesser risk of transmission.

Infants born to HIV-antibody positive women can be at special risk because of the health
prablems of the mother.

Research priorities
Research is urgently needed on a numbecr of priority topics, including the following:

1. The psychosocial and cultural determinants of sexual behaviour and practices, desire for
pregnancy, and contraceptive use.

2. The behavioural determinants of consistent and correct condom use for prevention of both
pregnancy and HIV transmission.

3. The development of highly cffective chemical and/or mechanical barrier methods whose use
can be controlled by women for prevention of HIV infection and pregnancy.
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4. The tmpact of HIV infection on pregnancy and pregnancy outcome.

5. The impact of pregnancy on the health of HIV-infected women.

6. Risk factors for transmission of HIV to fetus.

7. The risks and benefits of breast-feeding by HIV-infected women in different cultural settings.

In carrying out such work, researchers should be conscious of and comply with research ethics
and respect for persons, including respect for their human rights.

Implications for policies and programmes

A woman's decision regarding whether or not to bear children is highly complex. The presence
of HIV infection is likely to complicate this decision even further. In all circumstances the
principle of respect for persons in the context of reproductive decision-making and HIV
infection should be applied.

Strong and consistent governmental support is critical to the success of programmesldesigned
to prevent HIV transmyission. In particular: .

1. Health-care programmes, especially those dealing with maternal and child health and family
planning, should be strengthened to help prevent HIV transmission.

2. The training of health-care wofkers, especially those who deal with pregnancy and
pregnancy prevention, should be strengthened so that they can adequately deal with all
relevant aspects of HIV infection/ AIDS.

3. Information, education, and communication programmes and activities on HIV prevention
should begin in early childhood.

4. All feasible measures should be taken to ensure that the blood supply is free of HIV, and to
ensure that blood transfusions are given only when clearly necessary.

5. Health promotion efforts to prevent initiation of intravenous and other drug use and to
encourage current users to stop should be initiated or strengthened.

6. Condoms should be promoted as the only effective method for preventing HIV infection for
couples at rigk.

7. Governments should support priority research.

Recommendations

Recommendations concerning reproductive decision-making and HIV need to be tailored to
individuals in their cultural setting.

1. All persons considering reproduction should be given effective education regarding
prevention of HIV infection.

2. All persens considering mproduction who are krnown to be at risk for HIV should be
counselled and offered testing.

3. All persons considering reproduction who are known to be HIV-infected should be
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counselled to enable thern to make decisions concerning reproduction on the basis of all
relevant information. Such persons should be supported in their decisions, and those who
decide not to reproduce must be assisted with reliable means of contraception.,

All persons should have access to the means to avoid becoming infected with HIV or, if
infected, to avoid infecting others. Such means include education, counselling, and provision
of condoms.

Pregnant women who are not known to be at risk for HIV infection should nevertheless be
cducated about HIV infection and be offered counselling.

Pregnant women who are known to be at risk for HIV should be counselled by their health-
care providers and offered testing along with their partners.

Pregnant women who are known to be HIV-infected must be offered emotional support and
counselling. Where induced abortion is legal and safe, women should receive adequate
counselling and support to enable them to make an informed, voluntary choice regarding
continuation of the pregnancy.

Pregnant women infected with HIV should be seen often by their health-care providers.

In conclusion, the right to reproduce is one of the most basic of all human rights. We must
ensure that the HIV pandemic does not undermine that right.
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Statement by the chairman of the technical working group
on diagnosis of HIV infection in women and children

introduction

HIV infection is being diagnosed in increasing numbers of women and children throughout the
world. The diagnosis in most cases is based on clinical iliness, and the vast majority of the WHO
global estimate of about 2 million HIV-infected wornen and children are still asymptomatic and
have not been identified.

Current knowledge

The diagnosis of HIV infection in adults is based on antibody testing; the presence of HIV
antibody (as determined by repeatedly reactive ELISA with a positive supplemental test, such
as Western blot or IFA) is considered diagnostic of HIV infection.

The diagnosis of HIV-related illnesses in women is based on epidemiological, chmcal and
laboratory findings. Epidemiological factors include such things as a history of exposure to
HIV-contaminated needles, sexual intercourse with a man whose HIV-antibody status is
unknown, multiple sex partners in geographical areas where HIV is prevalent, the presence of a
sexually transmitted disease, or transfusion of blood that had not been screened for HIV
antibody. Clinical assessment includes evaluation for specific opportunistic diseases as well as
nonspecific signs and symptoms that may indicate HIV infection.

Currently available HIV antibody tests cannot accurately identify perinatally acquired infection
in infants less than 18 months of age. Maternal HIV antibody, passed in utero to the fetus
regardless of whether infection is also transmitted, may persist for 15-18 months after birth.
Standard ELISA and Western blot tests cannot distinguish between maternally derived and
infant-derived antibodies.

Careful ¢linical follow-up with repeated antibody testing is the best and most widely available
means of diagnosing HIV infection in infants less than 18 months of age. Studies indicate that
approximately 30% of the infants whose mothers are HIV-infected will become infected before,
during, or soon after birth. As with adults, time from acquisition of infection to development of
observable signs and symptoms varies from 1 month to several years. Persistence and severity
of symptoms and lack of response to conventional therapy may be indicative of HIV infection.
Unexplained neurological abnormalities or regression of developmental milestones, recurrent
severe bacterial infections, lymphocytic interstitial pneumonitis, or opportunistic infections due
to cellular immunodeficiency are highly suggestive of HIV infection in children. Nonspecific
signs and symptoms that may be associated with HIV infection include generalized
lymphadenopathy, recurrent thrush, persistent cough, recurrent diarrhoea, failure to thrive,
hepatosplenomegaly, or unexplained fevers. Neoplastic diseases associated with HIV infection
are much less common in children than in adults.

Diagnosing HIV infection in infants older than 18 months of age, and in postnatally infected
infants is similar to diagnosing HIV infection in adults. After the age of 18 months, a positive
HIV-antibody test is indicative of HIV infection, With children as with adults, antibody testing
is the best laboratory diagnostic test (supported by a repeatedly reactive ELISA and a
supplemental test such as Western blot).
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Research priorities

1. Developrnent of sensitive and specific laboratory tests that can reliably identify HIV infection
in infants less than 18 month of age.

2. Evaluation of the paediatric AIDS case definitions to improve their sensitivity and specificity.

Implications for policy and programmes

Timely diagnosis is the foundation on which to develop treatment strategies, from the level of
the patient to the level of national health planning. Although diagnosing HIV infection in
infants is difficult at best, there remains the need for appropriate intervention. Furthermore,
with the development of improved therapy and the expansion of indications for treatment, such
as with zidovudine, the only effective treatment currently available, identifying asymptomatic
HIV infection in adults and infants will become much more important.

Recommendations

1. Each country/locality should develop a policy for offering women the opportunity to be
tested for HIV antibody. This policy should take into account the reproductive age group,
resources for counsclling and laboratory testing, availability of social and medical services
for women and children, and overall prevalence of HIV infection.

. Research on promising tests for diagnosing perinatal infection in infants less than 18 months
of age born to HIV-infected wornen should be adequately supported. This research is
urgently needed to develop sensitive, specific, and practical tests.

. Lack of tests to confirm infection in infants born to HIV-infected women should not preclude
developing programmes for the early identification of HIV infection and effective strategies
for prevention, health care, and intervention for potentially infected infants.

. Paediatric AIDS case definitions should be periodically evaluated to improve their sensitivity
and specificity.

- Emphasis must be placed on ensuring a safe blood supply in all countries. Laboratory tests
that can be practically used in settings with limited resources and lacking blood banking
facilities need further development.
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Statement by the chairman of the technical working group
on the implications of HIV infection/AIDS for health, education,
community and social welfare systems

Introduction

In the past decade many developing countries have increasingly focused attention on the social
circumstances and the health and development needs of women and children, with the result
that major improvements have been achieved, often with limited resources. Yet now, with the
HIV/AIDS pandemic, which WHO estimates has already directly affected over 1.5 million
women, many of the gains made in the health of women and children are being threatened. In
order to protect past achievements and reduce the potentially disastrous consequences of the
cpidemic, it is essential that strategies for the provision of services be accompanied by
prevention activities to protect women and reduce the risk of transmission of the virus to
children.

Current knowledge

Our knowledge of patterns of HIV transmission, particularly from woman to fetus/infant, has
widespread implications for the planning and implementation of maternal and child health
programmes.

In some parts of the world, health and social services are already stressed by HIV infection in
women of childbearing age, preghant women, and their children. In all parts of the world the
necd for services will grow. Increasingly children born to HIV-infected mothers are being
abandoned or orphaned early in life. By the year 2000 there will be hundreds of thousands of
orphans as a result of HIV infections.

Clearly parenthood is at the centre of all societies; nevertheless, recent studies have indicated
that women will make effective use of information and services related to reproductive health
when they are available. For example, in the last few decades, through the advancements of
family planning technologies and their accessibility through programmes, wornen have
acquired the means to make safer choices with respect to the timing, spacing, and numbers of
children they will bear. However, these choices have become increasingly difficult with the
emergence of the HIV pandemic. Moreover, women in many areas of the world still have great
difficulties in controlling their reproductive choices in the context of their rclauonshlp to their
partners and society in general. The challenge to our health and social institutions is to assist
these women by providing the information, services, and support that allow the free exercise of
choice, recognizing that many HIV-infected wommnen will choose to bear children. :

Research priorities

Researchers can contribute to national policy formulation and to individual welfare by focusing
on questions of concern to planners and to wornen faced with reproductive choices. Among the
priorifies for such research should be studies of the rigk factors for HIV transmnssmn
particularly

1. studies on the risk of transmission of HIV to and from health-care workers during prenatal
care and delivery, and

41




Repart on the International Canferance on the Implications of AIDS for Mothers and Children

2. studies on the cost-effectiveness of different approaches to providing health and social
services for HIV-infected women and children.

Implications for policy and programmes

The prospect of increasing needs for services for women of childbearing age and their children
raises numerous policy and programmatic questions. Optimal effectiveness and efficiency of
care for potential mothers and children can be achieved only through the provision of
comprehensive and coordinate services.

Services will be needed for:

women of childbearing age, who need access to counselling on risk behaviour and personal
risk assessment, voluntary and confidential HIV testing, and contraceptive services;
preghant women, who in addition to needing traditional prenatal care, need counselling for
risk assessment and HIV testing if desired, counselling and support for pursuing the various
options for dealing with identified HIV infection, and full access to appropriate management
of HIV infection;

women during delivery, reducing the risk to women of acquiring HIV infection from
avoidable blood transfusions and reducing the risk to health-care providers during delivery
(through the provision of gloves, for example) should be national and international
pricrities;

wOmen in the postpartum period, who need guidance on the importance of breast-feeding;
HilV-infected mothers (some of whom may be drug users or prostitutes) and their children at
a time when family and other structures ray not be doing so. In view of the disease and the
desirability of having children stay with their mother as long as possible, community and
home support services will be needed; and

for abandoncd or orphaned children and children in need of foster care; a major need is for
provision of accurate information to relatives or to potential adoptive or foster parents 0
that the children may lead, as far as possible, normal lives.

Early planning for the provision of all these services will be essential for optimal use of
resources. Anticipating needs will be facilitated by epidemiological assessment of HIV
prevalence through anonymous unlinked screening and sentinel surveillance.

There is considerable controversy as to the value of routine or mandatory linked HIV screening
of nepnates. Those who oppose such efforts note that current diagnostic tests identify only
maternal antibodies and that there is no definitive therapy for asymptomatic infants whose HIV
status is indeterminant. Proponents of screening believe that all children born to HIV-infected
women must be identified to permit postnatal clinical evaluation and early therapeutic
intervention. In any case, there is no justification for such a linked screening programme
without on-going ¢linical and social support for mothers and children.

Identification of the specific needs of women will best be done at the local level so that cultural
and social variations are reflected in plans. And it is essential that women and organizations
that spcak for them be involved in the planning and implementation of services. Because they
develop from within their peer populations, many cormrnunity groups or associations directed
at specific health or social needs have a great deal to offer to programmes directed at the
problern of HiV/AIDS in women and children. Such organizations are accepted by the
communities and populations they serve; they are not judgemental, and they often provide
scrvices to marginal, ostracized, or under-served groups whose needs are not being met by the
formal system.

Training of services providers should have two essential aims: first, education for protection of
patients and service providers from infection and, second, provision of information and support
0 that service providers will react appropriately to HIV-infected individuals. Such training
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should therefore address universal precautions for infection control as well as specific issues
related to HIV transmission and AIDS, including ethical considerations.

The educational systemn has a special role to play, particularly by the example that it can give
society as a whole in the provision of accurate information, in its use in developing institutional
strategies, and in the protection of the dignity of HIV-infected persons.

Avoidance of discrimination has been recognized to be a universally critical element in public
health measures for AIDS prevention and control. The public section will therefore need to exert
teadership so that infected mothers and their children have the same rights of access as their
peers to housing, employment, education, and the highest quality of health services that can be
provided with available resources. Secure systems to protect the confidentiality of information
about HIV-infected women and their children should be developed to cover health and social
service systems and educational settings.

Recommendations

1. Women must be given access
— toinformation and counselling for risk assessment;
- to voluntary and confidential testing for HIV infection;
— to information and support for personal choices about whether or not to become pregnant
and whether to continue or terminate a pregnancy where abortion is legal;
-~ to appropriate care for themselves and their children and for assistance in planmng for
the future care of their children.

2. Governments must take action to enhance the status of women if other actions to address
HIV in women and children are to succeed.

3. Policy-makers and planners should ensure that the needs for policies and services are
properly anticipated through the regular conduct of appropriate national and local
assessments of the potential call upon health and social services and education systems.

4. Responsibility for policy and planning must be assigned to a level in the government
hierarchy, nationally and locally, that has the authority to convene service providers from all
sectors and to take any necessary actions to ensure programme finding, coordmahon and
implementation.

5. The potential contribution of community-based organizations to the provision of services
should be acknowledged, facilitated, and supported ~ including financially.

6. Planning for recruitment, training, and in-service support of medical, paramedxcal and
social service staff is critically important in the planning of effective services.

7. In some locations the impact of AIDS will be such that special provisions will be needed for
the social welfare and education of orphaned and abandoned children.

Finally, international solidarity has been recognized as a key element in global efforts towards
AIDS prevention and control. The fact that in certain parts of the world many of the needs of
HiV-infected women and children may not be aquuatcly met is an ethical as well as econpmic
and organizational issue. If the transmission of HIV is to be limited, if the needs of those who
are infected are to be met, and if health-care workers are to undertake their professional
responsibility without unnecessary risk, a commitment of the resources of the international
community to those countries unable to meet the fiscal challenge from their own resources will

be required.
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Statement by the chairman of the technical working group
on the demographic and economic impact of HIV infection/AIDS
in women and children

Introduction

Egtimates and projections of the numbers and trends of HIV infections and AIDS cases in
women and children are important for resource allocation decisions and the planning and
development of health and social services, but women and children generally have not been
included in studies on the demographic and economic impact of HIV/AIDS. The lack of basic
information on the number of HIV infections and HIV-related illnesses in women and children
has scverely limited the developrnent of reliable projections in both the demographics and
economics of HIV/AIDS.

Current knowledge

Relatively simple extrapolation models may provide fairly reliable short-term projections of
AIDS cases. Some extrapolation models use statistical methods to project future AIDS cases
from the observed temporal curve of reported cases; however, such models cannot be used
where AIDS case reporting is markedly incomplete, as is the situation in many developing
countries. Alternatively, extrapolations may be based on estimates of the number of people who
arc infected with HIV (seroprevalence) and the length of time from acquisition of infection to
development of AIDS. The strength of this latter model is that it utilizes generally available
data. Seroprevalence data of varying quantity and quality are available for various populations
in most industrialized countries and many developing countrics. All extrapolation models have
projected large increases in numbers of cases of AIDS over the next several years; however, few
projections have been made specifically for women and children.

More complex, bio-behavioural models require detailed data, some of which are unobtainable,
to attempt to elucidate underlying mechanisms and interrelationships among epidemiological,
behavioural, and demographic variables. Although based on many estimates and assumptions,
such models could potentially provide programme planners with detailed estimates of multiple
factors that will affect the course of the pandemic. Estimates of demographic, economic, and
social consequences, as well as some indication as to the possible effects of different
interventions, might be made.

Although modelling of the AIDS pandemic and its demographic impact is in an carly stage,
some models have already provided valuable short-term projections of nurnbers of AIDS cases.
Using national estimates and available HIV serological survey data, WHO estimated that in
1988 at least 5 million persons throughout the world were infected with HIV. Using this global
estimate of HIV prevalence, WHO estimated that as of late 1989 over 600 000 cases of AIDS may
have occurred. Only about 10% of the AIDS cases in Africa and 70%-80% of the cases in
industrialized countries are believed to have been officially reported to WHO. If the simple
assumptions of the WHO extrapolation model are valid and if the estimated seroprevalence
levels are reliable, a cumulative global total of over 1 million cases of AIDS in adults ¢can be
expected by 1991,

Economic studies of the HIV pandemic have not addressed the special problems of women,
especially mothers, and children. Considerable work on the economic problem of HIV infection
in women and children remains to be undertaken. More information is urgently needed in order
to allocate resources for appropriate care of HIV-infected women and their children within the
framework of each country's health-care system.
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In industrialized countries, direct medical-care costs per child, especially infants, appear to be
higher than those per adult. This is due in part to the high cost of diagnosing AIDS in children.
Additionally, much of the cost of treating children is accrued because of the difficulty of finding
placement for them when their medical condition no longer requires thern to be hospitalized.

The few published studies suggest that the relationship between cost of care and per capita
gross national product remains relatively constant. National resources allocated to the care of
AIDS patients is proportional to a country's wealth.

In developing ¢ountries, the cost of taking care of a woman or child is more likely to depend on
family resources than it is in most industrialized countries. This is primarily a reflection of the
paucity of insurance mechanisms in developing countries. The ability of an extended family to
support the cost of care may be limited if several members have HIV-related disease. If
traditional family structures have broken down, resources may be even more scarce.

In contrast to the situation in industrialized countries, the indirect costs associated with AIDS in
women in developing countries are considerable. While only a small percentage of women arc
wage earners, they play a very important ¢conomic role as food producers and home-makers.
Although no data on the indirect costs of women with AIDS are available, the contribution of
women to the economy of developing countries is often estimated as equal to that of men in the
same age bracket.

The impact on health care systems is substantial in some regions, where women and children
constitute over half the population of AIDS patients. Before the HIV/AIDS epidernic, health
carc systems were already overburdened in many developing countries. Given the limited
ability t0 expand the capacity of these systems, the most important effect of ATDS is lzkely to be
displacement of persons with other illnesses.

Research priorities
1. Better data on women and children are needed to develop specific models.

2. There is a necd for data on the type and costs of long-term institutional care that will be
required as more women live longer.

3. There is need for estimates of the costs associated with HIV-related disease prior to
development of AID5 regardless of sex.

4. There have been very few estimates of indirect costs of AIDS because of lack of data on
occupations or earnings of people with AIDS.

5. Studies are needed to ascertain the cost of taking care of AIDS patients in developing
countries.

Implications for policy and programmes

Preliminary demographic projections suggest that there will be major increases in child
mortality rates in arcas with a high prevalence of HIV infection in women. AIDS has emerged
as the leading cause of death among young and middle-aged adult women in major cities in the
Americas, Western Europe, and sub-Saharan Africa. Economic findings indicate that in severely
HIV-affected areas, AIDS in women and children will consume more economic resources than
any other single disease condition in women and children.
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Recommendations

1.

The WHO extrapolation method should continue to be used in general and applied
specifically to mothers and children.

Research efforts should be continued on bio-behavioural modelling of the AIDS pandemic
because of the potential to provide detailed and important information on biological, social,
and behavioural determinants, as well as demographic, social, and economic conseguences
of the pandemic.

All countries need to systematically develop public health surveillance systems that will be
able to provide accurate and sufficiently detailed data on patterns, prevalence, and trends of
HIV infection and AIDS in wornen and children.

The costs of HIV infection in women and children should be evaluated in the context of costs
of other major discases to permit efficient allocation of resources to different disease
programmes. {This will require collecting use and cost data as discussed above for such
other discases.)

In some industrialized countries and in most developing countries, policies should be
developed to share more equitably the costs of taking care of HIV-infected women and their
children.
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