
problem of surveillance the WHO/Bangui definition has been
useful, but the time has come for its reappraisal.

ANGUS NICOLL
Consultant Epidemiologist,
HIV, Hepatitis, Sexually Transmitted Disease Division,
PHLS AIDS Centre,
Communicable Disease Surveillance Centre,
London NW9 5EQ

JAPHET KILLEWO
Head, Department of Epidemiology and Biostatistics,
Muhimbili University College of Health Sciences,
Dar es Salaam,
Tanzania

1 World Health Organisation. Provisional WHO clinical case definition for AIDS. Wkly Epidemiol
Rec 1986;62:72-3.

2 De Cock K, Selik R, Soro B, Gayle H, Colebunders RL. AIDS surveillance in Africa: a reappraisal
of case definitions. BAJ7 1991;303:1186-88.

3 World Health Organisation. Acquired immunodeficiency syndrome (AIDS)-data as at 1 October
1991. Wklvl Epidemiol Rec 1991;66:289-90.

4 Gilks C. What use is a clinical case definition for AIDS in Africa? BMJf 1991;303:1189-90.
5 De Cock K, Colebunders R, Francis H, Nzilambi N, Laga M, Ryder R, et al. Evaluation of the

WHO clinical case definition for AIDS in rural Zaire. AIDS 1988;2:219-21.
6 Chin J. Public health surveillance of AIDS and HIV infection. Bull World Health Organ

1990;68:529-36.
7 World Health Organisation. Unlinked anonvmous screening for the public health surveillance ofHIV

tnfections. Proposed international guidelines. Geneva: WHO, 1989. (GPA/SFI/89.3.)
8 Global Programme on AIDS. Sentinel HIV surveillance, Central African Republic. Wkly Epidemniol

Rec 1991;66:257-9.
9 Ministry of Health, United Republic of Tanzania. National AIDS control program. AIDS

Surveillance Report no 4. March, 1991.
10 Gill ON, Adler MW, Day NE. Mionitoring the prevalence of HIV. BMJ 1989;299:1295-8.

Parent support groups

Doctors should work closely with them

Being told that your child has special needs and disabilities is
probably one of the most painful experiences that a parent
may have to go through.' No matter how carefully the
problems and the prognosis are explained, this may not be
enough-as this week's personal view shows (p 1208).2 Many
families will be devastated and feel very isolated.

Contact with other families with similarly affected children
may be comforting-firstly, because they have shared similar
experiences and, secondly, because they are not professionals,
who are often perceived as too busy or intimidating. Finding
these other parents may be difficult, and many parent support
groups have been set up to facilitate this. Now the charity
Contact a Family has published a directory of specific
conditions and rare syndromes in children together with their
support networks.3 This is an invaluable source of informa-
tion for all those looking after children with chronic disorders.
All families should at least have the opportunity of establish-
ing contact with other families-even if they do not want to
take it up. Some of those who do will be upset and confused by
well intended support, a problem that those who run the
groups will need to recognise.
The value of parent support groups extends far beyond just

providing support for families. Many parents want to help
advance the understanding of their child's condition, and
support groups may provide substantial funds for research.
They can also provide information for all those caring for
affected children. Some families are eager for more informa-
tion, which health professionals may also find useful. Helpful

practical advice about all aspects of management can be
compiled.

Support groups may have a role in improving medical care,
although this has not yet been fully recognised. Many parent
support groups hold meetings for all parties concerned to
discuss problems. Speakers may include parents or patients
talking about their own experiences and views in their own
terms. I doubt if there is a doctor who could not learn from
listening to such a talk. Having to sit through the talk of a
parent who has lost children under your care can be a
chastening experience. This is an important form of audit.
The potential value of a coordinated voice of patients and
parents to improve all aspects of care should not be underesti-
mated. With the emphasis on the patient's voice it may not be
so easy for managers and the government to ignore issues of
underfunding, poor service, and inadequate facilities.

Doctors tend to be suspicious of parent (or patient) power,
but they should recognise the importance of these groups.
They have a valuable contribution to make, and we should all
work closely with them.
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