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1. Name of the international nongovernmental organization 
(hereinafter referred to as "the applicant") 

SIDS International (in English only) 

(N.B. SIDS is an acronym for sudden infant death syndrome, also known as "cot death" or "crib 
death".) 

2. Address of headquarters and name of person(s) to whom correspondence should 
be addressed 

Mrs Hazel Brooke 
Chairman 
c/o The Scottish Cot Death Trust 
Royal Hospital for Sick Children 
Yorkhill 
GB - Glasgow G3 8SJ 

Tel: 0044 141 357 3946 
Fax: 0044 141 334 1376 

3. General objectives of the applicant 

To work towards the implementation of the following International Recommendations [of the applicant]: 

Autopsies 

1. Every baby dying suddenly and unexpectedly should have a thorough autopsy undertaken by an 
appropriately trained pathologist (paediatric if possible). 

1 Based on reply to questionnaire submitted by the applicant on 26 July 1995. 

The designations employed in this document are those which have been used by the nongovernmental organization 
itself and do not imply the expression of any opinion whatsoever on the part of the WHO Secretariat concerning the legal 
status of any country, territory, city or area or of its authorities or concerning the delimitation of its frontiers or 
boundaries. 
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2. Preliminary results of the autopsy should be given to the parents by an appropriate individual 
either by telephone or letter within 24 hours of the autopsy. 

3. Either the pathologist, paediatrician or general practitioner should be available，free of charge, 
to explain the final medical results to the parents. 

Emergency Responders 

4. All emergency responders and in particular the police should receive appropriate training in 
crisis intervention and interviewing techniques. 

Parents Working with Researchers 

5. Parents should be given the opportunity to participate in responsible SIDS research projects. 

Notification of Parents ' Groups when SIDS Occurs 

6. Within 24 hours of a SIDS death emergency responders, civil authorities and/or the appropriate 
health professionals should hand to all newly bereaved parents information about their SIDS 
organisation. 

7. Emergency responders, civil authorities and/or the appropriate health professionals should ask 
newly bereaved parents if they would like to have their names, addresses and phone numbers given to 
their local SIDS organisation. 

Non-SIDS Parents 

8. Those families whose infants have died suddenly and unexpectedly of a cause(s) identified at 
autopsy should receive care and support from appropriate health professionals and organisations. 

9. Those families concerned about the possibility of a SIDS death occurring should receive 
appropriate information and support. 

Parent Contact 

10. All parent supporters should have training or at least guidelines for their work. They should 
have access to support and advice. 

Continuing Support 

11. Health professionals and parent contacts should provide SIDS families with care and support 
services for as long as is needed. 

Community Education 

12. Community and public awareness programmes should be conducted by the SIDS organisation in 
order to create a sensitive and compassionate environment for SIDS families. 

4. What are the main activities of the applicant? 

-Organize an international conference for parents, researchers and health professionals approximately 
every two years. 
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-Mee t as a working party for two days prior to each international conference. 

-Share ideas and information regarding research, counselling and education trends, and fund-raising. 

-Support members and encourage both full and individual membership. 

- A c t as an international voice on SIDS-related issues pertaining to research, counselling, support and 
education. 

-Collect information including international statistics and research updates. For example, the applicant 
has gathered information on the rate and standard of infant autopsy in Europe, and level of health 
care professional training on the subject of SIDS. It has undertaken the task of keeping as accurate 
statistics as possible on the SIDS rate worldwide. 

一 Develop policies on sponsorship and other SIDS-related issues approved by SIDS International. This 
has led to the preparation, for example, of international autopsy and death scene investigation 
protocols, a computerized database on tissue collection and an electronic bulletin board for SIDS 
researchers. 

-Advocate that research into SIDS be funded and promote discussion and dissemination of 
information about research. The exchange of research information on potential risk factors has led 
to a large reduction in the SIDS rate in most countries where accurate statistics are kept. This has 
resulted in a drop from, on average, 2.5 deaths per 1000 live births from SIDS to 0.7. 

5. How do the objectives and activities of the applicant relate to the General 
Programme of Work of WHO? 

The Ninth General Programme of Work (covering the period 1996-2001) gives maternal and child 
health as one of WHO's highest priorities. SIDS is already the biggest single cause of death in infants over 
the age of one week in developed countries. As infant mortality in the less developed countries is reduced 
to 10 or 12 per 1000 live births, SIDS will emerge as a prominent cause of death. The role of WHO will 
involve implementing, through public health networks, changes in practices to prevent SIDS. The efforts of 
a number of WHO Member States over the past five years have centred on "Reduce the risks" campaigns 
which have already resulted in drops of up to 60% in the SIDS rate in certain countries. Continuing 
collaboration can contribute to the implementation of appropriate recommendations worldwide. 

6. Specific interest with reference to the work of WHO 

(a) Please list the activities which the applicant has carried out jointly with WHO 
during the preceding period of working relations 

The Third SIDS International Conference (Norway, August 1994) was organized in collaboration with 
and cosponsored by WHO. The opening address was presented on behalf of the WHO Regional Director; 
and the maternal and child health policy was presented at a workshop held at the same time as the conference. 

At the request of the WHO Regional Office for the Americas, the applicant participated in the Tenth 
Congress of the Latin American Pediatric Association (Costa Rica，October 1994). An example of a 
successful outcome of the facilitating role played by WHO is that the applicant was able to help in the 
creation of a national association of Argentina and a "Reduce the risks of SIDS" campaign in Buenos Aires. 

In addition to the above, there is a regular exchange of information on matters of mutual interest, and 
contacts are maintained. 
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(b) Please specify those programmes and activities of WHO with which the 
applicant will wish to be associated in future, and give details of planned 
collaborative activities with WHO 

It is planned to collaborate with the Regional Office for the Americas in the organization of the Fourth 
SIDS International Conference (United States of America, June 1996) as well as the global strategy meeting 
which will follow the conference. 

Building on its participation in the 1994 Congress of the Latin American Pediatric Association, and with 
the encouragement of WHO, the applicant has approached the International Pediatric Association (a 
nongovernmental organization in official relations with WHO) with a request to consider the possibility of 
organizing a panel discussion on SIDS at its next congress. 

The applicant would like to collaborate with WHO in identifying strategies for educating parents and 
health care professionals on steps to reduce the risk of SIDS. 

7. (a) Does the applicant advocate any special health measures or procedures? 

Research indicates that the risks of SIDS can be significantly reduced if the following infant care 
practices are observed: 

-Babies are placed on the back or side for sleep. 

-Mothers avoid both active and passive smoking during pregnancy, and infants are kept in a smoke-
free room during the first year of life. 

-Overheating of babies is avoided. 

In addition, there is some evidence that not breast-feeding may be a risk factor. 

(b) Has the applicant any special reservations as to treatment or health 
procedures? 

No. 

8. History of the applicant 

The first meeting of a group of parents who had lost a child to SIDS (from Belgium, Denmark, France, 
Germany, Luxembourg, Netherlands, United Kingdom and United States of America) took place in October 
1985 following an international workshop entitled "SIDS, practical management of infants at high risk" 
organized with the support of the WHO Regional Office for Europe and the Belgian Association for the Study 
of Sleep. At a second meeting of parent associations in May 1987，inter alia’ a set of recommendations was 
approved and it was decided to form an international group to be called SIDS Family International. 
Guidelines were adopted in lieu of a constitution at a Business Meeting held prior to the First SIDS 
International Conference in April 1989. Since then the applicant has formally adopted its name as stated 
above and organized regular international conferences, those in 1992 and 1994 being cosponsored by WHO. 
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9. Membership 

(a) List member/affiliated organizations, giving the countries in which they are 
established and the total number of persons who are members of each of these 
member/affiliated organizations 

A list of national members is given in the Annex. 

(b) Do member/affiliated organizations pay contributions to the applicant? 

The only contribution is an annual fee of US$ 20 for the biennial newsletter, which is waived for those 
unable to pay. 

(c) Are there other types of membership of the applicant such as individual 
members, associate members? 

Individual membership is obtainable on payment of the newsletter fee. However, such members have 
no vote. 

10. Is the applicant affiliated to any other international nongovernmental organization， 
or to an organization of the United Nations system? 

No. 

11. Addresses of all branch or regional offices of the applicant 

Not applicable. 

12. Structure 

(a) Policy-making bodies such as conference, governing body, executive 
committee 

13. 

_ Business Meeting attended by all members. 

-Executive Committee, elected at the Business Meeting and composed of the Chairman, Deputy 
Chairman, Secretary, Conference Chairman and up to two other members. 

(b) Frequency of meetings, with date of the last meeting of each 

The Business Meeting is held biennially, the last occasion being July 1994. 

The Executive Committee meets annually, the last occasion being April 1995. 

Officers 

Mrs H. Brooke Chairman 
Mrs F. Price Deputy Chairman 
Mrs E. Bishop Secretary 
Mrs M. Brown Conference Chairman 
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Mrs В. de Bruyn Executive Member 
Mrs J. Eggen Executive Member 

There are no paid officers or staff; all work is voluntary. 

14. Can officially designated representatives speak authoritatively for the membership 
on matters concerned with the stated purposes of the applicant? 

Yes. 

15. Finances 

Officers work on a voluntary basis and any expenses are met by their national organizations; likewise 
national organizations pay the expenses of their delegates to Business Meetings. The biennial international 
conference has its own budget for which the host country is responsible. 

16. Publications 

The newsletter issued twice a year together with conference reports, in English. 

17. Documentation 

A copy of the applicant's Guidelines has been provided and is held by the Secretariat. 



EB97/NGO/WP/1 Annex 1 

COUNTRY/AREA 

Australia 

Austria 

Belgium 

Canada 

Denmark 

Finland 

France 

Germany 

Hungary 

Ireland 

Italy 

Japan 

Netherlands 

New Zealand 

Norway 

Portugal 

South Africa 

Sweden 

Switzerland 

United Kingdom 

United States of America 

Zimbabwe 

ANNEX 

MEMBER/AFFILIATED ORGANIZATION 

National SIDS Council of Australia 

SIDS Austria 

Maatschappelijke Zetel SIDS 

Canadian Foundation for the Study of Infant Deaths 

Landsforeningen Spaedbarnsdoed 

Finnish SIDS Foundation 

Naître et Vivre 

GEPS Germany 

SIDS Csecsemokori Hirtelen Halál 

Irish SIDS Association 

Seeds for SIDS 

SIDS Family Association in Japan 

Vereniging Van Ouders van Wiegedood Kinderen 

Cot Death Association 

Norwegian SIDS Society 

Instituto de Medicina Legal de Lisboa 

Cot Death Foundation (RSA) 

The Swedish SIDS Association 

SIDS Schweiz 

Foundation for the Study of Infant Deaths 
Scottish Cot Death Trust 

The SIDS Alliance 

National SIDS Foundation 

NUMBER OF 
MEMBERS 

2 217 

78 

Nos not provided 

2 250 

600 

400 

3 300 

600 

121 

363 

Nos not provided 

638 

Nos not provided 

1 232 

1 320 

Nos not provided 

450 

2 658 

247 

8 000 
850 

50 000 

11 

N.B. SIDS organizations exist in Argentina and Slovakia but have not yet fulfilled the criteria for acceptance 
into full membership. 


