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NOTE 

The views expressed in this report are those of the partici,ants 
in the Regional Workshop on Counselling Children and AduiGS with 
Haemophilia with Special Reference to AIDS ann HIV Infectlon and 
do not necessarily reflect the policies of the World Health 
Org~nization. 

This report has been prepared by the Regional Office for the 
Western Pacific of the World Health Organization for governments 
of Member States in the Region and for the participants in the 
Regional Workshop on Coun3elling Children and Adults with 
Haemophilia with Special Reference to AIDS and HIV Infection, 
Tokyo, Japan, 22 to 26 August 1988. 
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1. INTRODUCTION 

The adJed bnden of chronic HIV infection is now impG.<ng 
severe demands on haemophilia care services, both in terms "f 
clinical treatment and psychosocial support. v:V and AIDS 
associated with haemophilia treatment have sigr.{ficantly set back 
the progress made in this area during the 1970s. . 

The emergence of the AIDS epidemic and its rapid p;~gression 
from what was thought to be a regional problem to a global 
pandemic has highlighted the problems associated with haemophilia 
treatment involving the use of blood and blood products. Today, 
although three relatively distinct patterns of AIDS epidemiology 
have emerged, transmission of the virus via bloo.:! transfusions and 
coagUlation factors prepared from blood has occurred in most 
regions and countries. 

In some areas, however, the use of blood transfusions and 
blood products in haemophilia treatment has been more extensive 
than in others, in part reflecting the quality and coverage of 
haemophilia care services available in those countries, as well as 
the differential use of blood products according to the severity 
of haemophilia. Where services are available, the most severe 
cases have prompted more frequent and extensive use of blood 
products. 

The infection of people with haemophilia with HIV infection 
has had immediate implications for their sexual partners, and 
their children. Up to 10% of spouses of infected persons with 
haemophilia are known to have been infected as a result of sexual 
transmission. The risk of their offspring being infected is 
estimated to be in the order of 50%. 

A Regional Workshop on Counselling Children and Adults with 
Haemophilia with Spe~ial Reference to AIDS and HIV Infection was 
held at the International Convention Hall, National Cancer Centre, 
Tokyo, Japan, from 22 to 26 August 1988. The agenda is attached 
as Annex 1. 

Twenty participants from 9 countries and areas, 3 
facilitators from 2 countries, 2 temporary advisers and 5 WHO 
staff attended the meeting (Annex 2). 

2. OPENING REMARKS 

On behalf of the Spe~ial Representative of the 
Director-General, Dr T. Umenai, Director, Disease Prevention and 
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Control, presented the opening remarks. He noted that in Japan, 
most of the AIDS cases were among haemophiliacE. In Brunei 
Darussalam and Hong Kong, a high proportion of HIV positive 
antibody reactors had been detected (20-35.6%) among 
haemophiliacs. Children and adults with haemorhilia frequently 
have to be given anti-coagulant factors VIII ard IX prepared from 
plasma, and in some instances blood transfusior. Unfortunately, 
some of those persons had received elements that were contaminated 
with HIV, or blood from individuals infected with HIV. 

Dr Umenai also stated that counselling was an extremely 
important approach, and it not only provided information and 
education in a personal manner but helpe1 HIV-infected persons and 
those associated with them to understand their situation. 
Furthermore, it enabled them to ~ccept and fulfil their 
responsibilities, particularly with regard to the prevention of 
HIV transmission. With guidance, patients could identify their 
medical, financial, educational and psychosocial needs, examinf3 
alternatives for ameliorating their situation, select realisti,~ 
solutions and implement them. 

Haemophiliacs were at special risk of acqulrlng HIV 
infection, because of the nature of their treatment. Those who 
had already acquired the infection, or were liable to acquire it, 
faced grave problems requiring counselling. The workshop would 
provide an opportunity to learn about the counselling needed by 
children and adult haemophiliacs who may acquire AIDS or HIV 
infection. 

3. OBJECTIVES 

The objectives of the workshop were: 

1. To review the problem of haemophilia, safety of 
coagulant factors and blood supply in participating 
countries; 

2. To review the counselling activities currently in 
operation in each country; 

3. To provide an introduction to the principles of 
counselling; 

4. To identify, describe and review with participants how 
these principles could be adapted to the needs of people 
with haemophilia in the context of HIV infection. 
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4. ACTIVITIES AND FINDINGS 

4.1 Magnitude or the problem 

Rep~rting on the incidence and prevalence of haemophilia is 
irregular, and the reliability of those reports that are available 
may vary considerably between and within different areas or given 
countries. Although there is ad hoc rep~rting of HIV infection 
and AIDS among persons with haemophilia, there has been no 
systematic screening of people with haemophilia and regular 
surveillance activities have not been established. This lack of 
surveillance has implications for monitoring the safety of blood 
products. In many countries, national registries for haemophilia 
have not been set up and many health and laboratory facilities are 
currently ill-equipped to diagnose haemophilia. The lack of 
information on haemophilia may also reflect the high perinatal 
mortality associated with haemophilia where treatment facilities 
are limited. 

Where diagnostic facilities are well developed, statistics 
indicate that the incidence and prevalence of haemophilia in one 
place are similar to those found in other parts of the ~orld. 
Thus, for example, in Japan, there are currently 5 000 people with 
diagnosed haemophilia which is in keeping with the expected 
prevalence (approximately 1:10 000 male). There is reason to 
believe that if adequate facilities for diagnosis and reporting of 
haemophilia were available in other countries in the Region, 
similar prevalence would be found. 

4.2 Haemophilia care services 

The type and quality of haemophilia care services currently 
available in the Region also vary considerably from country to 
country, and between urban and rural areas. In some countries, 
few if any services are currently available, while in others there 
are relatively well developed programmes. The attention given to 
haemophilia care may reflect the relative importance given to 
haemophilia in the context of other, more prevalent public health 
problems and the high cost of haemophilia care. The cost of 
haemophilia care is increasing rapidly as a result of the need for 
a more complex treatment of blood products. Over the past twelve 
months, the cost of Factor VIII has doubled and its availability 
has become more limited. The development of comprehensive 
haemophilia care programmes in poor countries can therefore be 
expected to continue to be limited. M~y of these same countries 
may also not have been able to develop the type of genetic 
counselling services that might otherwise have helped control the 
incidence of haemophilia. 
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As in other parts of the ~orld, the emergence of HIV and 
HIV-related diseases in the Region have highlighted the urgent 
need to deal with the problem of exposure to HIV through treatment 
of coagulation disorder. However, it should be ncted that the 
prevalence of HIV infection and AIDS in the Western Paoifio Region 
(Pattern III by the WHO definition) is low. Moreover, where the 
routine diagnosis and treatment of haemophilia has not been well 
developed, the likelihood of exposure to HIV through infected 
blood and blood products such as Factors VIII and IX is also 
likely to have been low. In some countries, it may be more 
appropriate in the first instance to meet the need for primary 
prevention and care of haemophi1ia, and the development of 
appropriate haemophilia care services, than to emphasize the need 
for HIV!AIDS counselling in haemophilia care programmes. On the 
other hand, there are some countries in the Region, euch as Japan, 
Australia, New Zealand and Hong Kong, where haemophilia treatment 
programmes are relatively well established and where the use of 
blood transfusions and coagulation factors has been implicated in 
the infection of relatively large numbers of haemophilia patients. 
This is particularly so where imported blood and blood products 
have been used, or where there have been delays in setting up 
routine screening of blood donations. In these countries, 
therefore, the need for HIV!AIDS counselling within existing 
haemophilia care programmes is already evident from the point of 
view both of prevention of onward transmission and of helping 
those already infected work with their condition in the most 
positive fashion possible. 

4.3 Counselling services 

Irrespective of the magnitude of the AIDS!HIV problem, the 
routine management of haemophilia requires and should be 
complemented by counselling services. Counselling is a means of 
providing systematic and focused psychosocial support and 
information (adapted to individuals and family circumstances) to 
individuals and their families. The objective of counselling is 
to stimulate and support problem-identification, problem
definition, problem-assessment and resolution by the individual 
and family concerned in a way that improves their ability to cope 
with a particular condition or set of problems. It is equally 
designed to enhance their independence, and to improve their 
ability to continue to be integrated within society, socially and 
economically. With regard to AIDS and HIV, counselling is 
directed toward prevention of onward transmission of the virus. 
It also involves helping individuals and families with such 
matters as employment, legal issues, financial matters, housing, 
and transportation, and medical referral. The development of 
counselling services should reflect individual country 
characteristics, needs and resources. While a number of common 
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principles and themes should be recognized in all counselling 
programmes, services should be designed according to the 
characteristics of the communities to which they are addressed, 
taking into account such characteristics as ethnicity, religion, 
socioeconomic background, cultural traditions and attitudes toward 
health care and health care services. 

Where AIDS and HIV are already a problem, related counselling 
services should reflect the epidemiology of HIV and AIDS, 
especially its current or anticipated prevalence. It is important 
that models of counselling that have been developed in other parts 
of the world should not be incorporated without due consideration 
to what the existing or anticipated needs in the countries in 
question are likely to be. 

Counselling services should be based on the fact that in the 
cases of haemophilia and of HIV infection, the quality of life can 
be significantly enhanced even though curative therapies are not 
available for either condition. It has been shown that where 
adequate and comprehensive counselling and social support are 
provided in conjunction with medical care, the life expectancy of 
people with haemophilia has increased significantly over the past 
20 years. When counselling and social support is provided as p~rt 
of a comprehensive care model, psychological morbidity can be 
reduced and the social functioning of people with haemophilia 
enhanced. Family functioning is also significantly supported and 
enhanced through counselling programmes that respond to the need 
for the pefson with haemophilia to lead a normal social and 
economic life with as much autonomy as possible given the 
continuing need for medical monitoring and care. 

The fact that large numbers of people with haemophilia have 
in some countries, been infected with HIV as a result of routine 
haemophilia care and treatment now imposes an additional need for 
counselling. Counselling deals with sexual transmission of HIV 
and transmission through such activities as sharing of needles and 
syringes, donation of blood by sexual partners, and the handling 
of materials that have come in contact with HIV-infected blood. 

Acknowledging that haemophilia is a hereditary disease 
possibly affecting multiple males in the family, HIV has brought 
inordinate stress to these families, requiring specific 
understanding of family dynamics and an added need for counselling 
for the nuclear and extended families. 

In those centres where health care staff are providing 
services for people with haemophilia and where there is a known or 
suspected risk of HIV infection in the local haemophilia 
community, counselling support should be provided to physicians, 
nurses and others treating or managing people with haemophilia. 
Counselling for health care staff should take into account the 
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anxiety and stress experienced by health care workers who handle 
blood and blood products, and who may be at risk of frequent 
needle-stick injuries. It should also deal with the fact that 
many health workers involved in haemophilia treatment experience 
considerable guilt feelinss because many people with haemophilia 
have been infected inadvertently as a result ot treatment. It 
AIDS/HIV related counselling is to be effectively integrated into 
ongoing haemophilia services, it will be necessary to identify and 
alert key haemophilia care physicians who are then able to draw 
upon and coordinate other resources. Other starf such as nurses, 
physiotherapists, social workers and laboratory technicians will 
need to be trained to function as multi-disciplinary teams in 
which all are aware of the need for counselling and are able to 
provide it. 

Where haemophilia care services are already well established, 
it will be important to ensure that close liaison is 
maintained. Where new services are being set up, they should seek 
to build on and work in conjunction with other existing programmes 
relevant to this problem. This is especially so where resouroes 
are limited and the potential for recruitment and training of new 
staff is small. Maintaining a close liaison between services will 
tacilitate consistency of approaches, guidelines, reporting and 
monitoring. 

4.4 Recruitment and training for counselling 

Although most caring professions have developed ad hoc 
counselling procedures, there are tew examples of systematic 
application of psychosocial counselling. A distinction should be 
made between providing education and information (which is an 
essentially didactic and one-way process) and counselling, which 
is designed to establish a dialogue to enhance problem 
identification, decision making, behaviour change and problem 
solving. Similarly, few health care systems have formulated 
programmes tor training start in counselling. As a result, 
counselling approaches vary considerably in both ideology and 
quality. 

While the entire health care team should ideally have some 
training in counselling, it is evident that the range of tasks 
involved in counselling require an extensive commitment ot time 
and energy. To assume that clinicians and other health workers 
with major responsibilities for other important tasks can take on 
a principal role in counselling, may be to underestimate the 
importance of counselling. Wherever possible, haemophilia/HIV 
treatment programmes should seek to designate individuals who will 
assume the major responsibility tor counselling. 

/-
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Within most health care systems, it may be possible to 
identify individuals who can be provided with specialized training 
in counselling. Training programmes in counselling should be 
introduced, however, for all health care staff, be this through 
in-service training schemes or through integration of counselling 
in training curricula. Seminars, workshops and development and 
adaptation of instructional materials are required in most health 
care systems. 

Although it may be possible to identify individuals and 
disciplines within existing health care infrastructures who can be 
trained as counsellors, it may be necessary to recruit new staff 
who have pre-existing skills, especially adapted to the needs of 
counselling. Social workers, for example, should be given high 
pri.)rity together with psychologists and others familiar with the 
psychosocial needs of individuals and families and ways of meeting 
those needs. 

In many countries, schools of social work familiar with and 
experienced in training for counselling already exist. Where this 
is so, these should be encouraged to prepare students specifically 
for AIDS/HIV counselling as it relates to haemophilia and other 
related conditions. Training modules dealing with counselling 
should also be incorporated into other health care worker training 
curricula to the extent possible. These modules should recognize 
the different tasks that need to be performed and the limitations 
that are inherent in many job descriptions and situations. 
Emphasis should always be placed on the team approach and the 
establishment of referral principles and procedures. 

4.5 Financial reguirements 

The setting up of counselling services will require a 
commitment of substantial funds. While social support and some 
counselling can be provided by health care workers, family and 
other institutions specialized in counselling will require new 
investments in recruitment and training. Monitoring of the 
effectiVeness of counselling will be useful in justifying initial 
and continuing financial support. 

4.6 International resources 

In many countries, nongovernmental as well as governmental 
bodies already exist that can help in setting up haemophilia/HIV 
related counselling services and training programmes. In addition 
to these national groups, there are also a number of 
internationalbodies that can and should be drawn upon for 
technical and coordination support. In the specific area of 
haemophilia, the World Federation of Haemophilia and its national 
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affiliates has already begun to make a survey of what services are 
available, what needs are merging, and what national or regional 
institutions can provide support to national governments and 
associations. In the area of AIDS prevention and control the 
World Health Organization's Global Programme on AIDS is working 
closely with national AIDS prevention and control committees to 
set up national programmes including the formulation of medium
term plans and mobilization of resources to finance them. It is 
actively involved in training programmes, the development of 
educational materials and the formulation of guidelines in a 
variety of AIDS-related areas. From the perspective of blood 
transfusion programmes, most countries, in collaboration with the 
International Red Cross, have Red Cross societies whose 
responsibility is to provide blood transfusion services including 
routine testing of blood donations. At both national and 
international level the coordinated activities of these 
organizations such as the WHO-Red Cross "Blood Initiative" should 
be used to support the setting up of haemophilia-oriented 
programme s. 

5. CONCLUSIONS 

In view of the above, the Workshop came to the following 
conclusions: 

(1) Urgent steps must be taken to improve the identification, 
rep::>rting and monitoring of AIDS and HIV infection in 
haemophiliacs. 

(2) The need and value of counselling should be recognized as an 
integral part of haemophilia care and steps should be taken 
to set up the necessary services. 

(3) At both national and international levels, resources should 
be allocated to support, enhance and monitor the development 
of counselling services and training programmes. 

(4) Strategies should be developed for the prevention and control 
of the further spread of HIV infection among sexual partners 
and children of infected persons, using counselling 
procedures that involve the frank discussion of sero status 
and safer sex. 

(5) Urgent steps should be taken to improve the reporting and 
monitoring of HIV infection and AIDS in this popUlation and 
to improve the relationship between national surveillance and 
reporting systems and the World Federation of Haemophilia. 
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PROVISIONAL AGENDA 

1. REGISTRATION 

2. OPENING CEREMONY 

3. INTRODUCTION OF PARTICIPANTS AND FACILITATORS 

4. GLOBAL SITUATION AND EPIDEMIOLOGY 

5. MEDICAL ASPEGTS: STATE OF THE ART 

6. COUNTRY REPORTS 

7. SOME DILEMMAS FOR PATIENTS, FAMILIES AND STAFF 
IN HAEMOPHILIA CARE 

8. THE PLACE OF COUNSELLING IN HAEMOPHILIA CARE 

9. PURPOSES AND EXPECTATIONS OF THE WORKING GROUPS 

10. IDENTIFYING ISSUES AND NEEDS FOR CHILDREN, 
AD~LESCENTS AND ADULTS WITH HAEMOPHILIA 

11. PSYCHOLOGICAL AND SOCIAL ASPECTS OF MEDICAL CARE 

ANNEX 1 

12. PREPARATION EXERCISE FOR COUNSELLING CULTURAL ISSUES 

13. PROBLEM DEFINITION AND PRC,BLEM SOLVING SKILLS 

14. FORMULATION OF PRELIMINARY CONCLUSIONS 

15. GROUP REPORTS 

16. PREVENTION OF HIV TRANSMISSION, SEX AND 
SEXUALITY AND CHILDBEARING 

17. TRANSMISSION, SEXUALITY AND CHILDBEARING 

18. HEALTH CARE SERVICES AND HEALTH WORKERS: 
RESOURCES AND RESPONSES 

19. IDENTIFYING AND MOBILIZING RESOURCES FOR SUPPORT 
AND COUNSELLING 

20. REPORTS 
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Annex 1 

21. COUNSELLING SERVICES AND TRAINING NEEDS 

22. COUNSELLING AND TRAINING NEEDS 

23. FORMULATION OF CONCLUSIONS 

24. FINALIZATION OF CONCLUSIONS 

25. WORKSHOP EVALUATION 

26. ADOPTION OF CONCLUSIONS 

27. AWARDING OF CERTIFICATES 

28. CLOSING CEREMONIES 

29. FIELD TRIP 
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