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. « . to deliver effective therapy to people with
hemophilia throughout the world.

World Federation of Hemophilia Decad
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T hzs t%'agedy should not exist

R L/ endly exists

to help bring treatment to people
with hemophilia throughout the

world.
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Mission of the World Federation of Hemophilia

Founded in 1963, the World Federation of Hemophilia (WFH) is a federation of national .
member organizations representing over 70 individual countries.

To achieve this mission, the WFH offers medical, psychosocial, scientific and technical
support to affected families through its various centres of expertise.

The WFH:

2
3
4
5

defines clear, long-term goals,

energizes volunteerism and interested organizations,

encourages the provision of resources to achieve the goals,

organizes appropriate activities and

promotes the reputation and esteem of the organization.
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“Ancient prophets have said ‘where there is no vision, the people perish’. Our vision for
the World Federation of Hemophilia is of a world where all persons and families affected by
hemophilia have access to modern comprehensive care. A cure is on the horizon through
genetic engineering. The WFH requires a comprehensive plan to
achieve its vision. This plan assures that the WFH will not perish.
We are excited about the bright future.”

Charles J. Carman
President
World Federation of Hemophilia

July 1992
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The Decade Plan

In 1989 the World Federation of Hemophilia started a process to develop a strategic p’la’n,
which would carry it into the 21stcentury. InApril of 1990 fifty-four experts in
the medical treatment and research of hemophilia, and national leaders of hemophilia
associations, metin Paris to start the planning process. They began with the identification
of critical issues and concerns affecting the global comprehensive care of persons with
hemophilia and their families. Since Paris, subsequent work sessions in Washington
DCin 1990, and in Barbados in 1991, and ongoing activity by strategic planning units as
well as ad hoc task forces have produced the WFH Decade Plan.

The Decade Plan will be the foundation from which the World Federation
of Hemophilia will turn its vision into reality.
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Organization of the Decade Plan

The Decade Plan is organized as follows:
e Five goals have been identified.
e FEach goal has Results Oriented Programmes (ROPs).
There are eighteen ROPs.
. e Fach ROP has actions to achieve its objective.

There are seventy-three actions.

The following diagram illustrates the organization:

Within the text, each of the five goals is followed through to its action
sequence.
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WTFEFH Decade Plan

The Goals

T [Zs 1B encourage and foster the highest possible levels of ‘
diagnosis, comprehensive care and support for persons with hemophiliaand
related disorders, for all countries throughout the world.

TR help initiate and assist programmes to address the
local factors which restrict access to areas of comprehensive care for persons
with hemophilia and their families in the developing world.

A iilA encourage the education and training of direct care
givers as well as persons with hemophilia, their families, concerned
organizations and the general public, using the most appropriate means.

T 8 promote research and development of the medical
treatment of hemophiliaand related disorders, and encourage the development
of the technology base for this support.

at globai regmnal and national levels.
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ROP 1.1 Provide support to all persons with hemophilia throughout the'
world, irrespective of the politics of their country. V

Actions

| 1.1 After review of relevant United Nations and Helsinki documents,
propose a resolution supportive of this ROP forapproval by the WFH M
General Assembly and the World Health Organization demandingof 7 by
all governments that the health needs of persons with hemophilia be /

met. » 7.
,W
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Promote the dignity, image and self-esteem of persons with
hemophilia.
Actions

. 1.2.1 Developaglobal statement on human rightsfor persons with hemophilia.
_,Jj.2.2 Encourage and support National Member Organizations to promote
- advocacy of equal rights before their governments.

/ 2;41.2.3 Promote a philosophy of positive concepts and images in WFH

publications.

NUEENIEN

%{ - 1.2.4 Develop a logo in accordance with this philosophy. ‘/

——
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ROP 1.3 Promote comprehensive state-of-the-art treatment, including
accurate diagnosis and clotting factor prophylaxis, where
appropriate, for all persons with hemophilia and related disorders
and their families.

Actions

|.3.1 Establishand regularly update a processto define the elements of state- /
of-the-art comprehensive care and counselling for persons with -

KA ™ -~ f} Ny
,zi/ by 0P ALy
hemophilia and related disorders and their families.

Promote the dissemination of information on state-of-the-art, (\/)x
comprehensive care. o |

Facilitate the process of monitoring provision of comprehensive care
in relation to methodology, resources and performance appraisal.

Encourage surveillance programmes for the early detection and
elimination of side effects of treatment.

Define criteria for detection of hepatitis and chronic liver disease and
its complications and pro‘rr;ote programmes for management.

Disseminate information on options for the treatment of clotting factor
inhibitors.

Develop and disseminate guidelines for the prevention and treatment
of musculoskeletal disorders.

o 8
Encourage the development of guidelines and facilities for sports and
recreation.

j” / i/ 5 1.3.9 Develop and disseminate guidelines for psychosocial care.

=
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Er{tbumge theavailability of safe, virus free, effective and affordable
replacement therapy in sufficient quantity.

Actions

l.4.1 Collaborate with the World Health Organization
Society of Blood Transfusion and the International
Cross and Red Crescent Societies, in pr

. blood transfusion services to ensure

, the International
Federation of Red
"omoting the development of

regular and adequate blood
donations and to generate safe and effective methods of collection,

processing, distribution and transfusion of blood and blood components.

_1.4.2 Recommend guidelines for the safety of both donors and r

ecipients of
“plasma products and upda& this annually or as needed,

|.4.3 Develop a comprehensive examination of all sources and processes

for replacement therapy products with involvement of industry, blood
transfusion centres, and other interested parties.

therapy, recognizing problems of affordability in many countries.

Investigate the feasibi lity of facilitating the cost-effective provision of safe
clotting factor concentrates to developing countries.

&
4 Establish criteria to help choose type of product for replacement \/

" and disseminate
echnologies, including recom
nd their potential impacton t
cement therapy.

information concerning developing
binant clotting factors and gene therapy,
he worldwide availability of products for
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ROP 1.5 Promote programmes for prevention of humanimmunodeficiency
virus (HIV) infection and optimum care of persons with hemophilia
and their families.

Actions

Ak Y - 1.5.1 Continue to monitor the demography of HIV infection in order to
b D Claas,”
predict future impact on the hemophilia population.

fk/{"w }f < 0 1.5.2 Encourage provision of medical and psychosocial care for HIV infected
| 5 G, o ‘uz%’/v”fm Ddt;ents and their famlhes

g .3 Emphasize the need for safe blood products.

) k/a.e.

£, dn c;&L54 Coordinate joint action with the Global Blood Safety Initiative (GBSI).

5.5 Encourage National Member Organizations and hemophilia centres to
provide individual counselling on safer sexual practices.

5/\‘4}%"// /:«fz él u;%.‘z

A C 5 M)f:WLé 6 Educate health care workers and those treating persons with hemophilia

. about safety precautions.

5.7 Facilitate availability of information about HIV infection and AIDS in key
languagegg

fs ) Tz, , 1.5.8 Encourage National Member Organizations to support persons in
J ) g g pport p

neighbouring countries by sharing experiences and identifying key
people to help in the management of HIV infection.

|
,
!
!
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 Promote the availability of desmopressin for all those w
benefit from it.

ho might
1.6.1 Encou rage the identification of potential beneficiaries of desmopressin.
1.6.2 Promote the worldwide distribution of desmopressin.

[.6.3 Encourage the World Health Organization to desi

gnate desmopressin
on the Model List of Essential Drugs.

h———————
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rsuade government and health authorities in developing
countries to recognize hemophilia as an important health and
cial concern and to commit human and financial resources.

Actibns

2.1.1 Explore ways of linking hemophilia care to other major health care
issues, particularly inherited hematological disorders.

A 2.1.2 Request members and friends of WFH to identify people who
influence health care policy in developing countries.

initiating comprehensive hemophilia care in developing countries.

Workwith indigenous organizations and the World Health Organization,
International Society of Blood Transfusion, International Society of
Haematology, International Federation of Red Crossand Red Crescent

Societies, and the International Society of Thrombosis to promote
initiatives for hemophilia care.

2.1.3 Encourage authorities in developed countries to take active roles in \/
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hemophilia and their families in the developing world.

Actions

Moy // }gj 722,10 Set up§ processto define and review basicstandards of comprehensive

{'j ({wfw‘@) care for persons with hemophilia and their families.

o

2.2.2 Establishaprocesstoidentify countries and locations inwhich hemophilia
® care meets with basic standards and those which do not meet the

standards.

_2.2.3 Recommend plans for initiating and maintaining programmes in those \/
(7 /L’Cdmv\_ countries or locations not meeting basic standards of care. x

L}
S
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a process to facilitate the selection of countries or
locatlons which may be targeted for expanded hemophilia care.

I Define criteria to identify target countries or locations.

3.2 Recommend programmes and resources and monitor progresﬁn o
target countries or locations.
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I Provide afull range of communication modalities about hemophilia
in a culturally sensitive and easily understandable manner for
medical, paramedical staff, patients and families of patients.

Actions

30 Publish WFH documents and publications includingLLife Paths, Hemophilia
World, and others in at least one more language.

3.1.2 Develop programmesto design easily understandable materials forthe

education of persons with hemophilia, their families and their health R
care providers.
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ROP 3.2 Facilitate the education of medical and paramedical staff ‘abou
particular needs of persons with hemophilia. ‘

Actions

3.2.1 Encourage the development of programmes to aftract and support
medical and paramedical professionals to be trained inthe management
of hemophilia and related disorders.

3.2.2 Develop and facilitate programmes to foster basic and clinical research
in hemophilia and related disorders.
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xpand the International Hemo
network to further focus WFH ed
_in the developing world.

philia Training Centres (IHTC)
ucational and training activities

. Actions

Determine current and potential Capabilities of the IHTC network.

 3.3.2 Determine the organizational requirements to fulfill an expanded role,

3.3.3 Develop an action programme to

implement necessary IHTC
network changes.

R
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The WFH will: promote research and development of the
" medical treatment of hemophilia and related disorders, and

WITN0841030_0036



WITN0841030

.1 Supportand encourage scientific initiatives and research targeted
at implementing a cure for hemophilia.

- Actions

4.1.1 Gatherand disseminat&nowledge of scientificinitiatives and research,
’ including advances in gene therapy.

4.1.2 Facilitate the speedy deliver%:)f the appropriate technology to persons x'
with hemophilia as soon as a cure becomes available. 4
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demographic database.

Actions

4.2.1 Encourage national registries for persons with hemophilia.

4.2 Gather basic global demographic information on persons with
hemophilia and their families and their treatment centres.

4.3 Develop the data systems required.
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Eni:oﬁrage the provision of a tiered comprehensive network of

‘laboratories to provide diagnostic, treatment monitoring and
genetic analysis services.

Actions

4.3.1 Define coagulation laboratory tests for diagnosis and treatment
monitoring.

4.3.2 Promote and use standards and quality control.

4.3.3 Togetherwith collaboratinglocal

agencies, developtraining programmes
for laboratory staff.

4.3.4 Define levels of laboratory services in relation to local hemophilia care.

4.3.5 Promote collaboration and communication between the different
levels of laboratory service.

. 4.3.6 Define and disseminate DNA analysis protocols for carrier detection

and prenatal diagnosis in collaboration with the World Health
Organization.

4.3.7 Promote education on procedures of
~ counselling.

o5 Disse

genetic analysis and associated

minate DNA storage guidelines to all relevant institutions.

ork with the World Health Organization and other

international
organizations in this area,

WITN0841030_0039
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orgamzatlons at global reglonal and natlonal Ievels.
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Mie‘d’ify the structure and organization of WFH to accomplish the
 goals.

" Actions

5.1.1 Review the mission statement and implement any necessary changes
in order to reflect the purpose and goals of the WFH in the 1990s.

5.1.2 Review the role, structure and relationships of WFH between the
Executive, Council, General Assembly and committees, and implement
any necessary changes.

WFH.

5.1.4 Review the WFH Constitution and implement any necessary changes
approved by the General Assembly.

5.1.5 Develop and implement a fund raising programme suitable for and
appropriate to the needs of the organization.

5.1.3 Consider the establishment of an international youth council of the /
S

6 Create a regional structure in line with the WHO model.

" Determine the appropriate role and possible presence of the WFH in U)
Geneva.
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. _ROP 5.2 Establish and support National Member Organizations (NMOs).

, - Actions
v 5.2.1 Define the criteria for NMOs' accreditation.

ﬁf ° 5.2.2 Support NMOs in the pursuit of their national goals. W 7
NMew, ( /”"ug_i_;c 5.2.3 Facilitate communication between NMOs throughout the world. 4
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OP 5.3 Define, publish and promote polic
. current issues.

_ Actions

5.3.1

y statements on significant

Eevelop and implement a policy setting process which is efficient,

expeditious and responsive to the needs of persons with hemophilia
and their families.
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Implementation

Strategic planning requires the continued commitment of dedicated individuals if
objectives are to be fulfilled. The global challenge isto help provide comprehensive care
to all families with hemophilia. In orderto fulfill this challenge, each ACTION inthe WFH
Decade Plan will be assigned to anindividual. This man or woman, with proven expertise
in the care of hemophilia, will be chosen from the world community. He or she willthen
be responsible for an Action Task Group which will set targets and timing to achieve
progress. :

Such isthe continuing enthusiasm of the members of the original Strategic Planning Units,

which first convened in Parisin 1990, that they will continue to monitor the programme.
: " Ultimate audit and responsibility for the success of the Decade Plan will be with the
| President, the Executive and the Council. They will act in concert with the National
Member Organizations, whose will is expressed through the General Assembly of the
World Federation of Hemophilia.
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1L Support of the Decade Plan

sm, dedication and volunteerism alone cannot lead to the success of this Plan.
olunteers together with their financial supporters, and in particular the Industry
r}Sustaining Donors and the other companies and organizations which continue to

ovide financial help and expertise, will do everything they cantofulfillthe Goals set out
the Decade Plan.

ndividuals and subcommittees working on each of the 73 act;
gistic support. Implementation of each action will need f
roblems will have no hope of resolution without substantial,

ons will need continuing
nancial resources. Some
ongoing financial support.

quarters. The Executive will be solely responsible

g of Action Task Groups. It will also be responsible for
the setting of priorities consistent with monies donated.

On behalf of affected families worldwide, the Wor

Id Federation of Hemophilia seeks help
der to meet its global challenge.

upport will make a difference to the

quality of human life, creating opportunities
with hemophilia and their famil;

es to enjoy full and productive fives.

GRO-C

Charles ] Carman

President
World Federation of Hemophilia
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Industry Patvon Sustaining Donors

The World Federation of Hemophilia is grateful to all who provide financial support to
meetits objectives. Special recognitionis due to the industrial group identified as Industry
Patron Sustaining Donors. As this designation implies, these donors are committed to
sustaining their annual support at a significant financial level. It is their Patronage
that helps the Federation towards the fulfillment of its Mission.

As of July 1992 the Industry Patron Sustaining Donors are:
- Aima-Biagini-Sclavo P Mymakonn y //Wﬂ %&’é‘”
_ Alpha Therapeutic Corporation \@Z@,&v«ﬁ _
— Armour Pharmaceutical Company bl
_ Baxter International/Hyland Divison SP
< Behringwerke AG K¢
Mileslnc. ¢ ¢ .
. Quantum Health Resources Inc. 39

e iﬂW kS
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ollowing participants gathered in Paris (France), Washington, D.C, (USA) and
10s (West Indies) as members of Strategic Planning Units (SPUs), and contributed
'de\zelopment of the Decade Plan for the World Federation of Hemophilia. In
tion, many other colleagues from around the world contributed to the development,

ouis M. Aledort

Dr Roberto Cordero
Sinai School of Medicine

World Federation of Hemophilia Executive
Y Mexico Hospital
osé Alonso Gémez Costa Rica

Federation of Hemophilia Executive

] Mr Bruno de Langre
ish Federation of Hemophilia

French Association of Hemophilia
France

Dr Shelby L. Dietrich

Huntington Hospital Hemophilia Center
USA

Dr E.M. Essien

National Institute for Medical Research
Nigeria

ferkel Andersen
sh Haemophilia Society
rk

Dr Bruce L. Evatt)

~ Centers for Disease Control
USA

/
Q{" ANy Dr Gamal S. Gabra
‘F ) International Federation of
%S'

Red Cross & Red Crescent Societies
Switzeriand
Dr W. Nigel Gibbs
World Health Organization
Switzerland
Dr Marvin Gilbert {
Mount Sinai School of Medicine
USA
Dr Augusto L. Gonzaga
Sociedade Luiz Fernando Baré
Brazil
Mr Anthony Goodwin
New Zealand Hemophilia Society
New Zealand
Dr Lily Heijnen
Van Creveld Clinic
Netherlands
Dr Michael Heim

The Chaim Sheba Medical Center
Israel
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Mr Helmut Heisig
Austrian Haemophilia Society
Austria

Dr Margaret Hilgartner
~~ Cornell University Medical Center
USA
Dr Parttraporn Isarangkura
Ramathibodi Medical School
Mahidol University
Thailand
Dr Peter Jones
" Royal Victoria Infirmary
United Kingdom
Dr Cyril Karabus

South Africa

Dr Carol Kasper
Orthopedic Hospital
USA

Dr Peter B.A. Kernoff
The Royal Free Hospital
United Kingdom

Dr Craig Kessler
George Washin on UmvchIty

Dr Peter H. Levme
| Medical Center of Central Massachusetts
4 USA
4 Dr Jeanne M. Lusher
_~ Children's Hospital of Michigan
USA
Dr Titika Mandalaki
= Laikon General Hospital of Athens
Greece

Dr Pier M. Mannucci
—"CWorld Federation of Hemophilia Executive

A. Bianchi Bonomi Hemophilia

& Thrombosis Centre

Italy

Dr Guglielmo Mariani

University of Rome

taly

Mr William Mindell

Canadian Hemophilia Society

Canada

Red Cross War Memorial Children’'s Hospital

Mr Declan Murphy
Executive Director
World Federation of Hemophilia
Canada
Mr Brian O'Mahony
Irish Haemophilia Society
Ireland
Ms Carolyn Patrick
~~ Olson & Patrick
USA
Dr lan Peake
~ Royal Hallamshire Hospital

United ngdom ( Z

Dr F. Eric Preston
_~" Royal Hallamshire Hospital
United Kingdom

Dr Kevin A. Rickard

Roval Prince Alfred Hospital
Australia

Mrs Jennifer Ross

Haemophilia Foundation of Australia

Australia
Dr Klaus Schimpf

WITN0841030

P"’z"ce.)

World Federation of Hemophilia Executive
Heidelberg Rehabilitation Foundation

Germany
Dr Sam Schulman
- Karolinska Hospital
Sweden
Mr Edmond Secq
Belgian Haemophilia Society
Belgium
Dr Uri Seligsohn
Ve Ichilov Hospital
Israel
Dr Cees Th. Smit Sibinga
Stichting Rode Kruis Bloedbank
Netherlands
Dr Yvette Sultan
7 Hépital Cochin
France
Dr Ahmed H. Youssef
Kuwait Hemophilia Committee
Kuwvait

—(Dod L\/ch@
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lember Organizations

ding, the World Federation of Hemophilia consisted of six national member
ations. Today more than 70 nations are striving to improve the quality of life for
with hemophilia and are active contributing members in the Federation

ational member organizations:

Iceland People's Republic of China
India Peru
Indonesia Philippines
Iran Poland
Ireland Portugal
Israel Republic of Korea
Italy Russia
Jamaica Singapore
Japan Slovenia
Kenya Somali Democratic Republic
Kuwait South Africa
Luxembourg Spain
Malaysia Sweden
Malta Switzerland
Mexico Thailand
Netherlands Trinidad/Tobago
New Zealand Tunisia
Nicaragua Turkey
Nigeria United Kingdom
Norway United States of America
Pakistan Uruguay
| Venezuela

Zimbabwe
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Bangkok, Thailand

Basel, Switzerland

(9]

Buenos Aires, Argentina
Chapel Hill, NC, USA
Helsinki, Finland
Kremlin Bicetre, France
Leuven, Belgium
London, UK

 Los Angeles, CA, USA
Malmd, Sweden

ilan, Italy

12
[3
14
I5
[6
7
18
19
20
21

22

WITN0841030

tronal Hemophilia Training Centres

has formed International Hemophilia Training Centres in many major cities.
‘es educate persons with hemophilia and physicians in the treatment of the

New York, NY, USA
Oxford, UK

Paris, France
Philadelphia, PA, USA
Rio de Janeiro, Brazil
Rochester, MN, USA
San José, Costa Rica
Sydney, Australia
Tokyo, Japan

Vienna, Austria

Worcester, MA, USA
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childven can go to school
men can work, supporvtand
raise their famalies.

Life can be normal.

World Federation of Hemophilia Decade Plan . . .

. . . answering the challenge.
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World Federation of Hemophilia

For additional information please contact:

Mr Declan Murphy

Executive Director

World Federation of Hemophilia
4616 St. Catherine Street West
Montreal, Quebec H3Z 1S3

Canada
Tel: GRO-C
Fax: i GRO-C

© World Federation of Hemophilia 199:
No material in this booklet may be reproduced without the w
World Federation of Hemophilia.

Design and artwork: David Houghton, Audio Visual Centre, the University of Nexvcas;!e ' Kingdom.
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