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EUROPEAN ASSOCIATION FOR HAEMOPHILIA AND ALLIED DISORDERS

WHAT IS EAHAD

• Multidisciplinary association of 
healthcare professionals

• Members include doctors, nurses, 
physiotherapists, social workers, 
psychologists, reserachers, etc. from 
across Europe

• Established in 2007

• Based in Brussels, 3 staff
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EAHAD IN THE BEGINNING
• 2005: Interdisciplinary Working Group (IWG) established

• Comprised of 45 clinicians from 15 European countries

• Steering Committee members included Jan Astermark (SE) and Jorgen 
Ingerselv (DK). Patient input from EHC and WFH. Nurse involvement.

Haemophilia 2005;11:433
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EAHAD IN THE BEGINNING

• IWG decided on 3 areas of focus:
Provide care in an environment of cost constraint 

 European Principles of Haemophilia Care

Haemophilia (2008), 14, 361-374 – free access via EAHAD website

Develop the next generation of haemophilia specialists 

 European Curriculum for Thrombosis and Haemostasis 

Haemophilia (2009), 15, 337-344 – free access via EAHAD website

Reduce the potential risk of treatments

 European Haemophilia Safety Surveillance Scheme (EUHASS)
• www.euhass.org
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EAHAD IN THE BEGINNING

IWG also recommended that a permanent organisation be formed:

“Its aims would be to promote 

collaboration in clinical 

practice, research, 

pharmacovigilance, 

dissemination of knowledge, 

education and training.”
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EAHAD TODAY

• Annual Congress

• Nurses Committee

• Physiotherapists Committee

• Working Groups:

• Psychosocial Professionals

• Women and Bleeding Disorders

• Research Grants

• Coagulation Factor Variant Databases

• European Haemophilia Centre 

Certification

• EUHASS
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EAHAD CONGRESS

• Held every year in early February

• 3-day meeting (Wed-Fri) with focus 
on clinical management

• Single-track of sessions so everyone 
hears the same message. No 
exhibition.

• Pre-Congress Day for nurses, 
physotherapists, and psychosocial 
professionals since 2017.

HELSINKI, 2015: 1276 participants

MALMÖ, 2016: 1653 participants

PRAGUE, 2019: 2612 participants

AMSTERDAM, 2008: 190 participants
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EAHAD 2020 CONGRESS

• In 2020, specific 
registration category for 
patient advocates with 
reduced registration fees.

More info:
www.eahadcongress.com

• Early-bird deadline:
27 November 2019



1

NURSES COMMITEE
• Est. 2014

• Publications:
o European Curriculum for Nurses 

Working in Haemophilia Care
Haemophilia (2016), 22, 103-109

o Guidelines on factor 
administration via IV or CVAC
eahad.org/nurses-guidelines

• European Nurses Network
o To join, email: 

nurses@eahad.org
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PHYSIOTHERAPISTS COMMITEE
• Est. 2015

• European Physio Network
o Regional coordinators –

hub & spoke approach
o 270+ physios in 29 

countries
o To join, email: 

physio@eahad.org

• Published “Scope of practice of 
haemophilia physiotherapists: A 
European survey”
o Haemophilia (2019), 25, 514-520

Findings: Role, autonomy, and training of 
physios varies greatly across Europe. 
Impact on patients’ access to care



1PSYCHOSOCIAL PROFESSIONALS 
WORKING GROUP

• Est. 2018

• Psychologists and social 
workers

• Survey to be sent out this 
month on access to 
psychosocial services for 
bleeding disorders patients



1WOMEN & BLEEDING DISORDERS 
WORKING GROUP

• Est. 2018

• Aims:
o identify research priorities 

to address unmet needs of 
women with bleeding 
disorders

o Publish European 
Principles of Care for 
Women-Specific Bleeding 
Disorders

Multidisciplinary group - haematologists, 
gynaecologists, nurse, psychologist, patient
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RESEARCH GRANTS
• Since 2017, 6 grants awarded, 

€ 300,000 total

• Scientific projects on inherited 
bleeding disorders

• Topics to date:
o Inhibitors
o VWD
o Fibrinogen disorders
o Ankle pain

o Effort to support early-career 
investigators



1COAGULATION FACTOR VARIANT 
DATABASES

Online, publicly available 
databases listing known 
genetic variants for: 

o FVIII, 
o FIX, 
o FVII,
o VWF

Visit: dbs.eahad.org
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EAHAD & EHC

• Partner organisations representing healthcare professionals and patients, 
respectively

• Close collaboration, MoU

• Joint publications & positions statements
• European Principles for Inhibitor Management
• Statement on novel therapies & on Brexit

• Joint advocacy visit to Baltic countries in 2015

• Collaborators on EUHANET, EUHASS, and European Centre Certification



ABOUT EUHANET
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WHAT WAS EUHANET?

• Project funded by European Commission from 2012-2015

• Co-funding from pharmaceutical industry

• EAHAD, EHC + many other partners

• 4 projects in 1:

o Haemophilia Central website

 Including Haemophilia Centre Locator

o Certification of European Haemophilia Centres

o EUHASS

o Rare Bleeding Disorders Database
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HAEMOPHILIA CENTRAL

www.haemophiliacentral.org
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HAEMOPHILIA CENTRAL
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HAEMOPHILIA CENTRAL
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HAEMOPHILIA CENTRAL
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HAEMOPHILIA CENTRAL



1

HAEMOPHILIA CENTRAL
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HAEMOPHILIA CENTRAL
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HAEMOPHILIA CENTRAL



1

HAEMOPHILIA CENTRAL
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RARE BLEEDING DISORDER DATABASE

• Prospective study on fibrinogen and FXIII deficiency 

• Run from Milan

Visit:
eu.rbdd.org
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EUHASS

• Pharmacovigilance program to monitor the safety of treatments for people 
with inherited bleeding disorders in Europe. 

• Haemophilia treatment centres report adverse events directly to the 
EUHASS website and regular surveillance reports are produced.

o 4 quarterly reports

o 1 annual report

EUROPEAN HAEMOPHILIA SAFETY SURVEILLANCE
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EUHASS

• Monitor safety of treatments for PWH and other inherited bleeding 
disorders in Europe.

• Inform clinicians, regulators and other interested parties of the treatment 
patterns and adverse events reported for these patients in Europe.

• Set up a publicly available directory containing information and 
publications lists for all the clotting factor products used in Europe to treat 
haemophilia and other inherited bleeding disorders. 

AIMS:
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EUHASS

• Not-for-profit

• Initially 60% EU funded
• Now 100% industry funded

• Funding cycle 2019-2021: 
Continued funding from 10 companies: Takeda, Bayer, BPL, CSL 
Behring, Kedrion, Novo Nordisk, Octapharma, Pfizer, Sobi and Roche

FUNDING:



euhass.org



Centres participating 94

Countries participating 30

Patients 44,306

Events reported
Allergic reactions 200

Transfusion transmitted infections 0

New inhibitors 601

Thromboses 284

Malignancies 705

Deaths

TOTAL

1285

3075

EUHASS EVENT REPORTING 
AGGREGATE DATA FROM 2008 TO 13 NOVEMBER 2019



• Denmark – 2 centres: Aarhus and
Copenhagen
Centre for Haemophilia and Thrombosis

Aarhus University Hospital
Hemophilia Centre Copenhagen

• Estonia – no centre
• Finland – 1 centre: Helsinki

 Coagulation Disorders Centre, Helsinki

• Iceland – no centre
• Latvia – 1 centre: Riga

 Latvia National Centre of Haematology

• Norway – no centre
• Sweden – 3 centres: Gothenburg,
Malmö and Stockholm

Coagulation Centre, Sahlgrenska University
Hospital, Gothenburg

Koagulationscentrum Malmö

Coagulation Unit, Karolinska University
Hospital, Stockholm

EUHASS PARTICIPANTS –
NORDIC COUNTRIES

Info on how to join: 
livia.boagiu@eahad.org



1HC LOCATOR



HOW IT WORKS

Visit: hclocator.org

Type in your location: 
country, city or street 
address. The more 
precise the better!

The 5 closest European 
Haemophilia Centres will 
appear 
(listed by proximity)



EXAMPLE 1



EXAMPLE 1



EXAMPLE 1



EXAMPLE 2



EXAMPLE 3



HC LOCATOR ON THE ROAD

Planning a holiday?

HC Locator includes centres
across Europe (426), in Canada, 
Australia, and New Zealand 
(38).



HOMEWORK ASSIGNMENT

Visit HC Locator and look up 
your country/city

Is the information there? Is it 
correct? Is it complete?

If not, please send us an 
email at info@eahad.org

We will then send you a form 
with the information we need
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HAEMOPHILIA CENTRE CERTIFICATION

• Aimed at establishing a network of haemophilia centres to work 
together on a number of related projects to improve the care of European 
citizens with inherited bleeding disorders.

• Started in 2013 with the development of a standards document:
o Collection of available documents from Member States
o Review of literature
o Consultation on key issues
o Validation of criteria and principles for the production of the 

standards
o Standards production and further consultation
o Approval of the standards

BACKGROUND:



HAEMOPHILIA CENTRE CERTIFICATION
WHAT IS A HAEMOPHILIA CENTRE?

• 409 “haemophilia centres” in Europe

• No acceptable definition

• Great variability
• Severe haemophilia patients per centre: >350 vs <5
• Laboratory: 24hr inhibitors vs no FVIII even during day
• On call care: 24hr every day vs no emergency care

• Centres per country: 80+ vs 1

• Names: Haemophilia centre, Comprehensive care centre, Expert centre, 
Centre of Expertise, Reference centre



• Review of all available standards and national schemes

• Extensive consultation

• Agreement on EHCCC and EHTC

• Development of a standards document

• Development of pro-forma for submission

• Review of applications by panel of doctors, nurses and patients

• Decision on satisfaction of criteria

• Certificate issued

ESTABLISHING CERTIFICATION PROCESS





• Available at www.euhanet.org. 
Soon will be available on eahad.org under “Projects”

• Comprehensive

• Covers all areas of haemophilia care

• Defines what is expected from EHCCC and EHTC

• Key areas:
• Number of patients
• Range of expertise
• 24/7 care
• Laboratory support

CERTIFICATION GUIDELINES
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HAEMOPHILIA CENTRE CERTIFICATION

Two categories of centre:

European Haemophilia Comprehensive Care Centre (EHCCC)
• 40+ severe patients*
• 24/7 haemophilia specialist care
• Specialist laboratory
• Specialist nurses, doctors and physiotherapists

European Haemophilia Treatment Centre (EHTC)
• 10-40 severe patients

* Patients should be seen at least once annually and normally followed up by that centre
to be included in the count



• It is expected to be offered by EHCCC

• Haemophilia expert on call

• Definition of “expert” difficult

• Centres asked to list the individuals (medical team)

• The experts providing the 24/7 will be listed on the web.

24-HOUR CARE



Centres can download the application form at www.euhanet.org. (Soon to be 
at www.eahad.org )

The application must be filled in completely and signed. Certain sections 
(indicated on the form) are made available publicly.

Completed forms must be sent to certification@euhanet.org

Applications are then reviewed by a multidisciplinary review committee:
• EUHANET representative
• EAHAD representative
• EHC/Patient representative 
• Nurse representative

The review committee will come back with an answer: 
• EHCCC designation – Certificate issued
• EHTC designation – Certificate issued
• Refusal

APPLICATION PROCESS



20 page 
document with 
many sections 
for comments



• In 2019, 2 centres were certified, bringing the total count of certified 

centres to 144 in 33 countries:

o 36 EHTCs - European Haemophilia Treatment Centres 

o 108 EHCCCs - European Haemophilia Comprehensive Care Centres

• 1 centre is currently under review

CURRENT SITUATION



LIVE MAP OF CERTIFIED CENTRES



CERTIFIED CENTRES - NORDIC COUNTRIES



• Initial certificates were for 3 years – started to expire in 2017

• Annual extension until new system in place
oAsk centres to check and re-confirm publicly available information 

before re-certification

• Will continue to be managed by EAHAD and the EHC

• Applications still accepted and reviewed

RE-CERTIFICATION



• Implement audit visits to certified centres

• Will begin with a pilot project to be launched in 2020 or 2021

• Centres that already have national audits in place will not be 
included in pilot

FUTURE PLANS



• Patient safety – novel therapies – need expertise and 24-hour 
laboratory – should be managed in a CCC

• Participation in surveys – sent out to certified centres – countries 
without these centres & their patients get left out

• Funding considerations / Recognition of European body may 
have impact

WHY CENTRE CERTIFICATION MATTERS



COMMENTS?

QUESTIONS?

SUGGESTIONS?

THANK YOU FOR LISTENING! 
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