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Requirement for Certification 

• Great disparity in access to treatment in 
Europe 

• Clear and identifiable gaps in access to 
comprehensive care 

• Lack of clear definition of what constitutes a 
comprehensive care centre or a treatment 
centre 

• Certification could lead to accreditation and 
peer reviewed external audit 



GDP per Capita (€)  v FVIII per Capita  



Organisation 

• Optimum organisation on a national basis: 

• National Treatment protocols 

• National register 

• Designated national centre 

• Clearly designated comprehensive care and 
secondary centre’s to meet demographic 
requirements of people with haemophilia 
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Organisation 

• 22 of 35 Countries surveyed do not have a 
system for classification of their treatment 
centre’s 

• 17 of the 35 do not have a recognised national 
treatment centre  



EAHAD Principles of care 

1. Establishment of a central haemophilia organisation in each 
country with supporting local group 

2. National Haemophilia patient registries 
3. A network of multidisciplinary comprehensive care centres and 

complementary haemophilia treatment centres 
4. Partnership of health care professionals and patients in the 

delivery of haemophilia care 
5. Safe and effective concentrates at optimum treatment levels 
6. Home treatment and delivery 
7. Prophylaxis 
8. Specialist services and emergency care 
9. Management of inhibitors 
10. Encouragement of education and research 



Availability of Specialist Services 
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Deficiencies in Comprehensive Care 

 Sometimes or Never available : 

 

• Social and Psychological support- 20 countries 

• Pain management – 19 countries 

• Rheumatology – 16 countries 

• Genetics – 15 countries 

• Physiotherapy – 12 countries 

 



Benefits of Certification 

• Resources and expertise can be allocated 
based on level of centre and number of 
patients treated 

• Designation of primary ( Comprehensive) and 
secondary ( Treatment) centres would allow 
for appropriate planned availability of 
specialist services 

 - Example; orthopaedic surgery or genetics may 
only be available at comprehensive centre’s 



Benefits of Certification 

• Allows for development of accreditation 
system 

• Allows for initiation of peer reviewed external 
audits 

• Audits currently carried out in UK and Ireland 



External Audits - Ireland 

• Based on UKHCDO model 

• Comprehensive centres (3) audited by team 
comprising Doctor, Nurse and Person with 
Haemophilia from abroad 

• Treatment centres (3) audited by Doctor, 
Nurse and person with Haemophilia from 
Ireland 



Advantages of audit 

• Identification of deficiencies in service 

• External nature of audit team increases 
probability of deficiencies being dealt with in 
a timely manner  

 -  Adverse outcome may generate media interest 

• Learning experience for all staff 

• Staff at Irish centres welcome the external 
audits 





External Peer Audits 

• Crucial element in identification of 
deficiencies and improving care 

• EQAS accepted for laboratories 

– Why not for haemophilia services 

• Examine service through the prism of others 
experience 



External Peer Audits 

• Health service and Ministry attach more 
importance to external audits 

• More interesting for Media 

• An imminent audit focuses the staff and 
budget holders on correcting previously 
identified deficiencies 



External Peer Audits 

• Incomplete without Patient Representative 

• Brings different perspective and experience to 
team 

• Increases confidence of the Haemophilia 
Society in the process 

• Advantages of Audits obvious to Health care 
workers, Haemophilia Society, NHC and 
Ministry of Health 



Views of Treatment Centre Staff 

• Audits viewed as positive and helpful 

• Seen as assisting them in identification of 
deficiencies in service and in obtaining 
resources required 

• Degree of apprehension before first audit- not 
seen with subsequent audits 

• More preparatory work required for first audit 



Views of Treatment Centre Staff 

  “Inclusion of a patient representative was great 
as he asked different and very relevant 
questions.” 

 

 “ I feel that the process gave me recognition for 
the work that I do.” 

 

 “ Will help me to improve how I do my job.” 


