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The U.K. Haemophilia Alliance

• Formed in 1999
• Includes: 

• Haemophilia Centre Doctors Organisation 
(UKHCDO)
• The Haemophilia Society (patient organization)
• RCN Haemophilia Nurses Association
• Haemophilia Chartered Physiotherapists 
Association
• Haemophilia Social Workers Group  
• Clinical Scientists Group for Haemophilia
• Institute of Biomedical Sciences



National Service Specification 

• Produced a National 
Service Specification 
(2001)
• Revised 2006
• Reviewed every 3 years
• Basis for audit of UK 
HTCs

• See 
www.haemophiliaalliance.org.uk



The Haemophilia Alliance

Aims

• To inform those responsible 
for commissioning 
haemophilia services of the 
recommended standards of 
care that should be available 
for all patients with inherited 
bleeding disorders

• To standardise high quality 
haemophilia treatment across 
the UK



The Haemophilia Alliance

Use

• Informs audit tool for 
external peer review of 
CCCs
• By commissioners –
often as basis for their 
own documents
• By haemophilia 
professionals making 
cases for 
maintenance/developme
nt of service



Audit of the Irish Hemophilia Treatment Centres



• Canada

– 9.98 million km2

– 33 million people

• Ireland

– 0.08 million km2

– 4.2 million people





Irish National Haemophilia Council

• Statutory body, established 
in 2004 following Inquiry

• Advises Minister on all 
aspects of care and 
treatment for haemophilia

• Ministry, Paying Authority, 
Clinicians, Haemophilia 
Society



Organisation of Care

• 3 Comprehensive 

Care Centres

– Dublin

• Adult

• Paediatric

– Cork 

• Adult and 

Paediatric



2006: First Audit

• 2006: First audits carried out – UKHCDO 
template used. Paid for by hospitals with 
approval by NHC.

• Deficiencies in staffing in Dublin (paediatric) 
and Cork 

• Infrastructure deficiencies in Cork

• Requirement for in-patient designated beds 
in Dublin (adult)



2006 Audit Process - Deficiencies

• No patient representative

• UK system allows for patient representative but 
rarely used

• Irish Haemophilia Society adamant that patient 
representative be included on future audit teams

• IHS Proposal Accepted

• Patient representative from abroad selected by 
CEO and Board of Irish Haemophilia Society



Scope of Patient Representative

• Audit of physical facilities

• Audit of services

• Discussion on patient needs

• Review of anonymous patient questionnaires

• Discussion on human resources

• Policies and procedures

• Discussion with individual staff

• Confidentiality training



Scope of Medical, Nursing Auditors

• Additionally included: Examination of individual 
patient records



2008 – Pre Audit Advocacy

• NHC met senior health service staff and  
Minister

• Outlined deficiencies identified in 2006 audit 
not yet corrected

• Warned that poor audit report inevitable 
unless resources made available  



2008 – Pre Audit Advocacy

• 2006 audit reports on website and made available 
to the media

• Media coverage of deficiencies in service

• Mainstream media and medical press





2008 – Pre-audit activity

• Funding made available for additional consultant 
posts

• Dublin, Cork

• Funds for Centre for Cork

• Funds for Secretary for Cork

• In-patient unit previously confirmed (by Minister at 
IHS Annual Conference)



2008 - Audits

• Team of 3

• Physician, UK

• Nurse, UK

• Patient representative, Canada

• Audit of 3 centres

• 1-day audit in each



2008: Second  Audit

• Prior publicity and meetings ensured participation 
of hospital CEOs

• Centre staff very aware of importance

“An indispensable element in assisting us to optimise 
our service to persons with bleeding disorders and 
their families”



2008 Audit - Report

• Dublin (adult)

• Centralised and protected beds for in-patients

• Role as a National Centre expanded

• Dublin (Paediatric)

• New Consultant…. Appointed

• Additional Clinical Nurse specialist….funding 
approved

• Laboratory should offer 24/7 vWD assays

• Role as a National centre required clarification



2008 Audit Reports

• Cork

• Dedicated Centre… Funding made available

• Haemophilia secretary …appointed

• New lead Consultant…appointed



External Peer Audits

• Crucial element in identification of deficiencies and 
improving care

• External Quality Assurance System accepted for 
laboratories

• 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 patient organization in 
the process

• Advantages of audits obvious to Health care 
workers, Haemophilia Society, National 
Haemophilia Council 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.”



Acknowledgements

• Brian O’Mahony, 
CEO, Irish 
Haemophilia Society
• UK Haemophilia 
Alliance
• Irish National 
Haemophilia Council


