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Overview 

1.  About	  EHC	  
2.  Our	  network	  experience:	  EUHANET	  
3.  Building	  legi@macy	  
4.  Crea@ng	  value	  &	  leveraging	  your	  exper@se	  
5.  Being	  an	  equal	  partner	  
– And	  taking	  the	  lead	  if	  necessary	  
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About EHC 

•  Founded	  25	  years	  ago	  
•  Haemophilia,	  von	  Willebrand	  Disease,	  other	  
Rare	  Bleeding	  Disorders	  

•  45	  na@onal	  member	  organisa@ons	  (NMOs)	  
•  27	  EU	  MS	  +	  most	  Council	  of	  Europe	  MS	  
•  90,000	  people	  in	  Europe	  
•  Elected	  Steering	  CommiZee,	  appointed	  
Medical	  Advisory	  Group,	  staff,	  volunteers	  
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European Haemophilia  
Network (EUHANET) 

•  Aim	  	  
– To	  establish	  a	  network	  of	  haemophilia	  centres	  to	  
work	  together	  on	  a	  number	  of	  related	  projects	  to	  
improve	  the	  care	  of	  European	  ci@zens	  with	  
inherited	  bleeding	  disorders	  

•  Funding	  	  
– European	  Commission	  (60%),	  industry	  (40%)	  

•  Dura@on	  	  
–  June	  2012-‐May	  2015	  	  
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EUHANET 

•  Partners	  
– University	  of	  Sheffield	  (project	  lead)	  
– EHC	  
– European	  Associa@on	  for	  Haemophilia	  and	  Allied	  
Disorders	  (EAHAD)	  

– University	  Medical	  College	  Utrecht	  
– Medical	  Data	  Solu@ons	  and	  Services,	  Ltd.	  
– Fondazione	  IRCCS	  Ca’Grande	  Milan	  
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State of care (2012) 
•  Survey	  of	  haemophilia	  care	  in	  35	  European	  countries	  

–  22	  countries	  had	  no	  classifica@on	  system	  for	  treatment	  centres	  
–  17	  countries	  had	  no	  recognised	  na@onal	  treatment	  centre	  
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EHC’s role in EUHANET 

•  Assessment	  and	  standardisa@on	  of	  the	  quality	  of	  
care	  of	  haemophilia	  centres	  
– Developed	  a	  system	  for	  the	  cer@fica@on	  of	  the	  delivery	  
of	  haemophilia	  care	  in	  Europe	  
•  European	  guidelines	  for	  the	  cer@fica@on	  of	  Haemophilia	  
Centres	  

– Defined	  two	  levels	  of	  haemophilia	  care	  
•  European	  Haemophilia	  Comprehensive	  Care	  Centres	  
•  European	  Haemophilia	  Treatment	  Centres	  

–  Led	  ‘Haemophilia	  Centre	  Locator’	  website	  (see	  slides)	  
–  Review	  applica@ons	  (EHC	  has	  1	  vote	  on	  selec@on	  board)	  
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Benefits of certification 

•  Patients	  informed	  about	  services	  available	  
•  Resources	  /	  expertise	  can	  be	  allocated	  based	  
on	  centre	  type	  &	  number	  of	  patients	  treated	  

•  Designation	  of	  primary	  (comprehensive)	  and	  
secondary	  (treatment)	  centres	  allows	  for	  
appropriate	  availability	  of	  specialist	  services 	  	  
– Example:	  orthopaedic	  surgery	  or	  genetics	  may	  
only	  be	  available	  at	  comprehensive	  centres	  
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Current Centres 
On 25-05-2015	  

hZp://www.euhanet.org/MappedCentres.aspx	  
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www.hclocator.org	  
•  Only	  website	  pa@ents	  need	  to	  remember	  in	  order	  to	  
find	  access	  to	  specialist	  care	  	  

•  Next	  year:	  to	  contain	  worldwide	  centre	  informa@on	  
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www.hclocator.org	  
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Next steps 

•  EU	  Project	  now	  closed	  
•  EHC	  and	  EAHAD	  to	  con@nue	  cer@fica@on	  work	  
–  Joint	  work	  
–  Joint	  staff	  resource	  

•  Upcoming	  objec@ves	  	  
– Develop	  an	  accredita@on	  system	  
–  Introduce	  peer-‐reviewed,	  external	  audits	  
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Peer-reviewed audits 

•  Audits	  currently	  carried	  out	  in	  UK	  and	  Ireland	  
•  Teams:	  haematologist,	  pa)ent,	  nurse,	  gene@cist	  	  
•  Scope	  of	  pa@ent	  representa@ve’s	  involvement:	  

•  Audit	  of	  physical	  facili@es	  &	  services	  provided	  
•  Discussion	  on	  pa@ent	  needs	  
•  Discussion	  on	  HR	  (policies,	  procedures)	  with	  individual	  staff	  

•  Pa@ent	  representa@ve’s	  contribu@on	  
–  Completes	  the	  picture:	  brings	  different	  experience	  /	  
perspec@ve	  to	  the	  team	  of	  auditors,	  increases	  the	  
confidence	  of	  other	  pa@ents	  in	  the	  audit	  process	  
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The future 

•  Maybe:	  applica@on	  to	  become	  an	  ERN	  
•  But	  ques@ons	  remain:	  
– Haematology	  network	  
– Sub-‐networks?	  
– Reconciling	  EUHANET	  with	  ERNs	  
– Funding?	  
– Structures	  and	  sustainability	  
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Discussion points 

1.  Build	  your	  legi@macy	  
2.  Create	  value	  &	  leverage	  your	  exper@se	  
3.  Be	  an	  equal	  partner	  
–  And	  take	  the	  lead	  if	  necessary	  
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1 – Build legitimacy 

•  Who	  do	  you	  represent?	  
– Democra@c,	  accountable,	  transparent	  	  
– 360°	  communica@on	  with	  pa@ents,	  clinicians,	  
sponsors	  and	  other	  stakeholders	  

•  How	  do	  you	  represent	  them?	  
– Elected	  &	  appointed	  
– Steering	  CommiZee	  &	  Medical	  Advisory	  Group	  
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2 – Create value (1/2) 

•  Bring	  pa@ent	  
exper@se	  to	  bear…	  

•  Contribute	  to	  the	  
evidence	  base,	  ex:	  
–  Pa@ent	  reported	  
outcomes	  

–  “State	  of...’	  pa@ent	  
organisa@on	  surveys	  
•  Tenders	  &	  
procurement	  systems	  

•  Haemophilia	  care	  
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2 – Create value (2/2) 

•  Contribute	  to	  the	  policy	  &	  regulatory	  environment,	  ex:	  	  
–  Recommenda@ons,	  guidelines,	  etc.	  	  
–  Adverse	  event	  repor@ng,	  assessment	  of	  actual	  value,	  post	  
marke@ng	  repor@ng,	  etc.	  
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3 – Be an equal partner 

•  Ins@tu@onalize	  
– Agreements,	  Memoranda	  of	  Understanding,	  etc.	  

•  EHC-‐EAHAD	  
•  EHC-‐WFH	  

•  Communicate	  	  
– Mee@ngs,	  Minutes,	  informa@on	  exchange	  

•  Align	  
–  Pa@ents	  and	  clinicians	  speaking	  with	  one	  voice	  
–  Joint	  decision-‐making	  	  

•  Na@onal	  Haemophilia	  Councils	  /	  CommiZees	  
•  Joint	  formal	  involvement	  in	  tenders	  or	  procurement	  systems	  
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Opportunities & challenges 

•  ‘Professionalize’	  your	  voice	  
– Build	  credibility,	  exper@se,	  added-‐value	  
– Stay	  accountable	  to,	  representa@ve	  of,	  members	  

•  Invest	  in	  long-‐term	  collabora@on	  
– Build	  rela@onships	  of	  trust	  &	  partnership	  
– Stay	  independent,	  never	  stop	  consul@ng	  members	  

•  Build	  sustainability	  
–  Invest	  in	  pa@ents,	  staff	  and	  other	  representa@ves	  
– Have	  strong	  funding	  policies	  &	  a	  thick	  skin!	  
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ANY QUESTION?   

	  

Thank	  you!	  
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