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Why	  is	  pa(ent	  access	  important?	  

•  More-‐engaged	  pa(ents	  have	  lower	  costs	  and	  
beGer	  health	  outcomes	  

•  Improves	  quality	  
•  Improves	  pa(ent	  sa(sfac(on	  

“Ge$ng	  access	  to	  personal	  health	  
informa4on	  is	  the	  start	  of	  engaging	  pa4ents	  
to	  be	  full	  partners	  in	  their	  care”	  Lygeia	  
Ricciardi,	  director	  of	  the	  Office	  of	  Consumer	  
eHealth	  (Na4onal	  Coordinator	  for	  Health	  
Informa4on	  Technology)	  



What	  data?	  

•  Personal	  medical	  health	  records	  
– Access	  to	  personal	  medical	  data	  allows	  pa(ents	  to	  
manage	  their	  own	  health	  

– The	  aim	  is	  to	  move	  pa(ents	  and	  doctors	  into	  a	  
rela(onship	  of	  “shared	  accountability”	  

•  Healthcare	  data	  published	  in	  journals	  
– Access	  to	  published	  healthcare	  data	  allows	  
pa(ents	  to	  stay	  on	  top	  of	  chronic	  condi(ons	  



Barriers	  to	  access	  

•  Awareness	  
•  Jargon/understanding	  
•  Paywalls	  
•  Technology	  (mobile	  apps,	  enhanced	  ar(cles	  
etc.)	  



Ini(a(ves	  

•  pa4entACCESS	  
•  pa4entINFORM	  
•  Access	  to	  Research	  
•  Open	  access	  journals	  
•  Journal-‐specific	  ini(a(ves	  



pa4entACCESS	  

•  Provides	  pa(ents	  and	  their	  caregivers	  with	  low-‐cost	  
access	  to	  peer-‐reviewed	  research	  ar(cles	  

•  pa4entACCESS	  is	  a	  collabora(ve	  project	  with	  selected	  
publishers	  such	  as	  Wiley,	  the	  Professional/Scholarly	  
Publishing	  (PSP)	  Division	  of	  the	  Associa(on	  of	  
American	  Publishers,	  the	  Interna(onal	  Associa(on	  of	  
Scien(fic,	  Technical	  &	  Medical	  Publishers	  (STM),	  and	  
the	  Copyright	  Clearance	  Center	  (CCC).	  

•  Ar(cles	  in	  included	  journals	  can	  be	  obtained	  by	  
pa(ents	  via	  RightsLink	  (there	  is	  a	  fee	  of	  $3.5	  +	  taxes	  
levied	  by	  CCC).	  Ar(cles	  are	  then	  emailed	  to	  the	  
requestor.	  



pa4entINFORM	  

•  Publishers	  who	  par(cipate	  in	  
pa4entINFORM	  help	  pa(ents	  gain	  access	  
to	  research	  in	  two	  ways:	  
– By	  allowing	  par(cipa(ng	  health	  organiza(ons	  
that	  create	  research	  summaries,	  news	  reports	  
etc.	  to	  place	  special	  links	  on	  their	  sites	  to	  the	  
associated	  research	  ar(cles	  in	  par(cipa(ng	  
journals.	  These	  links	  provide	  users	  with	  free	  
access	  to	  the	  ar(cles.	  	  

– By	  providing	  pa(ents	  and	  their	  caregivers	  with	  
free	  or	  reduced-‐price	  access	  to	  relevant	  ar(cles	  
through	  their	  own	  web	  sites.	  



FROM	  THE	  WORLD’S	  LEADING	  PUBLISHERS…	  



PROVIDING	  ACCESS	  TO	  THE	  TOP	  MEDICAL	  JOURNALS…	  



IDENTIFIED	  BY	  TRUSTED	  HEALTH	  ORGANIZATIONS…	  



Access	  to	  Research	  
•  Gives	  free,	  walk-‐in	  access	  to	  a	  wide	  range	  of	  academic	  ar(cles	  

and	  research	  in	  par(cipa(ng	  public	  libraries	  across	  the	  UK	  
•  >	  8,400	  journals	  included	  in	  the	  service	  (Jan	  2014).	  As	  more	  

publishers	  con(nue	  to	  join	  the	  ini(a(ve,	  even	  more	  content	  
will	  become	  freely	  available.	  



Par(cipa(ng	  publishers	  

ALPSP	  
Bloomsbury	  Publishing	  
Cambridge	  University	  Press	  
De	  Gruyter	  Open	  (formerly	  Versita)	  
Dove	  Press	  
eCancer	  
Edinburgh	  University	  Press	  
Elsevier	  
Emerald	  
IOP	  Publishing	  
Manchester	  University	  Press	  

Nature	  Publishing	  Group	  
Oxford	  University	  Press	  
Portland	  Press	  
Royal	  Society	  Journals	  
SAGE	  Publica(ons	  
Science	  Reviews	  2000	  Ltd	  
Springer	  
Taylor	  &	  Francis	  
Wiley	  
Wolters	  Kluwer	  Health	  



Open	  access	  journals	  
•  Universally	  available	  online	  without	  

any	  barriers	  to	  access	  
•  Increased	  access,	  readership,	  usage	  

and	  impact	  
•  Peer	  review	  
•  Indexing	  
•  Immediate	  publica(on	  
•  Users	  are	  free	  to	  read,	  download,	  

copy,	  distribute,	  print,	  search,	  or	  link	  
to	  the	  full	  texts	  of	  these	  ar(cles	  for	  
any	  (non-‐commercial)	  purpose	  

•  Authors	  retain	  copyright	  
•  Supported	  by	  publica(on	  fees	  



Some	  open	  access	  journals	  

•  Pa4ent	  Preference	  and	  Adherence	  	  
•  Pa4ent	  Related	  Outcome	  Measures	  
•  Drug,	  Healthcare	  and	  Pa4ent	  Safety	  
•  Pa4ent	  Intelligence	  
•  Pragma4c	  and	  Observa4onal	  Research	  
•  Smart	  Homecare	  Technology	  and	  TeleHealth	  



Journal-‐specific	  ini(a(ves	  

•  Enhanced	  papers	  (videos,	  podcasts)	  
•  Lay	  summaries	  
•  BMJ	  
•  JAMA	  



Journal-‐specific	  ini(a(ves	  
•  Enhanced	  papers	  (video	  abstracts,	  podcasts)	  





Journal-‐specific	  ini(a(ves	  
•  Lay	  summary	  
	  
Ar(cle	  Source:	  
Red	  Blood	  Cell	  Transfusion	  and	  Mortality	  in	  
Trauma	  Pa(ents:	  Risk-‐Stra(fied	  Analysis	  of	  an	  
Observa(onal	  Study	  	  
Perel	  P,	  Clayton	  T,	  Altman	  DG,	  Crol	  P,	  
Douglas	  I,	  et	  al.	  (2014)	  Red	  Blood	  Cell	  
Transfusion	  and	  Mortality	  in	  Trauma	  Pa(ents:	  
Risk-‐Stra(fied	  Analysis	  of	  an	  Observa(onal	  
Study.	  PLoS	  Med	  11(6):	  e1001664.	  doi:	  
10.1371/journal.pmed.1001664	  	  



Journal-‐specific	  ini(a(ves	  
•  BMJ	  –	  Promo4ng	  pa4ent	  partnership	  

–  Embedded	  pa(ent	  peer	  review	  of	  research	  papers	  where	  
pa(ent	  input	  is	  helpful	  

–  Publish	  papers	  that	  advance	  the	  science,	  implementa(on	  and	  
assessment	  of	  the	  impact	  of	  pa(ent	  partnership,	  shared	  
decision	  making	  and	  pa(ent-‐centred	  care	  

–  Request	  authors	  to	  obtain	  input	  from	  pa(ents	  and	  document	  
their	  contribu(on	  

–  Publish	  pa(ent	  co-‐authored	  “state-‐of-‐the-‐art”	  reviews	  
–  Educa(onal	  ar(cles	  also	  peer	  reviewed	  by	  pa(ents	  
–  Invite	  expert	  pa(ents	  on	  the	  Editorial	  Board	  
–  Recruit	  a	  Pa(ent	  Editor	  
–  Encourage	  pa(ents	  to	  par(cipate	  in	  internal	  decision	  making	  
commiGees	  

–  Provide	  input	  into	  lay	  versions	  of	  papers	  published	  in	  the	  
“overdiagnosis”	  series	  (Consumer	  Reports,	  in	  partnership	  with	  
Choosing	  Wisely	  ini(a(ve)	  





Conclusion	  

•  Push	  towards	  pa(ents	  involvement	  and	  
engagement	  in	  healthcare	  

•  More	  ini(a(ves	  are	  being	  launched	  to	  
facilitate	  pa(ents’	  access	  to	  healthcare	  data	  

•  If	  you’re	  publishing	  ar(cles	  that	  are	  relevant	  
to	  pa(ents	  as	  well	  as	  experts,	  it’s	  important	  
that	  these	  are	  published	  in	  journals	  that	  allow	  
free	  access	  or	  that	  par(cipate	  in	  one	  of	  these	  
ini(a(ves	  



Discuss?	  
	  
	  

Thank	  you	  
Sandra	  Lê	  

SandraLe@dovepress.co.uk	  	  


