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Clinical  trials:  

the  pa0ent  perspec0ve


and  importance  to  

healthcare  communica1ons


  

Just  






thoughts  
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Thought  


Pa0ents  need  to  be  persuaded  of  the  
value  of  the  clinical  trial  process




…  through  inclusion  in  that  process  
—from  beginning  to  end
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In  2011,  Pa0entView  asked  pa0ent  groups  to  specify  where  
they  thought  future  NHS  budget  should  be  spent

—the  answer  was  not  on  technology


Source:

2011  Pa0entView  
study  of  400  UK  
pa0ent  groups,


Value  in  Healthcare  
(conducted  for  Hill  &  
Knowlton  Strategies)
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•  Less  than  50%    of  UK  pa0ent  groups  
agreed  with  the  statement  …


            “Only  medicines  subject  to  proper  

              clinical  tes1ng  can  be  judged  on  value”  


•  Just  over  80%    of  UK  pa0ent  groups  
agreed  that  …


            “clinical  outcomes  are  NOT  always  the

              best  measure  of  a  valuable  treatment”


Pa0ents  are

not  always  
persuaded  

by  the  evidence  
that  is  provided  
on  the  efficacy  
and  safety  

of  drugs


Source:

2011  Pa0entView  
study  of  400  UK  
pa0ent  groups,


Value  in  Healthcare  
(conducted  for  Hill  &  
Knowlton  Strategies)
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Pa0ents  want  a  say  in  health  technology  assessment

—to  make  outcomes  relevant  to  pa0ents


Percentage	
  of	
  pa-ents	
  who	
  want	
  to	
  have	
  a	
  say	
  in	
  HTA	
  
to	
  make	
  outcomes	
  relevant	
  to	
  pa-ents	
  

Source:

2011  Pa0entView  
study  of  400  UK  
pa0ent  groups,


Value  in  Healthcare  
(conducted  for  Hill  &  
Knowlton  Strategies)
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So,  what  do  pa0ents  want  from  their  
treatments?


Source:

2011  Pa0entView  
study  of  400  UK  
pa0ent  groups,


Value  in  Healthcare  
(conducted  for  Hill  &  
Knowlton  Strategies)
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Thought  


As  ac0ve  par0cipants  in  the

clinical-­‐trial  process,  pa0ents  
believe  it  their  right  to  access  all  
clinical-­‐trial  informa0on  …




…  in  other  words,

they  want  complete  transparency
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AllTrials.net  calls  for  
the  publica0on  of  
clinical  study  reports  
from

all  clinical  trials  since  
the  1990s  (both  
posi0ve  and  nega0ve)


•  Signed  by  476  organisa1ons,  including  GSK

•  78,689  signatures


Potent  advocacy  on  the  subject
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•  A  step  in  the  right  direc1on,  say  campaigners

•  But  …  more  needs  to  be  done


Potent  advocacy  on  the  subject
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Thought  


→  The  sharing  of  healthcare  data,  and

→	
  pa0ent  involvement  in  clinical  trials  
(not  just  as  subjects)

          will  both  become  vital  




…  for  big  data  to  become  viable,  and

to  fuel  further  research
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People  want  their  data  to  remain  private

…  unless  they  see  the  benefits  of  shared  data  


In  the  UK,  a  2010  na0onwide  survey  of  6,000  people  by  
the  New  Economics  Founda0on  (on  behalf  of  the  
Wellcome  Trust)  found  a  majority  belief  that  pa0ents  
should  be  able  to  choose  whether  they  are  included  in  
any  digital  database  containing  personal  health  data:




•  80%  of  adults  wanted  some  form  of  consent  
mechanism  


•  86%  of  young  people  wanted  some  form  of  consent  
mechanism


h%p://
www.neweconomics

.org/sites/
neweconomics.org/

files/
Who_Sees_What.pd

f	
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A	
  growing	
  global	
  consumer	
  movement	
  
dedicated	
  to	
  protecAng	
  individual	
  digital	
  
privacy	
  is	
  now	
  reacAng	
  to	
  new	
  
e-­‐technologies	
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Clinical  trials:  

the  pa0ent  perspec0ve


and  importance  to  

healthcare  communica1ons


  

So,  a  lot  has  
to  be  done  …
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Ini0a0ves  suppor0ng  pa0ent  involvement  in  the  clinical  trials  process


Funded  by  IMI,  the  European  Commission,  the  NHS


Spearheaded  by  academics


Informa1onal  health  apps
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Industry  ini0a0ves  which  can  be  used  by  pa0ents


Involving  industry  …  but,  thus  far,  only  available  to  researchers


  Bayer,  Boehringer  Ingelheim,  GSK,  
Lilly,  Novar0s,  Roche,  Sanofi  
and  ViiV  Healthcare  …
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For  more  informa0on  …  

alex  wyke@pa0ent-­‐view.com



