
IIH	  UK	  –	  CELEBRATING	  ONE	  YEAR	  OF	  GREAT	  PROGRESS	  

Our	  charity	  IIH	  UK	  enables	  support	  and	  research	  for	  all	  those	  who	  suffer	  from	  Idiopathic	  Intracranial	  
Hypertension.	  We	  became	  a	  national	  charity	  (No.	  1143522)	  on	  24th	  August	  2011.	  

This	  serious	  impairment	  is	  suffered	  by	  around	  30,000	  people	  in	  the	  UK	  and	  many	  more	  worldwide.	  
No-‐one	  yet	  knows	  what	  causes	  IIH	  but	  the	  debilitating	  symptoms	  come	  from	  an	  excess	  of	  pressure	  
on	  the	  brain	  and	  spine	  generated	  by	  cerebrospinal	  fluid.	  This	  can	  cause	  dreadful	  headaches,	  hearing	  
problems,	  fainting	  and	  hallucination,	  blindness	  and	  life-‐threatening	  adverse	  movement	  of	  the	  brain.	  

The	  impairment	  affects	  men,	  women	  and	  children:	  around	  25%	  of	  men	  go	  blind	  –	  twice	  as	  many	  as	  
women.	  	  

It	  is	  important	  to	  note	  that	  the	  word	  ‘Idiopathic’	  means	  ‘of	  several	  unknown	  causes’	  whereas	  
‘cryptogenic’	  means	  of	  ‘one	  probable	  unknown	  cause’	  Therefore,	  being	  ‘Idiopathic’	  we	  have	  to	  
search	  for	  more	  than	  one	  cause	  –	  and	  as	  NASA	  well	  knows,	  the	  microgravity	  effects	  of	  space	  travel	  
have	  the	  same	  effect	  on	  papilloedema	  as	  does	  certain	  types	  of	  obesity	  in	  women	  –	  although	  there	  is	  
no	  proven	  link	  between	  obesity	  and	  IIH.	  Nevertheless	  we	  have	  begun	  to	  build	  a	  formidable	  research	  
programme	  in	  the	  last	  twelve	  months.	  We	  feel	  that	  in	  the	  short	  space	  of	  a	  year	  we	  have	  made	  
remarkable	  progress	  as	  a	  charity:	  

Some	  Important	  Milestones:	  

A	  major	  study	  of	  the	  biochemical	  mechanisms	  which	  might	  cause	  IIH	  and	  which	  also	  might	  be	  linked	  
to	  obesity	  was	  approved	  for	  funding	  during	  early	  January	  2012,	  led	  by	  Dr	  Alexandra	  Sinclair	  MBChB	  
(Hons)	  MRCP	  PhD	  the	  NIHR	  Clinician	  Scientist	  in	  Neurology	  and	  Honorary	  Neurology	  Consultant	  at	  
University	  of	  Birmingham	  and	  University	  Hospitals	  Birmingham	  NHS	  Foundation	  Trust.	  	  	  

Our	  first	  medical	  conference	  was	  held	  on	  27th	  June	  2012	  at	  Addenbrooke’s	  Hospital	  and	  was	  hosted	  
by	  Cambridge	  University	  with	  the	  help	  of	  our	  Patron,	  Professor	  John	  Pickard, Professor	  of	  
Neurosurgery	  MChir,	  FRCS,	  FRCSEd,	  FMedSci	  at	  Cambridge	  University	  and	  Addenbrooke's	  Hospital.	  
He	  is	  also	  the	  Director	  of	  the	  Wolfson	  Brain	  Imaging	  centre.	  	  The	  conference	  was	  attended	  by	  some	  
of	  the	  most	  eminent	  doctors,	  consultants,	  research	  nurses	  and	  sociologists	  in	  the	  UK	  and	  it	  
established	  a	  five-‐year	  plan	  for	  research	  into	  IIH.	  

On	  the	  18th	  July	  2012	  IIH	  UK	  became	  a	  registered	  charity	  in	  Scotland	  (No.	  SCO43294)	  

Following	  a	  meeting	  with	  IIH	  UK	  on	  23rd	  July	  2012,	  a	  genetic	  study	  of	  1,000	  people	  suffering	  from	  IIH	  
is	  being	  designed	  by	  Dr	  Sadaf	  Farooqi,	  Wellcome	  Trust	  Senior	  Clinical	  Fellow	  Professor	  of	  
Metabolism	  and	  Medicine	  at	  Cambridge	  University’s	  Department	  of	  Clinical	  Biochemistry.	  	  

On	  1st	  August	  2012,	  the	  Department	  for	  Work	  and	  Pensions	  have	  listed	  IIH	  as	  being	  an	  impairment	  
requiring	  special	  medical	  evaluation	  in	  relation	  to	  the	  payment	  of	  disability	  benefits	  and	  DWP	  staff	  
have	  been	  most	  helpful	  in	  clarifying	  the	  details	  of	  IIH	  to	  benefit	  decision-‐makers.	  

A	  national	  database	  of	  all	  IIH	  patients	  was	  approved	  for	  funding	  on	  2nd	  August	  2012	  and	  will	  begin	  in	  
May	  2013	  and	  this	  will	  be	  linked	  to	  the	  UK	  Shunt	  Registry	  operated	  by	  Professor	  Pickard’s	  team.	  

A	  meeting	  with	  a	  minister	  of	  the	  Welsh	  Assembly	  responsible	  for	  the	  cross-‐party	  Wales	  Neurological	  
Alliance	  took	  place	  at	  Holywell	  in	  Deeside	  on	  20th	  August	  2012.	  

We	  continue	  to	  appeal	  for	  funds	  to	  help	  us	  continue	  the	  support	  of	  individuals	  and	  families	  affected.	  

Our	  website	  is	  www.iih.org.uk	  


