
Stay	
  Informed.	
  Stay	
  Connected.	
  The	
  XLHED	
  Network.	
  

	
  

Thank	
  you	
  for	
  becoming	
  a	
  member	
  of	
  the	
  XLHED	
  Network	
  –	
  a	
  Web	
  site	
  dedicated	
  to	
  patients	
  

and	
  families	
  affected	
  by	
  Hypohidrotic	
  Ectodermal	
  Dysplasia	
  (HED)	
  or	
  X-­‐linked	
  HED	
  (XLHED)	
  and	
  

their	
  healthcare	
  providers.	
  Your	
  participation	
  plays	
  an	
  important	
  role	
  in	
  supporting	
  the	
  effort	
  to	
  

improve	
  the	
  health	
  and	
  quality	
  of	
  life	
  of	
  future	
  generations	
  affected	
  by	
  the	
  disorder.	
  We	
  are	
  

grateful	
  to	
  you	
  and	
  members	
  like	
  yourself	
  who	
  share	
  our	
  commitment	
  to	
  advancing	
  research	
  

and	
  treatment	
  options	
  for	
  HED/XLHED.	
  

	
  

Our	
  Commitment	
  to	
  You	
  

At	
  Edimer	
  Pharmaceuticals,	
  we	
  are	
  committed	
  to	
  empowering	
  people	
  affected	
  by	
  HED/XLHED	
  

through	
  education,	
  support,	
  and	
  research.	
  As	
  a	
  member	
  of	
  the	
  XLHED	
  Network,	
  you	
  will	
  receive:	
  

• E-­‐mail	
  updates	
  on	
  information	
  regarding	
  HED/XLHED	
  

• Notification	
  of	
  upcoming	
  clinical	
  trials	
  sponsored	
  by	
  Edimer	
  Pharmaceuticals	
  

• Opportunities	
  to	
  contribute	
  to	
  advancing	
  knowledge	
  about	
  HED/XLHED	
  

	
  

Advancing	
  Research	
  Together:	
  Share	
  the	
  XLHED	
  Network	
  Today	
  (www.XLHEDnetwork.com)	
  

Advancing	
  treatment	
  options	
  for	
  a	
  rare	
  genetic	
  disorder	
  like	
  HED/XLHED	
  often	
  requires	
  a	
  

collective	
  approach.	
  You	
  can	
  help	
  by	
  sharing	
  information	
  about	
  the	
  XLHED	
  Network	
  with	
  any	
  

other	
  individuals	
  who	
  are	
  affected	
  by	
  the	
  disorder	
  –	
  including	
  HED/XLHED	
  affected	
  friends	
  and	
  

family	
  members	
  –	
  as	
  well	
  as	
  healthcare	
  providers.	
  Growing	
  the	
  Network	
  benefits	
  the	
  entire	
  

community	
  –	
  it	
  not	
  only	
  improves	
  our	
  understanding	
  about	
  HED/XLHED	
  as	
  we	
  work	
  to	
  develop	
  a	
  

potential	
  treatment	
  and	
  provides	
  a	
  forum	
  for	
  communicating	
  plans	
  for	
  future	
  clinical	
  trials,	
  but	
  

it	
  also	
  provides	
  members	
  with	
  a	
  significant	
  resource	
  for	
  information	
  on	
  their	
  condition.	
  Through	
  

a	
  shared	
  commitment,	
  we	
  can	
  make	
  a	
  difference	
  in	
  advancing	
  XLHED	
  research.	
  

	
  

Thank	
  you	
  for	
  your	
  ongoing	
  support.	
  	
  

Edimer	
  Pharmaceuticals	
  

	
  

P.S.	
  Help	
  advance	
  XLHED	
  research	
  today	
  by	
  sharing	
  the	
  XLHED	
  Network:	
  

www.XLHEDnetwork.com.	
  The	
  more	
  people	
  get	
  involved,	
  the	
  better	
  equipped	
  we	
  are	
  as	
  a	
  

community	
  to	
  advance	
  potential	
  treatment	
  options.	
  

	
  

If	
  you	
  no	
  longer	
  wish	
  to	
  receive	
  information	
  about	
  the	
  XLHED	
  Network,	
  please	
  click	
  the	
  

following	
  link:	
  xlhed@bbkworldwide.com.	
  

	
  


