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1. ENTRANCE: WHAT IS ALTERNATING     
   HEMIPLEGIA OF CHILDHOOD (AHC)?

AHC is a rare naurological disorder that causes temporary paralysis in one or 

both sides of the body. AHC is accompanied by Dystonia, Nystagmus, autism, 

often epilepsy and always mental delay.  AHC greatly affects the daily life of the 

patient and his/her family.  AHC episodes can be caused by noice, bright light, 

water exposure, crowded places etc. or they simply start without a trigger.

Today there are around 800 diagnosed AHC patients around the world but the 

prevelance is 1/1.000.000 so there should be 7000 undiagnosed AHC patients 

that are not receiving best care.

mission:

The mission of the project is to raise awareness and to locate the 
undiagnosed AHC patients so that they can receive best possible 
care.  The mission is also to expedite research and find a cure for 
AHC.



2. STORYLINE
We will review the history of AHC since it was first characterized in 1971. 

We will follow Sunna Valdis (8) who is the only AHC patient in Iceland, we 

will monitor her daily life and follow her to an AHC family meeting in Min-

neapolis where she will meet with doctors and AHC specialists.  There will 

be interviews with AHC experts from all over the world and interviews 

with AHC families and key persons that are fighting to cure this terrible 

disorder.. 

https://www.youtube.com/watch?v=aMzG0IDKRyg



3. CREW: 
Ágústa Fanney snorradóttir Moviemaker graduated from Collage 

of the Canyons in California, USA. Ágústa Fanney has worked on several 

projects in the US and in Iceland. Ágústa Fanney has already made two 

shortfilms about AHC and she will be directing the project.

sigurður Hólmar JóHannesson President if the AHC Federation of 

Europe will be working on the project on behalf of the AHC community.  

Sigurdur is an Air Traffic Controller Officer by profession. Sigurður vol-

untairs in various commities and working groups on behalf of the AHC 

community and will be working on this project as producing manager 

and treasurer.  Sigurdur is Sunna Valdis´s father.

ólaFur darri ólaFsson is a well known artist in Iceland. He has 

played in known Hollywood tv series such as Banshee and True Detec-

tives and in movies such as Walk among the tombstones starring Liam 

Nesson and The secret life of Walter Mitty, starring Ben Stiller. Ólafur 

Darri will narrate the documentary.  Ólafur Darri has been a major  

supporter for the AHC association of Iceland for many years.

Below is a link to IMDB that shows Ólafur Darri´s recent work. 

http://www.imdb.com/name/nm0959963/

 



4. PREPERATION, FILMING AND  
   PROCESSING

The documentary will be filmed in Europe and in the United 
States.  Estimated preview date is 29th February 2015 on Rare 
Disease Day.
The preperation phase is finished and filming has begun.  We 
estimate that filming will be finished by late October and pro-
cessing will take 3-4 months.

5. ESTIMATED COST
The estimated is 50.000 usd. 

6. MARKETING AND DISTRIBUTION
The AHC International Alliance will distribute the film to all the AHC 

association worldwide which will distribute it to local TV stations and 

health institutions.

The film will also be distributed within the rare disease community and 

it will be sent to short film festivals and documentary festivals in Europe 

and the USA.

The documentary will be in English but will have subtitles in at least 8 

languages, French, Spanich, Italian, German, Deutch, Icelandic, Polish  

and Danish 



SIGURðUR HÓLMAR JÓHANNESSON 
President of the AHC Federation

Tel: +354  898 9097

ahc@ahc.is

www.ahcdocumentary.com 

For more information contact


