
One in a Million

Meet the Jóhannesson family: Sunna Valdis Sigurdardottir, an 8 year old girl from Iceland 

affected by Alternating Hemiplegia of Childhood (AHC); her father, Sigurdur Holmar  

Johannesson, an Air Traffic Control Officer; her mother, Ragnheidur Erla Hjaltadottir  

who works as a Flight Attendant and her brother Viktor Snær Sigurdsson. 

Sigurdur and Ragnheidur first began to notice signs of their daughter’s disease when Sunna 

was just 2 months old. Initially it was just peculiar eye movements but later she began to have 

episodes that were misdiagnosed as seizures. It was not until Sunna was 14 months that she 

was finally diagnosed with the rare disorder Alternating Hemiplegia of Childhood (AHC), a 

disease that has a prevalence of one in a million.

Speaking about their reactions following the diagnosis, the family recall: ‘The diagnosis was 

devastating as there was almost no literature on AHC and even less knowledge about how 

the children would do in the future. Also our daughter is the only one ever diagnosed in  

Iceland where we live so we felt extremely isolated because we are dealing with one of the 

most complex neurological disorders known to man.’ 
 

8 years on and Sunna needs 24/7 care, forcing her mother to work part-time and to take lots 

of sick days to care for her. However, despite the all-consuming nature of AHC and the lack  

of any treatment, the Jóhannesson family is determined not to beaten by this disorder.  

They spend their days actively seeking better treatment for AHC kids worldwide, using vacation 

days to attend meetings and conferences on AHC and other rare disorders and reaching  

out to other families across the world that have children with the same disorder. They are 

determined to focus on the positives and keep looking to the future.

Speaking about the impact EURORDIS has had on their lives, Sigurdur and Ragnheidur explain:

‘EURORDIS has been the rock we can lean on when it comes to finding answers to difficult 

questions or finding help from other countries within Europe. The EURORDIS staff goes  

beyond the call of duty to assist patient groups in every way they possibly can, they even  

created a patient community for AHC on RareConnect.org that allows us to meet, share  

stories and locate literature on Sunna´s disorder. 

We started as a one-patient association in Iceland, with the help and inspiration of EURORDIS, 

we formed the AHC European Federation and finally we created an International Alliance for AHC.’

Currently the family is working with the filmmaker Agusta Fanney in collaboration with the 

AHC International Alliance to film a documentary about AHC that will be premiered in late 

March. The AHC Documentary will follow the life of Sunna Valdis, and contains interviews 

with most of today’s specialists on AHC.


