
Bilbao, 19 December 2014 

 

My name is Naiara Garcia de Andoin and I come from Bilbao. I hereby wish to appeal 

to the solidarity of the members of the Basque community abroad on behalf of my 

three children: Araitz, 8 years old, Ixone, 5 years old and Unai, 3 years old, and on 

behalf of the 3,000 children that suffer from the SANFILIPPO SYNDROME, seventy of 

them living in Spain and 7 of those in the Basque Country, 3 of those are my own. 

SANFILIPPO is an extremely rare genetic disease that affects 1 in 70,000 childbirths. A 

genetic flaw causes the organism to accumulate a toxic substance which entails dire 

consequences for the Central Nervous System. SANFILIPPO is a degenerative disease 

that causes multiple symptoms such as severe mental impairment, hyperactivity, 

behavioral problems and many more, eventually leading to premature death. 

Ever since my children were diagnosed with this disease in 2013 I have been tirelessly 

trying to bring gene therapy from the USA to the Cruces Hospital in Baracaldo, Biscay. 

This gene therapy has achieved positive results in mice and it is the only hope for our 

children, as the don’t have much time left. 

We can’t avoid having the disease, but we can prevent the children from dying by 

treating it. At the time being there is no treatment that can stop or cure the disease. 

However, it is under current research.   

In 2013 Abeona Therapeutics saw the light, a consortium between the Nationwide 

Children’s Hospital in Ohio, an entrepreneurial group and several foundations. STOP 

SANFILIPPO, a non-profit organization I am member of, is one of those, and it is duly 

entered in the Registry of Foundations of the Spanish Ministry of Health, Social 

Services and Equality (number 28-1697). 

During 2014 and thanks to the solidarity of the Basque people, we have raised and 

sent USD 1,230,000 (1,000,000 euros) to Abeona Therapeutics. 

We are aiming to raise another USD  900,000 (728,704 euros) and send them by 

February 2015 to the United States of in order to start with the clinical trial in Spain 

that very year. 

And this is why I am contacting you, members of the Basque community abroad, to 

kindly ask for your help. 

I will never be able to repay the support and affection that we have been shown up 

until now, and I am certain this will be the case with you as well.  

If you wish to donate you can do so via the following bank account: Kutxabank, ES49 

2095 0028 80 9113398728. 



I send you from the Basque Country the warmest of hugs and the sincerest of thanks. 

 

Thank you so much! 

 

Eskerrik asko bihotz bihotzetik! 

 

Kind regards, 

 

 

Naiara 


