
KATHERINE NELSON 



Katherine Nelson 

Born 3 months early 

Spent 86 days in the hospital before 

coming home 

 

But even with her prematurity, she was 

perfectly healthy and happy, and was 

having a pretty normal life… 

 

 

 



She was 

baptized… 

Went to preschool… 

But by 18 

months old… 



Things weren’t quite right 

•Wasn’t standing or walking 

•Only had a few words 

•At first, couldn’t hold things, then the hand clapping & 

wringing started 

 

•5 years later, we had a diagnosis 

 



Rett Syndrome 

•Rett syndrome is a unique developmental disorder 

caused by mutations on the X chromosome on a gene 

called MECP2 

•Rett syndrome causes problems in brain function that 

are responsible for cognitive, sensory, emotional, motor 

and autonomic function.  



So Who Is Katherine? 
6th Grade in Samantha Smith 

Elementary School 

LOVES music – from Jonas 

Brothers to Jazz – Diana 

Krall is her absolute favorite 

Rides a horse every week 

Sports fan 

Enjoys books on CD, movies, 

and shopping 

 



Common Questions 
•Is there a cure for Rett Syndrome? 
• No, but weôre learning more and more about it all the time.   

• They have reversed Rett Syndrome in laboratory mice. 

 

•How common is Rett Syndrome? 
• Almost exclusively in girls; 1 in 20,000 

 

•Can Katherine  talk? 
• Communicates with eyes, pointing & touching, but not with her mouth or signing 

 

•Can Katherine walk? 
• Yes, but needs some help 

 

•Does Katherine understand us? 
• Absolutely yes 

 

•How long will she live? 
•In the old days, doctors didnôt think very long.  But now, we believe sheôll live into her 70ôs or longer. 

 

•How can we learn more? 
• www.rettsyndrome.org 

• Get to know Kat 
 



Rett syndrome presents many challenges, but with love, 

therapy and assistance, those with the syndrome can 

benefit from school and community activities well into 

middle age and beyond.  

 

They experience a full range of emotions and show their 

engaging personalities as they take part in social, 

educational, and recreational activities at home and in the 

community.  

 


