Dear Cystinosis Community,

We are collecting information regarding the H1N1 and other flu vaccinations and cystinosis.  Please consider answering the following questions.  You can return the survey to me directly at greeleycd@aol.com.

 

All the answers collected will be grouped together and will remain anonymous, that is, the researchers who will be looking at this data will not know who the responses came from.  

 

Please contact me if you have any questions and we thank you in advance for participating in this survey.

 

Please answer the following questions in regards for yourself as an individual living with cystinosis or for your child with cystinosis:
 

Age:

Sex:

Age at diagnosis:

Age at starting cysteamine:

Current cysteamine dose:

Other meds:

Has your child received swine flu vaccination? Other flu vaccinations?

Has your child had swine flu?  Was it proven by lab test? If so which test?

Has your child had other flu infections? When?

How long did symptoms last?

Were there any complications? e.g. dehydration, electrolyte imbalance, inability to take and keep down meds
 

 

Thanks,

Christy Greeley
President and Executive Director
The Cystinosis Research Network
302 Whytegate Court
Lake Forest, IL 60045
tel: 847.735.0471
toll free: 866.276.3669
fax: 847.235.2773
www.cystinosis.org
