
2007 Joubert Syndrome Foundation & Related Cerebellar Disorders Evaluation 
 
The JSF&RCD is celebrating its 15th year serving families affected by cerebellar disorders.  We are 
interested in hearing from you regarding how well the Foundation is meeting your needs and expectations.  
Please take a few minutes to fill out and return this evaluation by JUNE 1, 2007 to:  

Alison Ender    21 Johnson Place    Twp of Washington, NJ   07676 
  
GENERAL QUESTIONS: 

1. Age of affected person: ________           
Sex:    M___      F_____ 

 
       2.   At what age was this person diagnosed?     _______ 
 
       3.   How did you hear about the JSF&RCD? 
            ____Doctor        ____Internet       

____Magazine  ____Other, please specify ____________________ 
 

4. What do you feel are the most important aims and objectives of the JSF&RCD?  
(Please list in priority order—1 being most important and 5 being least important) 

            ____ Information about cerebellar disorders 
            ____ Contact between affected families 
            ____Supporting research on cerebellar disorders 
            ____Defending rights of those affected 
            ____Information about dealing with medical and/or educational issues 
 ____ Other (please specify) _____________________________________________ 
 

5. Have you requested/received a family packet?   _____ Yes  _____No 
If yes, how would you rate its helpfulness for you? 

             ___Excellent       ____Good           ____Not helpful 
 
            Please list below any suggestions you may have for the packet. (i.e. items for inclusion or removal, 

etc) 
 
 
 
THE RAINBOW NEWSLETTER: 
      1.  Do you find The Rainbow   ____very interesting     ____interesting    ____ not interesting 
 
      2.  Which sections of The Rainbow do you find most interesting, worthwhile, and helpful? 
            ____Research          ___Legislation      

____Meeting and Event Information               ___Stories about families     
____Guidance for medical and educational monitoring of those affected 
 

3.  Please list any comments/suggestions you have for The Rainbow.   
 
 
 
BIOBANK: 
1.  Do you know what the JSF&RCD BioBank is?    ____Yes   ____No 
 
2.  Has your family donated blood to the BioBank in the past?    ____Yes ____No 
     If not, would you like to find out more about the BioBank program?  ____Yes ____No 
 
 
LIST-SERVE on Yahoo!: 
1.  Are you a participant?    ___Yes       ____No 
 
2.  What is most helpful for you as a participant? 

____Contact/Support of others 
 
 
     



____Freedom to share thoughts, feelings, and questions          
____”How to” information based on others’ experiences 

   ____Other (please specify) _____________________________________ 
 
BIENNIAL CONFERENCES: 
1. Have you attended a JSF&RCD conference?   ___Yes       ____No 

If yes, what encouraged you to attend?  (check all that apply) 
___Interest in scientific/medical talks  ____Interest in participating in research    
___Location         ____Meeting other families 
___Gathering information about cerebellar disorders    

 
If you have not attended a conference, please specify the reason:     
___date not available    ___distance      ___cost      
 ___other (please specify) ______________________________________ 
 

2.  What topics would you like to see included in the conference? 
      ___Health/Social Issues       ___Therapies      ___Financial Planning 
      ___Quality of Life       ___Coping/Stress Issues    ___Genetics 
      ___Neurological        ___Management and treatment of JS and related disorders 

___Other (please specify) _______________________________________ 
 
3.  Would you be interested in helping with the conference?  ___Yes       ____No 

 
4. Please list any comments, ideas, or suggestions for the next conference. 

 
 
 

PARTICIPATION: 
       1.  Do you visit the JSF&RCD web site?      ___Yes    ___No   

How often?    _____________         
            How do you rate the site? 
            ___Helpful     ___Interesting     ___Other (please specify) ________________________ 
 Do you find the website “user friendly” and easy to navigate?  ____Yes   ___No 
 
      2.  Do you participate in JSF&RCD-sponsored fundraising drives?  _____Yes _____No 
 Please check all that apply: 
 _____ Sally Foster   _____Rainbow letter drive  ____iGive.com 
 _____ Current    _____Shopper programs (eScrip, Albertson’s, Sav-On) 
 Have you ever held fundraisers to benefit the JSF&RCD?    _____ Yes _____No 
 Please specify what was done: 
 
 
 

3.  Would you be willing to offer your services to assist the Foundation in any way, big or small?   
             ___Yes         ___No 
      If so, how?   

___Fundraising      ___JSF&RCD Committee member  
___Family contact person  ___Hosting events to increase JSRD awareness       
___Wherever/However I am able! ___Other (please specify) ________________________  
  

      If you have expressed interest in helping the Foundation, please provide the following information:  
 Name: _____________________________________________ 
 Address: ___________________________________________ 
 Phone: ___________________________ Email: _______________________________ 
 
Any other comments, suggestions, or ideas not already addressed that you would like to share?   
We’d love to hear them—add additional paper, if necessary! 
 

Thank you for taking the time to complete this evaluation.   


