Spina Bifida Association of Wisconsin
830 North 109th Street, Suite 6 – Wauwatosa, WI 53226
Phone: 414-607-9061 – Fax: 414-607-9602 – Email: sbawi@sbawi.org – Website: www.sbawi.org

Affiliate Data Form

Primary Contact Information
Last Name: 




   First Name: 




Street Address: 










City: 




   State: 

   Zip: 



County: 





 
Home Phone: (      ) ______-________
 
Work Phone: (      ) ______-________
Cell Phone: (      ) ______-________

Fax Number: (      ) ______-________
E-mail address: 







Affiliate Information
· Parent(s) of a child with Spina Bifida (if so, please indicate child’s information below)
Last Name: 



   First Name: 



   Date of Birth 


· Grandparents of
 
Name of person with Spina Bifida (Last Name, First Name): 






· Professional (educational, medical, etc. – please explain): 






· Other (Please list who you know with Spina Bifida and what your relationship is to them)   

Other Family Members in the Same Household   (Optional)
First Name: 




   Last Name: 





Relationship: 





 
First Name: 




   Last Name: 





Relationship: 





      
(Please add an additional sheet if there are more family members in household)

Volunteering
       Are you interested in volunteering to help SBAWI achieve its goals?     (  Yes       (   No
       If yes, a staff member will be contacting you to find out more about your interests and abilities.

Donation

       SBAWI  relies on its generous donors. Please indicate below if you would like to make a donation. Thank you!

· Please accept my enclosed   donation in the amount of $___________
(Please see page 2)
Resource Information
Some constituents have asked for a comprehensive list of families affected by Spina Bifida, including the name and age of the individual with Spina Bifida and information on the family’s experiences, so that other families know who to call with specific questions. SBAWI would like to provide such a directory, but according to many experts we’ve talked to, even with a signed waiver from families, this type of directory is against HIPPA Regulations.
However, we collect information from families who would be willing to share their experiences.  This list will not be published but will be referred to when someone calls the SBAWI Office wishing to talk to a family about a specific concern. SBAWI Staff will treat this list confidentially.  Please indicate and sign below if you would like to be included in our family resource files and if you would be willing to be contacted as a source of support to individuals/families affected by Spina Bifida.

· I/We would like to be included in the Spina Bifida Association of Wisconsin’s resource listings and would be willing to be contacted as a source of support to individuals/families affected by Spina Bifida.

Signature: 





   Date: 



            Please Print: _________________________________________
If you agreed above, please put a check next to the issues you would feel comfortable talking about with another family. Feel free to add notes to further explain your experiences. You may also wish to add other items to this list.

· Aging and health care for older adults

· Arnold Chiari malformation

· Birth to Three

· Birth to Three - transitioning out

· Bladder management & Urinary health
· Bowel management

· Camps

· Cecostomy
· Dating, romance, sexuality issues for teens and adults

· Depression in the person with Spina Bifida

· Dieting/Nutrition/Fiber

· Driving/learning to drive

· Estate planning, financial planning

· Family stress

· Home modifications

· Home schooling

· IEPs and other educational issues

· Independence

· Katie Beckett Program
· Kindergarten and preparing for school years

· Latex allergies
· Learning to cath

· Legislative advocacy

· Making friends and socializing

· Nonverbal learning disability
· Parent Issues
· Personal care at school

· Physical therapy/occupational therapy

· Precocious puberty

· Scoliosis

· Self-advocacy

· Self-esteem

· Shunt failure

· Sibling issues

· Skin care/pressure sores

· Tethered cord

· Transfer equipment

· Transitioning to college/tech school

· Transitioning to the workforce

· Transportation issues

· Urinary health

· Wheelchair sports

· Other __________________________
· If you need information on any of the above items that you checked, please check this box
                                                                          and/or
·  I am/ we are willing to be contacted by the media to help SBAWI with awareness efforts. 
(SBAWI will call you first to make sure you will be available and are comfortable with the format.)
                                                                   and/or
· I am/we are willing to be a speaker at meetings and other events. I feel confident talking about the following topics:  _____________________________________________________________________________






2

