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Background and Aim
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• Pediatric spina bifida (SB) patients lack access 

to many activities available to healthy children 

and adolescents

• Caregivers may feel unsupported in seeking 

out special activities or services

• Limitations in existing online resources

• Aim: Development of an updated, accessible, 

comprehensive pediatric SB patient resource 

repository via direct patient interviews



Methods
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• Prospective interviews of clinic SB patients

• Encouraged to share resources and unmet 

needs at the conclusion of each interview 

• Assembled online database with a brief 

description, link, contact information, and dates 

where appropriate



Results
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• 15 patients and families recommended more 

than 50 resources

• Most (74%) recommendations collected fall 

under the categories of summer camps, adaptive 

activities, and clothing and shoe brands

• The most prevalent unmet need, shared by 4/15 

patients, is affordable and accessible 

transportation options

• The project has been met with universal 

enthusiasm by caregivers
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Summer Camp Description Location Dates Ages Website Contact

The Youth Rally
(Overnight Camp) Each year, the Youth Rally hosts kids and teens living with conditions of the 

bowel and bladder at a college campus for a 5-night one of a kind camp experience that 

promotes independence, self-esteem, learning, friendship, and FUN! Seattle, WA July 8th - 13th, 2019 11 - 17 http://www.youthrally.org/

April Gimlen – Director, Program & 

Outreach. Youth Rally Parent. 

April@youthrally.org



Conclusions
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• We provide a framework for the establishment of a 

patient/family recommendation-based resource 

repository for pediatric SB patients

• Hope to collaborate with other institutions to 

approach their patients who can contribute to this 

novel resource

• Necessary to obtain direct patient feedback on the 

value and utility of the resource repository

• rebecca.sherlock@childrens.harvard.edu


