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Introduction 
 
The primary goal of health care transition is to maximize lifelong functioning through the 
provision of high-quality, developmentally appropriate health care that continues uninterrupted 
as the individual moves from adolescence to adulthood.1  Collaboration and coordination 
between the individual, family, pediatric and adult health care providers, allied health services, 
and school systems are essential to navigate the complexities of transition to adult care and 
life.2-4  Fostering the gradual, developmentally appropriate acquisition of independent skills 
through goal setting and coaching enables adolescents and young adults with Spina Bifida (SB) 
to optimize their independence and participation in adult roles and activities during transition.5-8  
While transition focuses on adolescent and young adult age groups, the trajectory to maximize 
adult function and independence is fostered throughout the lifespan by setting expectations for 
adult independence and the eventual transition of care.3,9 
 
It is important to note that young adults with SB not only face the challenges of changing health 
care systems and responsibilities, but may also experience increased health risks during 
transition. Many young adults with SB have increased hospitalizations for chronic condition 
exacerbations, such as urinary tract infections, shunt complications, and skin ulcers, and more 
difficulty accessing health care services than their age-matched peers.10,11  Also concerning, 
young adults with SB are less likely to achieve emerging adult milestones such as leaving 
home, attending college, finding employment, developing romantic relationships, and having 
multiple friendships compared to their peers without SB.12  Executive function, socioeconomic 
status, intrinsic motivation, and parental fostering of independence are significant predictors of 
successful transition to adulthood.13  Hence, patient-centered, comprehensive transition care is 
needed to address the chronic health condition, funding, care coordination, self-management, 
and social challenges that adolescents and young adults with SB face.3,5,7,10,14 
 
Survival to adulthood for individuals with SB now exceeds 85%, but the degree of adult 
independence in the population varies.15  In general, individuals with higher lesions (i.e., above 
L2) and hydrocephalus are more dependent on others for bowel and bladder management, 
mobility, self-care, transfers, and activities of daily living.16,17  Additionally, adolescents with SB 
may experience a two- to five-year delay in developing autonomy skills compared with their 
typically developing peers and may overestimate their abilities.18-20  By age 30, approximately 
one-third of individuals with SB are independent, one-third need supervision and occasional 
help, and one-third routinely need assistance for daily care needs.21  Thus, lifelong assessment 
and gradual, iterative interventions to maximize chronic condition management, family function, 
socialization, cognitive function and school performance, mental health, and self-
management/self-care are foundational to their optimal participation, function, and quality of life 
in adulthood.3,5,6,22-24 (Self-Management and Independence Guidelines, Family Functioning 
Guidelines)  
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The Health Care Transition Process: 
 
Preparation Transition planning with the individual and their family is a lifelong process, but 
particular attention to preparation should begin between the ages of 12-14.6,25 Additionally, 
transition preparation involves supporting the individual in the gradual, developmentally 
appropriate assumption of increased independence and responsibility for self-care and condition 
management through coaching in the home, school, and clinic settings.5  
 
Transfer of care refers to the hand-off of care plans and responsibilities from pediatric to adult 
providers as the individual establishes care in the adult setting. Usually transfer occurs between 
the ages of 18-21, but timing can be variable based on care needs and health care settings.6,7,26  
 
Transition completion refers to the establishment of the individual in the adult health care 
setting, with adult care providers, and with needed community supports to optimize their adult 
life.25  

  
Elements for Comprehensive Transition to Adult Care Planning 

1. Designate clinic staff or refer to a designated transition program to support planning, 
care coordination and transition to adult-oriented care.2,3,7,27 

2. Begin transition planning at ages 12-14, which includes28:  
a. discussing a transition policy that explains the transition process and decision-

making support, etc.  
b. creating a medical summary (e.g. medical conditions and management plans, 

past medical/surgical history, and care team) that can be modified throughout 
transition 

c. understanding and preparing for adult insurance plans and home and 
community-based waiver support eligibility and coverage changes 

d. preparing for long-term care support needs (e.g., nursing/provider services, 
adaptive equipment/supplies, etc.), and education/employment goals and support 
needs.   

3. Assess and support self-management development for health care navigation and 
chronic condition management using a validated tool such as the Transition 
Readiness Assessment Questionnaire-SB (TRAQ-SB).29,30 (Self-Management and 
Independence Guidelines) 

4. Consider the adolescent’s views and preferences regarding transition plans.  
5. Designate time alone with the adolescent for at least part of their visit when 

developmentally appropriate. 
6. Ensure flexibility regarding transfer timing based on the individual’s cognitive 

development, physical abilities, social and financial situation, and health status. 
7. Provide chronic condition management and age-appropriate preventative care 

throughout transition. 
8. Identify adult providers to assume care prior to the transition and strive for regular 

collaboration between pediatric/adult providers and patient/family stakeholders to 
improve the transition process.6,26,31,32 

 
Implementing a Structured Transition Preparation Approach in the Pediatric SB Clinic 
Setting 
Implementing a comprehensive transition program can be a daunting task. Here are some step-
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wise approaches and timelines that have been used in SB clinics.6,7 
 

Year 1 Year 1-2 Year 3-4 Continue… 

• Meet with transition 
stakeholders to 
discuss process and 
develop a transition 
policy. Stakeholders 
should include 
pediatric/adult 
providers, patients, 
and families. 

 

• Implement a 
transition policy and 
a medical summary 
discussion with 
adolescents ages 
12-14 and up. 

• Implement a hand-off 
process between 
pediatric and adult 
providers. 

• Implement a way to 
track patients 
between discharge 
from pediatrics and 
establishing with 
adult care. 

 

• Implement a 
transition self-
management 
assessment such as 
the TRAQ-SB with 
adolescents. Review 
the assessment and 
provide goal-setting 
support to improve 
independence. 

• Implement a strategy 
to track and monitor 
patients throughout 
the transition 
process (electronic 
health care record 
tools can be used). 

• Continue to review the 
transition process and 
outcomes with 
stakeholders to make 
improvements. 

 

   
 
Implementing transition supports for SB in the adult clinic setting  
The multidisciplinary SB clinic model is often not feasible in the adult setting. However, there are 
a variety of SB adult care models that aid in transfer to adult care support depending on the 
health care setting including physical medicine and rehabilitation, primary care medical homes 
with internal medicine or combined internal medicine-pediatric or family practice physicians, and 
urology clinics.3,7,33-41 Regardless of the clinic setting, it is important that adult clinics ensure that 
young adults with SB are receiving chronic care management, preventative care, care 
coordination, assistance in navigating adult services, and ongoing self-management 
support.11,36,42-45 (Health Promotion and Preventive Health Care Services)  

 
Outcomes 

Primary 

1. Maximize health and participation in emerging adult milestones throughout the transition 

process for individuals with SB. 

Secondary 
1. Provide patient-centered, comprehensive transition care that includes transition planning 

and care coordination beginning by age 14; self-management coaching; decision-making 
support; education and employment resources; and independent-living support. 

Tertiary 
1. Promote access to uninterrupted, developmentally appropriate SB condition 

management and preventative care throughout transition – specifically, ages 14-21.  
 



 

Guidelines for the Care of People with Spina Bifida 
 

June 2023  Transition  4 of 14 

 

0-11 months 
Clinical Questions  

1. How can a child’s probable trajectory regarding future adult function and independence 

be identified? 

2. What are barriers and facilitators to participating in emerging adult milestones for 

children with SB? 

3. What are the essential transition planning elements to promote uninterrupted access to 

care once children with SB need adult care? 

Guidelines 
1. Provide families with a realistic, long-term orientation that includes a probable trajectory 

for adult function and expectations to promote life-long optimal independence according 
to the child’s abilities.3,15,16,18,21,45,46 

2. Provide information for families regarding long-term financial, insurance, and supportive 
living planning based on the child’s probable trajectory into adult function.47 

3. Consider regular evaluation of social determinants of health and immigration status 
(when applicable). Offer resources and increased navigation support if needs are 
identified as barriers can impact the individual’s long term functional trajectory and 
access to care.34,48 

4. Discuss plans regarding where individuals with SB can access comprehensive care 
throughout the lifespan including the transition to adult care.3,49 

 

1-2 years 11 months 
Clinical Questions  

1. How can a child’s probable trajectory regarding future adult function and independence 

be identified? 

2. What are barriers and facilitators to participating in emerging adult milestones for 

children with SB? 

3. What are the essential transition planning elements to promote uninterrupted access to 

care once children with SB need adult care? 

Guidelines 
1. Provide families with a realistic, long-term orientation that includes a probable trajectory 

for adult function and expectations to promote life-long optimal independence according 
to the child’s abilities.3,5,15,16,18,21,45,46. 

2. Provide information for families regarding long-term financial, insurance, and supportive 
living planning based on the child’s probable trajectory into adult function.47 

3. Consider regular evaluation of social determinants of health and immigration status 
(when applicable). Offer resources and increased navigation support if needs are 
identified as barriers can impact the individual’s long-term functional trajectory and 
access to care.34,48 

4. Discuss plans regarding where individuals with SB can access comprehensive care 
throughout the lifespan including the transition to adult care.3,49 
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3-5 years 11 months 
Clinical Questions  

1. How can a child’s probable trajectory regarding future adult function and independence 

be identified? 

2. What are barriers and facilitators to participating in emerging adult milestones for 

children with SB? 

3. What are the essential transition planning elements to promote uninterrupted access to 

care once children with SB need adult care? 

Guidelines 
1. Provide families with a realistic, long-term orientation that includes a probable trajectory 

for adult function and expectations to promote life-long optimal independence according 
to the child’s abilities.3,5,15,16,18,21,45,46 

2. Optimize bowel and bladder continence beginning in school-aged children as continence 
is a major factor in promoting life-long social participation, quality of life, and education 
and employment opportunities.24,34,50 

3. Provide information for families regarding long-term financial, insurance, and supportive 
living planning based on the child’s probable trajectory into adult function.47 

4. Consider regular evaluation of social determinants of health and immigration status 
(when applicable). Offer resources and increased navigation support if needs are 
identified as barriers can impact the individual’s long-term functional trajectory and 
access to care.34,48 

5. Discuss plans regarding where individuals with SB can access comprehensive care 
throughout the lifespan including the transition to adult care.3,49 

 

6-12 years 11 months 
Clinical Questions  

1. How can a child’s probable trajectory regarding future adult function and independence 

be identified? 

2. What are barriers and facilitators to participating in emerging adult milestones for 

children with SB? 

3. What are the essential transition planning elements to promote uninterrupted access to 

care once children with SB need adult care? 

Guidelines 

1. Provide families with a realistic, long-term orientation that includes a probable trajectory 
for adult function and expectations to promote life-long optimal independence according 
to the child’s abilities.3,5,15,16,18,21,45,46 

2. Optimize bowel and bladder continence and independent management beginning in 
school-aged children as continence is a major factor in promoting life-long social 
participation, quality of life, and education and employment opportunities.24,34,50 

3. Promote participation in self-advocacy opportunities such as individualized education 
plan (IEP) meetings.8 Consider neurocognitive assessment to identify cognitive, 
adaptive, or learning support needs if knowledge or skill gaps are identified. (Self-
Management and Independence Guidelines, Neuropsychology Guidelines) 

4. Provide information for families regarding long-term financial, insurance, and supportive 
living planning based on the child’s probable trajectory into adult function.47 
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5. Consider regular evaluation of social determinants of health and immigration status 
(when applicable). Offer resources and increased navigation support if needs are 
identified as barriers can impact the individual’s long term functional trajectory and 
access to care.34,48 

6. Discuss plans regarding where individuals with SB can access comprehensive care 
throughout the lifespan including the transition to adult care.3,49 

7. Review the clinic’s transition policy with patients and families between ages 12-14.25 
 

13-17 years 11 months 
Clinical Questions  

1. How can a child’s probable trajectory regarding future independence be identified? 
2. What are barriers and facilitators to participating in emerging adult milestones for 

children with SB? 

3. What are child-centered perceptions of a successful transition experience? 

4. What are the systems level barriers to successful transition and strategies that have 

effectively mitigated them? 

5. What are the key transition readiness parameters for patients with SB that can be 

measured over time?  

6. What are the preventative and chronic condition management considerations in the 

transition age group, ages 14-21?  

7. What are the essential transition planning elements to promote uninterrupted access to 

care once children with SB need adult care? 

Guidelines 
1. Consider having a designated transition clinic or care coordinator to support transition 

planning and coordination acknowledging that young adults may need ongoing support 

throughout hand-off and transfer to adult care.2-4,6,7,26,51 

2. Provide families with a realistic, long-term orientation that includes a probable trajectory 
for adult function and expectations to promote life-long optimal independence according 
to the child’s abilities.3,15,16,18,21,45,46 

3. Promote participation in self-advocacy opportunities such as IEP meetings.8 Consider 
neurocognitive assessment to identify cognitive, adaptive, or learning support needs if 
knowledge or skill gaps are identified. (Self-Management and Independence Guidelines, 
Neuropsychology Guidelines)  

4. Consider regular evaluation of social determinants of health and immigration status 
(when applicable). Offer resources and increased navigation support if needs are 
identified as barriers can impact the individual’s long-term functional trajectory and 
access to care.34,48 

5. Discuss transition planning with adolescent and family throughout adolescence ensuring 

that the adolescent’s and family’s views and preferences are considered in transition 

planning.14,26,43,47,52-56 Transition planning should include:  

a. Expectations of when the transfer to adult care will occur based on the 

individual’s health condition, insurance/funding, cognitive development, and 

personal/family needs.3,7,26,34 

b. Expectations of who will provide care throughout the transition process. Often 

multidisciplinary clinics are not available for adults thus a primary care 

medical home or physiatrist practice may be best to provide comprehensive 
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SB management for adults. Urologists often play an important role in 

facilitating transition to adult-centered care as well.3,7,33-41 

c. Long-term financial, insurance, and supportive living (housing and 

transportation) plans, based on the individual’s current needs and probable 

trajectory of adult function. Information regarding the Social Security 

Administration’s Disability Determination Services before age 18, as 

applicable.   

d. Information regarding the adolescent’s education and employment needs, 

such as vocational rehabilitation services, school transition planning as part 

of the IEP, and adaptive vocational needs.14,57 

e. Preparation for decision-making supports and modalities that maximize the 

individual’s ability to participate in decisions for themselves once they are age 

18, such as a medical power of attorney, supportive decision-making, or 

guardianship. Referral to medical legal partnerships may be needed.  

6. Create medical summary including past medical and surgical history, current care plans, 

medications, allergies, vaccines, and current providers. 

7. Regularly assess self-management independence throughout transition using a 
validated tool such as the TRAQ-SB.  Discuss the results with the adolescent and family 
and set realistic goals to improve independence. Emphasize that self-management 
development is a gradual, iterative process.5-7,20,30,51,58-60 (Self-Management and 
Independence Guidelines) 

8. Optimize bowel and bladder continence and independent management as continence is 
a major factor in promoting life-long social participation, quality of life, and education and 
employment opportunities.24,34,50,59,61 

9. Designate time alone with the adolescent for at least part of their visit, if developmentally 
appropriate.31 

10. Ensure patient-centered and developmentally appropriate preventative and chronic 

condition management services are provided throughout transition. Topics to particularly 

address in this age group include: bowel/bladder management, skin health, sexual 

health and function, mental health, healthy weight, and adaptive equipment/supplies to 

maximize independent function.11,36,42-45 (Health Promotion and Preventive Health Care 

Services Guidelines)  

11. Patients and families should know the signs, symptoms and action steps to manage 

these common SB-related complications: shunt malfunction, urinary tract infection, 

constipation, and skin ulcers.10,62 These management plans should be included along 

with a medical summary to hand-off to adult providers. (Neurosurgery Guidelines, Bowel 

Function and Care Guidelines, Urology Guidelines, and Integument (Skin) Guidelines)  

12. Prepare a hand-off packet that includes the medical summary, action plans, 

supply/equipment, and other important care coordination information to hand off to 

identify adult providers. Adult providers should include a primary care physician, 

neurosurgeon (if shunt or other neurosurgery history), urology if neurogenic bladder, and 

physiatrist if ongoing mobility management needs. See example of Spina Bifida Clinic 

Transition Discharge Worksheet below.  

https://www.spinabifidaassociation.org/resource/transition-discharge-worksheet/
https://www.spinabifidaassociation.org/resource/transition-discharge-worksheet/
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18+ years 
Clinical Questions  

1. What are barriers and facilitators to participating in emerging adult milestones for 
individuals with SB? 

2. What are the preventative and chronic condition management considerations in the 

transition age group?  

3. What are the essential transition planning elements to promote uninterrupted access to 

care once children with SB need adult care? 

4. What are the best strategies to find and engage adult providers? 

Guidelines 
1. Provide families with a realistic, long-term orientation that includes a probable trajectory 

for adult function and expectations to promote life-long optimal independence according 
to the child’s abilities.3,15,16,18,21,45,46 

2. Consider regular evaluation of social determinants of health and immigration status 
(when applicable). Offer resources and increased navigation support if needs are 
identified as barriers can impact the individual’s long-term functional trajectory and 
access to care.34,48 

3. Optimize bowel and bladder continence and independent management as continence is 
a major factor in promoting life-long social participation, quality of life, and education and 
employment opportunities.6,24,34,50,61,63,64 

4. Regularly assess self-management independence throughout transition using a 
validated tool such as the TRAQ-SB (validated up to age 25).  Discuss the results with 
the adolescent and family and set realistic goals to improve independence. Emphasize 
that self-management development is a gradual, iterative process.5-7,20,30,51,58-60 (Self-
Management and Independence Guidelines) 

5. Promote ongoing collaboration between pediatric/adult care providers and 
patients/families to improve the transition process and promote best care practices.3 
Often multidisciplinary clinics are not available for adults; thus, a primary care medical 
home or physiatrist practice may be best to provide comprehensive SB management for 
adults. Urologists often play an important role in facilitating transition to adult-centered 
care as well. Also important is identifying an adult neurosurgeon for ventricular shunt 
concerns.3,7,41,33-40 

6. Continue to assist with transition coordination as applicable including: 2,4,26,43,53-55,65,66:  
a. Assistance in identifying adult providers who accept the patient’s insurance 

and can assume his/her care. 

b. Counseling regarding long-term financial, insurance, and supportive living 

plans (housing, transportation, etc.) based on the individual’s current needs 

and probable trajectory of adult function. 

c. Information for education/employment transition support as applicable to the 

individual’s need such as vocational rehabilitation services, school transition 

planning, as part of the Individualized Educational Plan, and adaptive 

vocational needs.  

d. Decision-making supports and modalities that maximize the individual’s ability 

to participate in decisions for themselves, such as a medical power of 
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attorney, supportive decision-making, or guardianship. Referral to medical 

legal partnerships may be needed.  

e. Adult disability determination information, if applicable.   

f. Updating a medical summary including past medical and surgical history, 

current care plans, medications, allergies, vaccines, and current providers. 

7. Ensure patient-centered and developmentally appropriate preventative and chronic 

condition management services are provided throughout transition. Topics to particularly 

address in this age group include: bowel/bladder management, skin health, sexual 

health and function, mental health, healthy weight, and adaptive equipment/supplies to 

maximize independent function.11,36,42-45 (Health Promotion and Preventive Health Care 

Services Guidelines)  

 

Research Gaps 
 

1. There is a need for studies that explore comprehensive care and best practices for 

children with SB ages 13+ that address demographic and functional variables that 

influence transition, preventative care and condition management, strategies to improve 

access to quality health care throughout transition, and evaluation of effective self-

management intervention programs.12,66-68 

2. Educational programs are needed to improve health care professional’s awareness and 

knowledge of the medical and social issues related to the transition from child to adult 

life and health care for people living with SB. 

3. Studies are needed to identify the risks and facilitators of secondary education and 

workforce and social participation for adults 18+ with SB, in order to inform transition 

counseling and intervention.68-70 

4. Studies to examine internet and technology applications for education and transition 

should be further explored.70 

5. Studies are needed to determine what barriers/facilitators adult health care providers 

experience in caring for adults with SB, and how they can best support health care 

services for adults with SB.  

6. There is a need to identify models of care for adults living with SB that consider the 

specific needs of the individual, such as proximity to appropriate specialty and primary 

care services, transportation accessibility, personal preference, and social determinants 

about the service delivery desired.5,48 

 

Transition Tools  

TRAQ-SB Wood, et al. Transition Readiness Assessment Questionnaire Spina 
Bifida (TRAQ-SB) specific module and its association with clinical 
outcomes among youth and young adults with Spina Bifida30 

General Transition 
Tools 

https://www.gottransition.org/ 

https://www.gottransition.org/


 

Guidelines for the Care of People with Spina Bifida 
 

June 2023  Transition  10 of 14 

 

Spina Bifida Clinic 
Transition Discharge 
Worksheet  

https://www.spinabifidaassociation.org/resource/transition-discharge-
worksheet/  

Pocket card: Signs 
of Shunt Malfunction 
in Infants and 
Toddlers (side A); in 
Children and Adults 
(side B).  

https://www.spinabifidaassociation.org/wp-content/uploads/SIGNS-
OF-SHUNT-MALFUNCTION-IN-INFANTS_TODDLERS.pdf 
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