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Objectives

The participant will be able to discuss:

• Models of transition decision-making:  age-based, 
vs. disease-specific vs. policy-driven vs other

• Evidence supporting the optimal timing of 
transition to adult care

• The effect of public vs. commercial insurance on 
the decision timing of transition

• Outcomes in countries with mandatory transition 
age, e.g. Canada, European countries, compared 
to the U.S.



What is Health Care Transition?

• The purposeful, planned movement of 
adolescents and young adults with and 
without chronic physical and medical 
conditions from child-centered to adult -
oriented health-care systems

• A multifaceted, active process that attends 
to the medical, psychosocial, and 
educational/ vocational needs of 
adolescents

Blum RW, Garell D, Hodgman CH, et al. Transition from child-centered to adult health-care 

systems for adolescents with chronic conditions. A position paper of the Society for Adolescent 

Medicine. J Adolesc Health. Nov 1993;14(7):570-576.



Health Care Transfer

– Change from pediatrician to adult physician: 

Internist/Family Physician/Med-Peds

– Change from pediatric subspecialist to adult 

subspecialist



Goal of Health Care Transition

• Maximize lifelong functioning and potential 
through the provision of high quality, 
developmentally appropriate health care 
services that continue uninterrupted as the 
individual moves from adolescence to 
adulthood

– AAP-AAFP-ACP Consensus Statement on Health Care 
Transitions for Young Adults with Special Health Care 
Needs. Pediatrics 2002;110:1304-6 



Adolescent/Young Adult 

Development Stages

• Early Adolescence

– Ages 10 - 13

• Middle Adolescence

– Ages 14 - 16

• Late Adolescence

– Ages 17 – 19 (18 -21)

• Emerging Adulthood

– 18 – 25 (30?)



Stages of 

Adolescence



Cognitive and Psychosocial 

Development
• Prefrontal cortex - myelination and synaptic pruning

• Myelination ongoing into early 20’s (..30s?)

• Cognitive efficiency increases

• Executive function
– Prioritization / attention

– Abstraction and advance reasoning

– Impulse inhibition

– Self-regulation of Emotion

– Complex Decision making

• Assessment of risk vs reward

• Independence vs Interdependence



“Emerging Adulthood” 
(18-25 year olds)
• Prolonged exploration of identity and variety         

of life directions (work, love, etc)

• Instability
– Living arrangements

– Education vs work

• Subjective perception
– Left dependency of adolescence

– Delayed adult responsibilities
• Marriage, parenthood

• Some risky behaviors peak
– Alcohol, unprotected sex, unsafe driving



When should transition start?

Broad consensus that Transition planning should start early 
adolescence

• US:  Ages 12-14 (AAP Clinical Report)

• UK: “For…, practitioners should start planning for adulthood from 
year 9 (age 13 or 14) at the latest.” (2021 NICE Guidelines)

• Canada: The timeline for transition follows normal adolescent 
development with counselling and teaching starting at or around 
12-14 years of age (Canadian Pediatric Society 2014) 

• Germany: “From the beginning of adolescence, but no later than 
their 16th birthday, adolescents and their caregivers are advised 
on HCT-related topics in consultation hours and/ or in separate 
education courses” (Eur J Peds 2022)

• American Diabetes Association: Pediatric diabetes providers 
should begin to prepare youth for transition to adult health care in 
early adolescence and, at the latest, at least 1 year before the 
transition (ADA Standards of Medical Care 2021)



Timeline for introducing the Six Core Elements into pediatric practices

Patience H. White et al. Pediatrics 2018;142:e20182587

©2018 by American Academy of Pediatrics



Decision-making models for 

transfer of care
• Age-based

• Developmentally-based

– Knowledge-based (disease knowledge)

– Skill-based (e.g self-management)

– Transition readiness

• Disease-specific

– Stability of condition

• Policy Based

– Insurance, national health system, hospital policy



Age-based (16 -25)

Pros clear point of transfer (for patients, parents, 

etc)

easy to communicate

may promote early transition planning

Limit bias from other factors

Cons not sensitive to developmental differences -

cognitive, social-emotional, or physical 

development, 

can be applied too rigidly

Lead to feel like being abandoned/off a cliff



Developmentally-based

Pros accommodates youth’s unique 

developmental progress/needs

may be more likely to transfer when 

prepared (“ready”)

promotes transition readiness assessment

developmentally appropriate healthcare

Cons resources needed to assess development, 

develop and implement plans for achieving  

milestones

limited validated assessment tools

some may never reach certain milestones

subjective timing can lead to bias



Disease specific

Pros adapted to health issues for specific medical 

condition (and developmental impact)

may promote early transition planning

supports conditions with limited 

knowledgeable/interested adult providers

accommodates shared clinic models/joint visits

Cons Often not coordinated with primary care

may or may not attend to other transition needs 

– such as vocational, psychosocial

May not addresss developmentally appropriate 

adolescent preventative care



Policy based
Pros Promotes provider consistency /adherence

easy to communicate clearly to all patients/ 

caregivers

limit bias from other factors (e.g. behaviors)

encourages development of standardized 

transfer process

Cons not individualized to developmental needs

rigid, may not account for local factors (e.g. 

provider availability, resources in peds vs adult 

clinics

insurance based rules can lead to bias

rules can change



Other Models

• Access-based
– Pros: allows pediatric practices to maintain volumes 

while also providing access to new patients, patients 
and providers only have to disrupt bond if younger 
patients need prioritized access

– Cons: difficult for patient or provider to plan a 
structured process, little incentive to plan until access 
becomes an issue, can allow for provider bias based 
on relationships, patients may be transferred during 
times of crisis (when peds ED, hospital full)

• Transfer to a transition-specific clinic (shared 
clinics, adolescent/young adult focused clinic)



Optimal Timing of transfer and 

transition



Guidelines/Consensus statements 

for Timing of transfer:  US
• Recommend transfer age 18 – 21 (Clinical 

report)

• For those with complex medical conditions, 
developmental and/or intellectual disabilities, 
mental and/or behavioral health conditions, 
and social complexity

– flexibility in the age of transfer to adult care

– delayed scheduling of specialist transfers

– condition specific protocols, 

– pediatric consultation arrangements

White PH, Cooley WC; Transitions Clinical Report Authoring Group; American Academy of Pediatrics; 

American Academy of Family Physicians; American College of Physicians. Supporting the Health Care 

Transition From Adolescence to Adulthood in the Medical Home. Pediatrics. 2018;142(5):e20182587



Guidelines for Timing of transfer: 

UK
• For young people leaving care, this must happen from 

age 15-and-a-half. 

• Ensure the transition planning is developmentally 
appropriate and takes into account each young 
person's capabilities, needs and hopes for the future. 

• The point of transfer should: 
– not be based on a rigid age threshold 

– take place at a time of relative stability for the young 
person. 

• NICE Guidelines 2022



Guidelines for Timing of transfer: 

Canada
• The age at which provincial/territorial funders 

mandate transfer of paediatric care to adult 

services varies, ranging between 16 to 19 years

– Canadian Paediatric Society Position Statement 

• Care should be developmentally appropriate, 

flexible and responsive to the cognitive abilities 

of the youth, and in some cases, may extend 

later into the patient’s second decade of life

Canadian Association of Pediatric 

Health Centres

Pediatr Child 

Health 2022



Guidelines for Timing of transfer: 

Other

• Germany – “The time of transfer should 

take into account the characteristics of the 

disease and the patient and should not be 

rigidly linked to the 18th birthday 

milestone” 

– Pape Eur J Peds 2022



Disease specific Guidelines –

Timing of Transfer
• The timing of transfer should not be fixed on 

chronological age, but it should occur after 
patients have matured psychologically as well 
as socially, and have received relevant 
education

• Avoid as practicably as possible transfer 
when a patient has a non-remission (active) 
IBD status or an unstable psychological 
status
– Japanese Ped Society consensus statement on 

transition in inflammatory bowel disease    Kumagai
2022



• Is a later age of transfer from pediatric to adult health 
care associated with improved health and health service 
outcomes? 

• 15 Review articles

• Applied R-AMSTAR criteria for quality

• No review exclusively looked at age of transfer

• All studies except one found delayed age of transfer (> 
age 18) resulted in improved outcomes

• Majority quantitative surveys

• 8 reviews found evidence in support of a specific age
– 7 drew evidence from a single study

– 1 drew from 2 individual surveys

Yassae et al.  JAH 2019



Yassae et al. 2019 cont.

• Evidence that “transition models which see 
young people transferred to adult health 
services in very late adolescence or early 
adulthood are broadly acceptable to young 
people and can improve clinical outcomes.”

• Concluded: Mandating or recommending late 
transfer could constitute a simple but 
effective means of improving transition for 
young people

• Mostly based on study participants reported 
preferences for age of transfer (18 -19) and a 
small number of studies from each review

Yassae et al.  JAH 2019



• Survey peds (82) and 

adult gastroenterologists 

(358) - UK

• Suggested transfer age 

18 years (82% peds; 

81% of adult GI)

• Leaving school highest 

ranking milestone for 

completion of transfer 

(29% Peds, 42% Adult)

• Higher proportion of 

paeds GI (43%) ranked 

disease in remission as 

most important factor for 

timing of transfer 

- Sebastian et al. 2012

Provider perspective 

of optimal transfer age



Perspectives of Teens/Young Adult 

on Age of Transfer

• Tong review

– 5 Studies: 3 found that >1/2 considered 18 an 

appropriate age for transfer

– timing should not be determined solely by 

age, wanted to be prepared early and 

involved in decision of transfer, graduated 

process (not abrupt), within context of life 

events (school/work), sensitive to social 

aptitude of adol



Timing of transfer- outcome 

evidence
• Reid 2004 Canada (Heery rev) - Congenital 

heart disease: Older age at last pediatric visit 
was independently associated with 
successful transfer 

• Helgeson 2013 (Findley rev) – Type1DM: 3 
groups – lower A1c correlated with younger 
age at transfer

• Garvey 2012 (Findley rev) - DM: 
Pretransition A1c, current age, and education 
significantly influenced posttransition A1c



Other factors to consider in timing 

of transition

• Family situation

– E.g. Parental health

• Other life transitions – educational, 

vocational

• Staged transition – consider primary care 

transfer first



Timing of transfer – principles

Best when: 

• Part of developmentally appropriate health care

– Transition readiness assessed / self-management support provided

• Health condition and social situation stable

• Planning for decision-making support is started at least by 
age 17 years

• Insurance coverage is stable

• Adult providers with needed subspecialty knowledge available

• Flexible, tailored to youth’s development and cognitive ability, 
particularly for those with complex medical conditions

• For those receiving palliative care, considers anticipated 
disease trajectory and goals of care



Health insurance impact on when 

to transfer



Health insurance impact on 

transition – Huang 2019
• Cross sectional data 2006-2009 & 2011-2015 NHIS 

– N = 10,136

• Estimated change in insurance coverage and access to care pre-
post ACA time periods for 

– Teens 13-18 and young adults 19-25

– In Medicaid and non-Medicaid expansion states

• Teens and YA significant had gains in insurance coverage 
4.6% and 8.9% gains (p<.001) and access to care (p<.05)

• Conclusion: Medicaid expansion had greater impact on both 
insurance coverage and access to care than did dependent 
coverage provision

• Benefitted primarily young adults with disabilities



HCT Planning - Public vs Private 

insurance – Javalkar 2022

• National Survey of Childrens Health 2016 -
2019

– N = 54,434 youth ages 12-17

• Trends in health care transition preparation

• Receiving necessary HCT prep increased 
from 14.8%  in 2016 to 20.5% in 2019 
(p<.005)

• Increased likelihood of receiving HCT 
preparation if private insurance



Impact of health insurance on HCT 

preparation – Ilango 2021
• NSCH 2016-17 

– N = 29,617 youth ages 12 -17

• Relationship between receipt of (HCT) preparation and 
5 components of a well-functioning system of services

• HCT preparation was associated with receipt of the 
combined 5 components of a well-function system 
(including continuous/adequate health insurance) for 
both youth with and without special health care needs

• Individual component of continuous/adequate health 
insurance was not associated with receipt of HCT 
preparation after adjusting for sociodemographic 
factors



Public vs Private insurance and 

transition outcomes - Tumin 2021
• Cystic fibrosis foundation patient registry 2000 to 2015 

• AYA with CF,  Ages 12-17 (3365), 18-23 (2800), and 
24-29 (1807)

• Examined multiyear patterns of health insurance 
coverage and their association with lung function 
decline and related outcomes
– 4 groups: Continuous private, continuous public, 

intermittent public, coverage gaps

– Primary outcome: FEV1pp (over 6 years)

– Secondary outcomes: outpatient visits, hospital days for 
pulmonary exacerbation, bacterial colonization, BMI

• Conclusion: During the transition to adulthood, use of 
public insurance was associated with accelerated lung 
function decline among patients with CF



Insurance coverage and transfer 

timing
• Certain health insurance may only coverage 

certain medications or treatments when a 
child

• Age 18 – some newly eligible for Medicaid, 
some may lose eligibility

• May need to plan for transition off parental 
insurance at 26

• Some pediatric providers not enrolled with 
Medicare (e.g. issue for those on dialysis)



Outcomes in countries with 

different health systems or different 

transfer policies (e.g. mandated 

transfers)



Outcomes of transfer of care in 

different countries
• Heery review 2016

• Congenital heart disease

• 13 studies, 6 on outcomes following transfer 

– 3 Canada, 1 Belgium, 2 US, 1 UK 

• Loss to follow up or lapse in care – definitions 

varied among studies

• Showed higher lost to follow up in US 

compared to other



Outcomes of transfer of care 

different countries
• Clemente review 2016 

• Rheumatology transition programs

• 27 articles

• 8 programmes in 6 countries: 
– 2 UK, 1 Netherlands, 1 Belgium, 1 Germany, 2 

Canada, 1 USA

• Only 2 provided evidence of effectiveness
– UK: Growing up and moving on programme

– Belgium: Devices for the OptimisatioN of 
TRansfEr and Transition of Adolescents with 
Rheumatic Disorders



Comparison of transfer outcomes 

between countries
• Moons et al 2021 

• Investigated regional differences, disparities by complexity of 
congenital heart disease, and the impact of transition 
programs on the discontinuity of care.

• A trend toward more discontinuity was observed in simple 
heart defects (33.7%), compared with moderate (25.7%) or 
complex congenital heart disease (22.3%) (P=0.2372). 

• High proportion of discontinuity of care in young people with 
CHD 

• Studies from the United States (34.0%) Canada (25.7%) and 
Europe (6.5%) differed significantly (P=0.0004). 

• The highest discontinuity proportions were observed in 
studies from the United States and in patients with simple 
heart defects.



Summary

• Initiate transition planning no later than age 14

• Transfer after age 18 is preferred by most 
adolescents and may be associated with better 
outcomes

• Discontinuity in health insurance may impact 
transition outcomes in young adults

• Transfer to adult care should be a flexible, 
individualized process that considers the AYA’s 
development, disease and psychosocial stability, 
transition readiness, and local resources



Questions?

Jason.Woodward@cchmc.org

Thank You!

mailto:Jason.Woodward@cchmc.org


• “It is not the critic who counts; not the man who points out how the 

strong man stumbles, or where the doer of deeds could have done 

them better. The credit belongs to the man who is actually in the 

arena, whose face is marred by dust and sweat and blood; who 

strives valiantly; who errs, who comes short again and again, because 

there is no effort without error and shortcoming; but who does actually 

strive to do the deeds; who knows great enthusiasms, the great 

devotions; who spends himself in a worthy cause; who at the best 

knows in the end the triumph of high achievement, and who at the 

worst, if he fails, at least fails while daring greatly, so that his place 

shall never be with those cold and timid souls who neither know 

victory nor defeat.”

– Theodore Roosevelt
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