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Disclosures

• None for our discussion on transition 



Objectives

• Understand the need for adult providers to be involved in the care of 
burgeoning adult with asthma, severe asthma in particular

• Recognize challenges and barriers to transitioning from a pediatric to 
an adult medical home

• Discuss BCH BRIDGES Program and strategies for continuing care for 
complex pediatric patients as they become adults



Survivors of Chronic Disease of Childhood -
Asking the right questions

• Who are we talking about?

• Why is this important?

• What is transition?

– Developmental process and patient and family centered

• When should we being thinking about transition and transfer?

• Does it matter where you are (free standing pediatric hospital vs. 
combined adult/peds setting e.g. MGH)?

• How should we go about, or not go about, transition?
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• HCP discussed shift to 

adult provider (41%)

• HCP actively worked to 

gain skills or understand 

changes in health care 

during transition (68.6%)

• HCP spent time alone with 

youth with SHCN at last 

check up (44.4%)



Cystic Fibrosis - A Story of Progress
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CFF 2019 and 2020 Registry Report

Median Predicted Survival Age, 1988-2020 
(in 5 year increments)

Improving Survival in Cystic Fibrosis

48.4 Years

53 Years!
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68+!



Wailoo K. NEJM 2017

Improving Survival in Sickle Cell Disease

52.6 Years!
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Pediatric to Adult ILD Transition

Koucky V, et al. ERJ Open Res 2021

683 patients representing a heterogenous 
group of disorders (US chILD registry) 



Pediatric to Adult ILD Transition
Survey – Funded by European Cooperation in Science and Technology (COST)

39 centers from 21 countries

• 51% had a MDT (pulm, rad, path)

• RN, Dietitian less common

Transition related

• 11% peds centers with SOP for transition

• 32% created med report

• 14% pre-transition meeting with all 
involved

• 32% without patients/parents

• 18% adult centers (2 centers) long-term 
follow-up with chILD

Koucky V, et al. ERJ Open Res 2021



Pediatric to Adult Asthma Transition

Life expectancy decline:

• Danish Study
• 3.3 years for asthma and 

otherwise healthy

• 9.3 – 12.8 years for 
asthma-COPD overlap

• 10.1 years for COPD 

• Iranian Study
• 18.6 years lost compared 

to placebo

Robinson PD, et al. Ped Resp Rev. 2022
Lange P, et al. Lancet Respir Med 2016

Rahavi H, et al. Lung India. 2018



WHO - Four Adult Patient “Tracks” Seen at BCH

Healthy Population Non-Complex Chronic
Congenital/ Rare Diseases 
Requiring Shared Expertise

Special Healthcare Needs

D
es

cr
ip

ti
o

n Adults who come through our 
ED, college kids who have not 
changed PCP yet, etc. Small 
percentage of cases seen at BCH

Legacy patients with chronic 
conditions who have a level of 
comfort with BCH providers

Patients with congenital 
conditions who are now living 
into adulthood. Many of these 
patients but could benefit from 
greater shared care.

Patients with cognitive and 
developmental challenges, 
trach and/or ventilator 
dependent 

Sa
m

p
le

 d
is

ea
se

 a
re

as

• Opportunity to transition 
these patients to BWH 
primary care from Children’s 
affiliated primary care centers

• Asthma
• Endocrine - Diabetes
• GI - IBD
• Neurology (less complex)

• Headache 
• Epilepsy

• Rheumatology
• Psych

• Cystic Fibrosis (inpatient 
specialty care at BWH, clinic 
at BCH)

• Spina Bifida
• Congenital Heart
• Endocrine-Thyroid 

nodules/carcinomas
• Metabolism
• Vascular
• Blood Disorders

• CCS
• These patients touch multiple 

departments/ specialties 
(e.g., Neuro, ORL, Pulm)

“Easier” to transition
Hardest to transition
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Improving Asthma Care into Adulthood

Robinson PD, et al. Ped Resp Rev. 2022



WHY it’s important?
Transition is inevitable but doesn’t need to be uncomfortable

• Hopeful message to patients and parents

• Self-esteem and enhanced decision making

• Development of self advocacy skills

• Aging parents also benefit from knowing their adult child is in good 
hands, including those with development disabilities 
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Emergency Room Utilization

Fortuna JGIM 2010



Asthma: Health care access and utilization 

among older adolescents and young adults

Chua K et al. Pediatrics 2013;131:892-901

Usual Source of Care

Primary Care Visit

Preventive Visit

Fill of a SABA

Fill of asthma controller

ED visit

Access Issue for 

Medical Care

Access Issue for Meds



WHAT is the Definition of Transition

“Health care transition is the process of changing from a pediatric to an 
adult model of health care. The goals of health care transition are to 
improve the ability of youth and young adults to manage their own 
health care and effectively use health services, and to ensure an 
organized clinical process in pediatric and adult practices to facilitate 
transition preparation, transfer of care, and integration into adult-
centered care.”

                  - www.gottransition.org 
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TRANSITION

TRANSFER

Preparation over 

time (toward 

independence)

Handoff/one moment in time



Goal: A Comprehensive Process

Preparation 

for Transfer

Pediatrics Adult care

Empathic Intake

Active Transfer 

Establish YA 

in Adult System

Therapeutic Discharge

Planned 

Hand-off 



WHAT are other common obstacles we run 
into

• Waiting to Start the Conversation

• Much more to Healthcare Transition than Transfer

– e.g. guardianship/HCP, school/education, living arrangements, insurance

• Need more provider connections and increase provider 
preparedness, both pediatric and adult
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Perceived Barriers to Transition

24

Patient 
preparing 

for transition

Care Team Factors Patient Factors

Patient resistance

Stress of new patient

Decreased patient 
adherence

Developmental concerns

Lost credibility?

Fear of new facility

Fear of new team

Fear of new procedures

Attachment

Flume PA, et al. Pediatr Pulmonol. 2004



WHEN - Transition Consensus Evolution

2002: Consensus document approved  

by the boards of the American Academy of 
Pediatrics, the American Academy of Family 

Physicians, and the American College of 
Physicians-American Society of Internal 

Medicine

(American Academy of Pediatrics, et al., 2002)

2011: Clinical Guidelines developed

(AAP, AAFP, ACP, Transitions Clinical Report 
Authoring Group, 2011)

2018: Update with practice-based QI 
guidance

(White et al., 2018)

2023: Updated 
and Reaffirmed



26

Pediatric care continues 
through young adulthood

Establishment of arbitrary 
age limits on pediatric 

care should be 
discouraged

Payers should not place 
limits that affect a 
patient’s choice of 

provider based on age

Pediatric subspecialties 
should consider their 

scope to care for specific 
conditions, rather than 
specific age range, and 

provide care into 
adulthood in conjunction 
with adult primary care & 

specialty colleagues

Comments: O’Hare, Sharma, Shanske, Uluer



WHEN should we begin thinking about transition?

www.gottransition.org



Family Centered Care and Autonomy

• Do you have a release on file?

• Have you given time to the patient, alone, to address more 
sensitive topics?

• Does the patient understand what a Health Care Proxy is 
(and is not)?

o Have they had a discussion with the identified person?
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Communication in Healthcare

Child < 18 years-old

Parents

Adult Child ≥ 18 years-old

Healthcare
Providers

Healthcare
Providers

Child

Parents

Adult Child



At the age of 18

Legally, your patient assumes all responsibility for decision making, 
which includes:

• Medical decision making (e.g., procedures, compliance, admissions, treatment 
consents, results)

• Educational decisions (e.g., IEP, remaining in school, consenting to assessments, 
limited communication with parents allowed-even re: grades)

• Social decisions (e.g., where to live, to get married, have a child, who to associate 
with)

• Financial decisions (e.g., managing their own money, budgeting, pay bills, etc.)

• Unless you need Guardianship (unable to make decisions or communicate needs) 
or HCP (if temporarily unable due to medical state)
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For Providers

• Relationship abandonment 

• Acknowledge patient growing up

• Discuss policy and specific needs/goals of patient

• Encourage and empower self management 

• Address legal requirements
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How to monitor/measure transition?

• Remember the childhealthdata.org metrics

– Discuss transition, alone at appt, work on a skill

• Determine number of people who may need guardianship

– How many of your 18 and up have HCP/ROI on file?

• Pre-transfer

– Readiness assessment (TRAQ, STARX)? Medical summary? Education?

• Post Transfer

– ED utilization, satisfaction survey, joint clinic appt?

• Do you have a program/division/department specific Transition Policy? 
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BRIDGES Adult Transition (BAT) Program 
and Changes starting July 2023

                 • Mission: Establish a comprehensive program to 
support the medical/surgical needs of young adults 
with congenital or acquired pediatric diseases, 
improve quality of life by empowering and 
educating all stakeholders, with an emphasis on 
their individual needs to ensure a seamless 
transition from pediatric to adult care  

• Important components:
1. Medical inpatient units (support for surgical unit) focused on 

age-appropriate care for young adults 
2. Consult Service with medical expertise provided by internal 

medicine trained clinicians 
3. Ambulatory care partnerships with local clinics with 

transitional care support for all departments across Boston 
Children’s Hospital 



July 2023: BRIDGES Adult Transition (BAT) Program
(transition@childrens.harvard.edu or pager 1382) 

• Inpatient or outpatient basis, in collaboration with the anesthesia team Preoperative Clearance 

•“Follow along” with a primary medical or surgical service during admission to provide additional 
perspective on overall care

•Management of specific chronic medical conditions in adult patients (e.g. HTN, CHF, CKD) 
Medical Co-Management 

• Expertise on fertility preservation and sexual health among young adults with Special 
Health Care Needs 

Fertility, Reproductive and Sexual 
Health 

• Chest pain, respiratory distress, suspected or documented VTE, acute kidney injury, 
arrhythmias, etc 

Workup and Treatment of Acute 
Problems

•Can work with patients and their BCH care teams to assess appropriateness and readiness for 
transition to an adult care setting

•Assist with connecting patients with new adult primary care physicians or adult subspecialists, as 
needed

Assistance with Transition of 
Care 

*If a patient is already followed by a subspecialty service at Children’s for a particular 
chronic medical problem, then that service should be consulted first 



BRIDGES Multidisciplinary 
Virtual Visits

• Visits provide comprehensive support  to young 
adults with congenital or acquired pediatric diseases 

• They aim to meet their individual needs ensuring a 
seamless transition from pediatric to adult care

• 45-minute visits with a multi-disciplinary team
• Team includes Transition Nurse Coordinator, physician, and 

social worker 

Transition Planning and 
Coordination

Transition to Adult 
Specialists

Insurance 
Considerations

Self-care and Self-
management Skill 

Development

Healthcare 
Proxy/Guardianship 

Support

Community 
Resource Referrals

Transition to Adult 
Primary Care
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BRIDGES Consults

Type of Consults at Boston Children’s Hospital from 2017 - 2022
1,566 Consults 

Identifyin PCP/Specialist (A) Transition Assistance (B) Medical Co-Management (C)

Pre-Op Clearance (D) Community Resources (E) Guardianship (F)

Health Care Proxy (G) Reproductive/Sexual Health (H) Other (I)
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• 70% Medicaid
• 42% Private with Medicare
• 16% Medicare

A B

C ED
F G

H

I



Consults at Adult Hospital (BWH)

• Metabolic patient with urea cycle disorder with specific dietary needsPediatric Disease Expertise

• Patient with Autism on oncology service receiving chemotherapyBehavioral Support

• Patient with poorly controlled diabetes who benefitted from learning transition 
related skillsReferral to Virtual Clinic 

• Prevented patient leaving AMA and updated chart with details missing in chart, 
including preferences while hospitalized, medication intolerances, updated team

Newly Transitioned Patient 
Assistance

• Arranged for supplies to accommodate a patient admitted with LVAD awaiting 
heart transplant, needed smaller French G-tube and BiPAP mask

Pediatric Sized Adult (or pediatric 
patient)



Internal and External Websites

http://web2.tch.harvard.edu/bridges/index.html


Bridges 

Internal 

website



Bridges - 

Internal website



AUGUST 2013: 

Baseline survey to 
assess the state of 

transition policy and 
practice across the 

hospital, completed by 
division (17 responses)

JANUARY 2017: 

Requested updated 
data, this time at the 
program level (106 

responses)

SUMMER/FALL 2020:

Updated survey sent 
to compare to 2017 

(86 responses)

Fall 2023
Surveys Sent
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Severe Asthma Program - Transition Working Group
Partnership between BCH and BWH  

• Creating a policy statement for transition/transfer 

• Registry of patients aged 16 and older



• Creating a policy statement for transition/transfer 

• Registry of patients aged 16 and older

• Readiness and Preparation
• Severe Asthma Transition Education Sheet

Severe Asthma Program - Transition Working Group
Partnership between BCH and BWH  



• Creating a policy statement for transition/transfer 

• Registry of patients aged 16 and older

• Readiness and Preparation
• Severe Asthma Transition Education Sheet

• Planning 
• Develop process map

Severe Asthma Program - Transition Working Group
Partnership between BCH and BWH  



Severe Asthma Program - Transition Working Group
Partnership between BCH and BWH  

Severe Asthma Transition Process Map - BCH Severe Asthma Transition Process Map - BWH



• Creating a policy statement for transition/transfer 

• Registry of patients aged 16 and older

• Readiness and Preparation
• Severe Asthma Transition Education Sheet

• Planning 
• Develop process map

• Transfer to empathic group of program 
• Developed Welcome Letter and created SAP transition 

email 

• Measure outcomes
• No gaps in biologic prescriptions, no change in ED visits, etc. 

Severe Asthma Program - Transition Working Group
Partnership between BCH and BWH  
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BWH

BWH

BRIDGES Program Educational Opportunities 



Caregiver and Bridges Provider Training 

Social Work  Transition committee 

• Creating forms and resources for 
Patients and Families (Lead: Susan 
Shanske and SW Committee)

• Caregiver Training offered multiple 
times a year 

Provider Training

• Joint effort with the SW Transition Committee (CME 
event)

• Presentation, Expert Panel, Discussion with a patient

• Great reviews and feedback!



Upcoming CME Conferences

• Optimizing Transition from Pediatric to Adult Care

– Live Streaming May 1-3, 2024
– https://transition.hmscme.com
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The Transition Process

Courtesy of Dr. Laurie Fishman



BRIDGES Adult Transition (BAT) Program
BRiDGEs

Building RelationshIps and Developing Goals with Emerging adultS

Email: transition@childrens.harvard.edu
Pager 1322

ahmet.uluer@childrens.harvard.edu
auluer@bwh.harvard.edu

mailto:transition@childrens.harvard.edu
mailto:Ahmet.uluer@childrens.harvard.edu
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