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What Were Our 
Guiding Questions?

What is the role of the Genetics 
medical team in health care 
transition for youth with 
genetic conditions?

What are key elements essential 
for successful health care 
transition for youth with genetic 
conditions?



Stakeholder Input
Focus Groups Interviews Survey Learning Collaborative

Education & Information Tools & Resources Interventions & Protocols

Iterative Design Methods
Family & Self-Advocate Involvement   Competency-based Trainings
Professionals’ Input and Feedback Adult Provider Interviews
Pilot Studies Impact Evaluation
Student & Resident Learning Opportunities

Education
• Resident 

Rotation

• Genetic 
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Practicum

Information
• Transition 

Guide for 
Genetics 
Professionals

• Self-
Advocate 
Video

Tools
• Transition 

Engagement 
Guide

• “Doc Talk”

Resources
• Concise 

Transition 
Summary 
Template

• Transition 
Action Plan 
Template

Interventions
& Protocols
• Transition-In-

Action Clinic

• Transition 
Consult

Outcomes



Medical Education:

Adolescent Health Rotation

Didactic and practical experiences

Variety of perspectives

Simulation experience

Adolescent and family interactions

Clinic participation

Metric:  Milestones performance data

Expansion: Genetic Counseling program



Information:

Implementation and 
Participation

Transition Guide for Genetics Professionals

“How to” manual

Effective strategies

Use of tools

Integrating supports

Self-Advocate Video

“How to” use tool



Tools:  Transition 
Engagement Guide

 A guide to ‘ENGAGEMENT”

 A framework of “talking points” 

 A “current status check” of key aspects of successful transition

 An “action plan” for addressing the skills and supports needed to 
enhance the adolescent’s self-determined actions over time.

Key themes:     Assets for Transitioning

Opportunities for Practicing Transition

Making Connections with Adult Providers
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Transition Engagement Guide 

	
An example of a recommended “introductory statement” is… 

	 Hi	“_patient	name_!”,	my	name	is	Dr.	_____!,	“Who	did	you	bring	with	you	today?	

	 So	“________”,	you	are	growing	up/getting	older	and	I	want	to	talk	with	you	

about	what	you	are	thinking	and	doing	in	terms	of	becoming	more	in	charge	of	

your	own	health	care!	

	 Being	more	in	charge	of	your	own	health	care	becomes	important	as	you	grown	

up	and	get	ready	to	change	from	having	a	pediatrician	[name]	as	your	doctor	

and	find	a	new	“adult”	doctor	to	be	your	doctor.	

	 We	are	going	to	talk	about	some	of	this	today…	

 
I. ASSETS for Transitioning 

 
The questions guiding this section are designed to identify assets [knowledge 

and skills] for making successful transitions.  In particular, it s
eeks to identify and 

assess the youth’s current competencies with regard to demonstrating their 

practical experiences and skills in key areas that contribute to their short and 

long-term participation in their health care decision-making and management.    

 
1. Tell me some things that you DO to take care of your own health.  

 

2. What do you consider to be your [the youth] STRENGTHS in 

terms of taking care of your own health? 

	 3. How important is this transition to you? 

 

4. How confident are you about making this transition? 

 5. Tell me more about your health and medical conditions. 

 6. What medications do you take and how often do you take them?  

 7. Do you take your meds on your own? [i.e., independently] 

 8. Do you have a concise [2-page] “patient summary” that describes 

your health and health care needs? If so, tell me more about it. 

 
 

· STRATEGIES/RECOMMENDATIONS 

· ACTION Item[s] – Parent 

· ACTION Item[s] – Youth   
 

       O
verall Rating [ ] [ 

] [ ] [
 ] [ ]  



Tools:  Doc Talk 



Interventions:
TransitionInAction Clinic

Day-long event

Driven by vision for the future

Assess current status & make recommendations

Impact post school & quality of life outcomes  

Emphasis on integration:

Health

Education

Employment

Independent Living

Blueprint to help navigate the transitions in

their lives



Multi-Disciplinary 
Team

SSOM

Social Worker

Educator

Sibling

Self-Advocate Peer Mentor

Transition Specialist

Pediatric Resident

LEND Students/Genetics

Community Representatives

Benefits Specialist

Independent Living

Parent 

Vocational Rehabilitation

Job Coach

Educator (Transition/Post-
Sec.)



Participant Demographics

13 young adults

5 males & 8 females

17 (3), 18 (2), 19 (3), 20 (2), 21 (3)

Disability Label:

Down Syndrome (4)

Intellectual Disability/FASD (3)

Autism (3)

ADD (1)

Deaf Blind (1)

TBI (1)

Co-occurring health conditions

Mental health issues

Behavioral issues



Metrics:
Satisfaction

9 questions 

Overall average rating of 3.6
Scale of 1 (Strongly Disagree) to 4 (Strongly Agree)

“Just what we needed…important for us.”

“I hope…that other families will have this wonderful experience 
and to provide another young person the opportunity to use this 
great resource to assist them as they transition to the adult world.   
I highly recommend it!  A++”

“…report has become our Bible.  We refer to it often.”



Metrics:
AIR Self-Determination Scale

Pre-tests indicate youth “seldom” or “never” set goals, nor do 
they establish any systematic strategy for achieving tasks.

Greatest challenge reported is making changes/adjustments in life.

 Post-tests show slight increases in self-determination and 
ability to make adjustments.

“…has become a different person since the Transition Clinic.  
She’s doing more on her own, just more independent – she seems older.”

“…realized its OK to step back and let him be more 
independent.”



Metrics – Got Transition

The respondents who, prior to the Clinic, felt confident (10) about 
their "ability to prepare" for change to an adult doctor, went to 
feeling SIGNIFICANTLY LESS (3) prepared to do so six months 
after…

The respondents who didn’t feel at all [0] confident about their 
"ability to prepare” for a change jumped to feeling SIGNIFICANTLY 
MORE confident.

“…has been provided opportunities to develop new skills in managing 
his health, which include filling his pill box with medications and testing his own 
blood sugar levels.”

“…practiced asking questions by herself when at doctor’s office.”



Metrics:
Transition & Goal Generator (TAGG)

Pre-test indicates that it is not uncommon for there to be a 
significant discrepancy between what the professional and 
parent/youth report with the professional responding much lower.

 Post-test suggests overall improvement and significant jump 
by professionals with greatest increase in areas of 
persistence, interacting with others, and goal setting 
attainment. 

“…helped to shape some of the transition goals on the IEP.  
…determined she would like to work at a restaurant which is now 
reflected in her IEP and will be participating in work experience in the 
fall.”



Metrics – Social Capital

Pre and post clinic conversation

Developing a measure

Anecdotal reporting suggests that social 

networks are  expanding for the youth and parents.

“…more involved with campus activities and has been more 
social with peers.  The expansion of his support network has also 
allowed him to explore and further expand areas of interest.”



Next Steps

Adaptation for Reservation communities

Adding a telehealth component

Determining long term follow-up 

and impact

Integrate into Genetics Clinics

Replication and scaling up 



Interventions:
Transition Consult

Training for Genetics professionals

Practice simulation

Use of tools

Provide report & recommendations

Evaluate outcomes

Define roles

Billing potential and expansion



Resources

Concise Transition Summary Template

Transition Action Plan Template



Individual Health Plans

Written plans used in 
the school setting to 
communicate a 
student’s health 
condition and 
care/accommodations.



Project Activities

Created a standard procedure and materials

Trained school nurses and nurse supervisors

On-going follow-along support/training

Collect outcome data

Resources:  http://www.heartlandcollaborative.org/

http://www.heartlandcollaborative.org/


Who are the Participants?

0
1
2
3
4
5
6
7

Participants Years in field:  1 – 25

# schools:  1 – 52

# students:  <500 - > 
2000

# plans:  ? - > 2500

Variations in process



What Has Been the Impact?
100% of participants reported an 
increase in knowledge and 
understanding, even those who 
rated themselves as having expert 
and advanced level knowledge 
prior to the training



What Activities have Been 
Completed?

All 10 participants have begun implementation

3 participants have planned district-wide 
implementation

1 participant is planning a webinar for nurses 
across the entire state

9 of 10 participants have implemented at least 
one IHP



What Has Been the 
Response?

“The parents were really impressed that the whole staff 
would be on the same page.”

“The nurses in my state are excited to learn about the 
process and use it to better care for their students.”

“I strongly believe in the power and necessity of a well 
written plan of care. Thank you for the opportunity.”

“I’m excited to do this district-wide.”
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