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1. Transition and Lifelong Care 



Definitions 
Transition 

• “the purposeful, planned movement of adolescents 
and young adults with chronic physical and medical 
conditions from child-centered to adult-oriented health 
care systems”    (Blum et al. J Adolesc Health, 2004) 

Transition is a process, not an event 
Transfer: is an event  

• when the adolescent is sent to adult care 
 



Life-Long Cardiac Care 
 

“A lapse in specialized care for people living with CHD 
likely includes a lack of education about their 
condition,” said Amy Verstappen, president and 
CEO of the ACHA. “It remains very difficult for us to 
reach out to people who have been lost to care, so we 
place a great importance on educating parents and 
families to ensure more children with CHD grow up 
receiving the lifelong treatment they need.” 











Gurvitz M, Valente A, Broberg C, et al. Prevalence and Predictors of Gaps in Care Among Adult 
Congenital Heart Disease Patients : HEART-ACHD (The Health, Education, and Access 
Research Trial). J Am Coll Cardiol. 2013;61(21):2180–2184. 



2. Check-in Questions  
Where are we at?  



http://ontracbc.ca/ 
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2. Needs work 
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3. Resources 
 

MyHealth Passport 
3-Sentence Summary 

OnTrac – Use Your Phone 
 







MyHealth Passport 

• Name of specific cardiac condition 
• Previous cardiac interventions 
• Name and purpose of medications 
• Need for SBE prophylaxis  
• Contact names and location of CHD cardiologist 
 



Check-in Question  
1. I have an up-to-date MyHealth 

Passport with me today 
2. I have an not so up-to-date 

MyHealth Passport with me today 
3. I have done a MyHealth Passport 

in the past that is not with me 
4. I have never done a MyHealth 

Passport  
 



p. 1  https://www.sickkids.ca/myhealthpassport/ 





p. 3 







 







     Fictitious patient 



     Fictitious patient 



What are the facts? MyHealth Passport 
 
What do the facts mean?  
• Learn basics of your cardiac anatomy 
• Understand 3-4 potential future cardiac 

complications  
• Understand need for ongoing lifelong 

congenital heart care 



Heart Diagrams & Potential 
Complications 
• American Heart Association 
http://www.heart.org/HEARTORG/Conditions/Conge
nitalHeartDefects/AboutCongenitalHeartDefects/Abo
ut-Congenital-Heart-
Defects_UCM_001217_Article.jsp 
• Cove Point Foundation 
http://www.pted.org/ 
• Education session with a clinic nurse 

 

http://www.heart.org/HEARTORG/Conditions/CongenitalHeartDefects/AboutCongenitalHeartDefects/About-Congenital-Heart-Defects_UCM_001217_Article.jsp
http://www.heart.org/HEARTORG/Conditions/CongenitalHeartDefects/AboutCongenitalHeartDefects/About-Congenital-Heart-Defects_UCM_001217_Article.jsp
http://www.heart.org/HEARTORG/Conditions/CongenitalHeartDefects/AboutCongenitalHeartDefects/About-Congenital-Heart-Defects_UCM_001217_Article.jsp
http://www.heart.org/HEARTORG/Conditions/CongenitalHeartDefects/AboutCongenitalHeartDefects/About-Congenital-Heart-Defects_UCM_001217_Article.jsp
http://www.pted.org/


What do the facts really mean? 
AKA “Drugs, sex and rock n roll”  

•Alcohol 
•Smoking & street drugs 
•Piercing & tattoos 
•Sexuality, contraception, & 
inheritability of CHD 

Corience – European site 
http://www.corience.org/living-with-a-heart-defect/adults/body-
soul/drugs/ 

http://www.corience.org/living-with-a-heart-defect/adults/body-soul/drugs/
http://www.corience.org/living-with-a-heart-defect/adults/body-soul/drugs/


3. Resources 
 

MyHealth Passport 
3-Sentence Summary 

ON TRAC – Just TRAC it 
 



MyHealth 3-Sentence Summary 
  
• Learn how to summarize your health history and 

speak to health-care providers in a concise way – to 
get across your needs and concerns in every health-
care experience. 

• The MyHealth 3-Sentence Summary provides some 
tips on how to summarize your health and current 
needs in about three sentences.   

• This skill is really important when you meet your 
new adult health-care providers or when you don’t 
get to spend too much time with a health-care 
provider.  
 
 

http://www.sickkids.ca/Good2Go/For-Youth-and-Families/Transition-Tools/MyHealth-3-Sentence-Summary/Index.html 



MyHealth 3-Sentence Summary 
 

 
• Being able to summarize your history briefly, sends 

the message that you are knowledgeable about 
your health and that you know how to focus on 
what is important.   

• After you give your summary, your provider will 
typically have questions.  This doesn’t mean that 
you’ve forgotten important information, it just 
means that you’ve given enough information that 
they can now focus on what’s important to you 
during the appointment. 
 

http://www.sickkids.ca/Good2Go/For-Youth-and-Families/Transition-Tools/MyHealth-3-Sentence-Summary/Index.html 



MyHealth 3-Sentence Summary 
 Sentence 1: My age, diagnosis and brief medical history 

Sentence 2: My treatment plan 
Sentence 3: My question/concern to talk about during this 
visit 
Example 
• Hi, my name is Taryn Main. 
Sentence 1: I am 20 and had an Arterial Switch operation for 
Transposition of the Great Arteries and VSD closure when I 
was one week old. I see a congenital heart specialist annually.   
Sentence 2: I have regular tests to monitor my aortic valve 
and I am not on any medications except for antibiotics when I 
go to the dentist.  
Sentence 3: I am here today because I have had a fever for a 
couple of days with no other symptoms. 

 
http://www.sickkids.ca/Good2Go/For-Youth-and-Families/Transition-Tools/MyHealth-3-Sentence-Summary/Index.html 

     Fictitious patient 



3. Resources 
 

MyHealth Passport 
3-Sentence Summary 

ON TRAC – Just TRAC it 
 



Check-in Question 
Do you have a cell phone?  
1. Yes, of course I do and it’s always with me. 
2. Yes, but I do not always know where it is.  
3. No, I do not have a cell phone.  

 



http://ontracbc.ca/justtracit/ 



http://dontforgetthebubbles.com/ 
Don't Forget the Bubbles is a paediatric blog providing online medical education. It is run by Tessa Davis, Henry Goldstein, Ben Lawton and Andrew Tagg, and is a 
collaborative effort to create a Free Open Access Medical Education (FOAM) resource for paediatrics. 

http://dontforgetthebubbles.com/
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