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The Patient Pathway



• At the centre of all service planning should be 
Quality!

• The Institute of Medicine 1990 illustrated how 
healthcare should be delivered.

• This is a simplistic diagram and this needs to be 
carefully thought through as with any change 
management changes in one area will produced 
a butterfly effect causing and effect in another 
area.

• These effects need to be predicted to make 
changes and maintain a quality service.

Quality



It is not uncommon, for 
adolescents and young adults 
with CHD to hold the 
misperception that they have 
been “cured” or “fixed.”



Lost to Follow-up



• 4461 ACHD pts examined with median age 26.4yrs 
between 1991-2008

• Overall 23% of scheduled clinic appts were not 
attended

• Main predictors of non-attendance were younger 
age, non-Caucasian ethnicity, lower economic 
socioeconomic status, number of previous missed 
appts, and lack of planned investigations on same 
day as appt i.e. ECHO

• Both the number of missed appts and the ratio of 
missed appts to follow-up period emerged as 
predictors of mortality independent of patients age, 
disease complexity, functional class and 
socioeconomic status

• Authors concluded attendance at appts in specialist 
centre is associated with better survival







At the beginning!



The Purpose of a Transition Program



There are many different transition processes described but it is important to establish a service 

that works for the individual centre

There is no ‘one size fits all’-approach 

One of the most important requirements is to provide a transition service addressing the needs of the 

patients and their families. It should be supported to involve young people in the design of transition 

services guaranteeing to meet patients’ needs and expectations. 

Royal College of Paediatrics and Child Health. Bridging the gaps: Health Care for Adolescents. London, UK: RCP&CH; 2003.

Choosing the Right Model



Adolescent clinics where all the 
patients attending the clinic 
are seen by adolescents team. 

Adolescent Clinic Model



Where joint clinics are 
organised by both 
paediatric and adult 
teams seeing the patients 
together (sometimes this 
is a one off handover clinic 
other times this can be a 
regular appointment. 

Joint Clinic Model



Joint Consultation Individual Consultation

Advantages

• Both Paediatric and Adult Cardiologists
present

• Direct communication between Paediatric and 
Adult Cardiologist

• Can be less streeful for the patient and family
knowing the two teams are working together

• One Doctor taking responsibility

• More time for education to the patient and family

• Easier for the adult doctor to establish a 
relationship with the patient

Disadvantages

• Needs two doctors – not cost effective

• Less time for education

• Division of responsibility

• More Stressful for the patient and the family

• No direct handover with patient present from
paediatric to adult doctor

• Needs a solid transition program

Traditional Medical Model



Nurse-led model, where a team of 
clinical nurse specialists coordinates 
the transition process and meet the 
patients whilst they are in the 
pediatric department. 
Within such a model, the transition 
coordinator stays with the patients 
when moving through to the adult 
department. 

Nurse-led model



Group education involves 
inviting a number of 
adolescents to attend for a 
group transition session 
where they learn information 
about lifestyle issues, diet, 
exercise, endocarditis etc…

Group Education





Series of talks & workshops 
covering: the normal heart; 
endocarditis; lifestyle; 
promoting independence; 
sexual health; transition 
preparation and 
psychosocial support

What is covered on the day?



•Q&A sessions, expert panel 
and patient representatives
•‘Marketplace’ of cardiac 
specific and general 
adolescent charity stalls 
during lunch

What is covered on the day?























The End!


