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About this book

As you get older you will need to change from a children’s (or paediatric) 
healthcare service to adult healthcare services. This can be a tricky and 
confusing time as you have to learn more about your own healthcare, as well 
as how the adult healthcare system works. 

Although, you don’t have to worry because there are plenty of people 
around to support you through this process! This booklet gives you some 
ideas about navigating through this time and where to go if you need some 
help. You might want to have a look at this book with your parents or 
guardians or caregivers.

This book was developed by the GSNV and we hope that it is helpful during 
your journey to looking after your own health! 



What is transition?

"Transition” means moving from child-centred healthcare to adult-centred healthcare in 
a planned way to best develop our potential as we grow older (Blum et al, 1993). It 
generally occurs for young people with long-term conditions.

Transition is a process. You may meet and see many different specialists and healthcare 
workers throughout this journey. We know this can seem overwhelming, but beginning 
your transition journey early can make you more familiar with the different people 
who are there to help you. 

In this booklet we will mostly talk about transition within the public healthcare system. 
However, there are also many private services that you can explore throughout your 
healthcare journey.

Blum, R. W., Garell, D., Hodgman, C. H., Jorissen, T. W., Okinow, N. A., Orr, D. P., & Slap, G. B. (1993). 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, 14(7), 570-576. 



Why is transition important?

As we grow older, our healthcare needs change. This 
also means the healthcare system cannot provide a 
service for people of all ages in one centre. We, therefore, 
need to move from paediatric care to adult care as we 
grow. 



Who needs transition?

Young people who have a long-term condition need 
transition. All genetic conditions exist for life. If you 
have a genetic condition that has meant you have 
needed ongoing and regular care, you will need 
transition. This is to make sure that all of your healthcare 
is right for your age.



Transition 
Timeline



Planning Phase

✤ Occurs from 12 years of age.

✤ During this phase, your level of understanding of your health condition and needs are 
checked. More information is given as needed.

✤ Although transition may feel like a lifetime away, you could begin thinking ahead and 
starting conversations with your healthcare providers and support networks. 

✤ It is a good time to work closely with parents or guardians or caregivers to find a General 
Practitioner (GP) who you feel comfortable working with. 

✤ Involve your GP in your healthcare early, so they become familiar with you and your 
healthcare needs.

✤ It is also important to ask your paediatric specialists to communicate with your GP and  
update your GP’s details in your hospital file.



Preparation Phase

✤ From the age of 15 you begin to prepare to move into the adult healthcare 
system.

✤ Your independence will increase as you are able.

✤ We know that doing things without your parents or caregivers may seem 
scary, but it is important to begin this process early to make decisions for 
yourself.

✤ You may ask your paediatric specialist if you are able to meet your new adult 
specialist team before you transfer.

✤ Making an emergency plan with your new adult healthcare professional 
would also be good.



Preparation Phase

Beginning to take 
initiative for the 

transition process

Becoming 
responsible for 
your healthcare

Attend part of the 
appointment by 

yourself

✤ At this point, if you do not have a GP, it is time 
to go find one and form a positive relationship 
with them. This link can help you find a good 
GP: https://www.rch.org.au/uploadedFiles/
Main/Content/transition/
All%20you%20need%20to%20know%20about%
20GP.pdf 

✤ The Genetics Support Network of Victoria 
(GSNV) is another service that can help link 
you into community support networks where 
you can get peer-support and other help.

https://www.rch.org.au/uploadedFiles/Main/Content/transition/All%20you%20need%20to%20know%20about%20GP.pdf
https://www.rch.org.au/uploadedFiles/Main/Content/transition/All%20you%20need%20to%20know%20about%20GP.pdf
https://www.rch.org.au/uploadedFiles/Main/Content/transition/All%20you%20need%20to%20know%20about%20GP.pdf
https://www.rch.org.au/uploadedFiles/Main/Content/transition/All%20you%20need%20to%20know%20about%20GP.pdf


Transfer Phase
Children’s 

Services
Adult 

Services

✤ Occurs from 18 years of age.

✤ You will begin to go to adult healthcare services for your appointments.

✤ Your medical documents will be transferred to adult services.

✤ You can now attend appointments by yourself.

✤  Your healthcare team have to contact you directly with any questions or 
information regarding your healthcare.

✤ Some of your paediatric care may not need to be transferred to an adult 
specialist. Thus, having a good GP that you trust and who knows you is 
important to help you manage your care as an adult.



Evaluation Phase

✤ This phase could be anytime from 
6-18 months after your transfer 
into the adult healthcare system.

✤ How happy you are with your 
adult healthcare team can be 
discussed.

✤ This is also a chance for any 
queries or concerns to be talked 
about.



Moving from Children’s Healthcare to Adult 
Healthcare: A new model of care and ways to navigate 
this

✤ In the children’s setting many things are done without 
you needing to ask.

✤ In an adult healthcare system, you will need to be 
more proactive to make sure you are getting all the 
support you need.

✤ In order to navigate the adult healthcare system, your 
GP can be your co-ordinator of care. This is why it is 
key to establish a good relationship with your GP.  



Transition Support Service

✤ The RCH Transition Support Service has a range of resources and information which 
could assist your transition from paediatric to adult care. 

✤ If you are seen by a health professional at the RCH, you can ask your doctor to refer 
you to or you can email transition.support@rch.org.au 

✤ The transition team include experienced professionals who help you navigate the 
trickiness of this process.

✤ The following link will direct you to their services where you can make contact or ask 
your doctor to refer you: https://www.rch.org.au/transition/ 

✤ If you do not go through the RCH transition, it is a self-directed process.

✤ If you need a referral to either a public or private service, you can see your paediatric 
specialist or your GP.

mailto:transition.support@rch.org.au
https://www.rch.org.au/transition/


Some Support Services in Victoria 
include:



What do support services do?

✤ They provide peer-support for yourself and your family.

✤ They can help empower you throughout your journey and can be an invaluable source of 
practical, psychological and emotional support.

✤ The GSNV can help to connect you with the best community support network for your 
condition.

✤ The GSNV works to help various support networks for rare genetic conditions (both 
diagnosed and undiagnosed).

✤ GSNV advocate for people and is a good source of information. They also conduct 
workshops, information sessions, lectures or talks by clinicians, genetic counsellors, and 
members of support organisations. 

✤ The following link takes you to the GSNV website, where you can find more information 
about their service: www.gsnv.org.au/ 

http://www.gsnv.org.au/


Other useful services

✤ The National Disability Insurance Scheme (NDIS) supports 
individuals living with a disability.

✤ Financial assistance, and other supports can be accessed through 
the NDIS and/or the Disability Support Pension (DSP) through 
Centrelink.

✤ To find out if you are eligible for the NDIS, go to: www.ndis.gov.au 

✤ To find out more information on Centrelink, go to: https://
www.humanservices.gov.au/individuals/services/centrelink/
disability-support-pension  

http://www.ndis.gov.au
https://www.humanservices.gov.au/individuals/services/centrelink/disability-support-pension
https://www.humanservices.gov.au/individuals/services/centrelink/disability-support-pension
https://www.humanservices.gov.au/individuals/services/centrelink/disability-support-pension


Psychological support  
services

✤ Living with a long-term genetic condition can create many stresses.

✤ We know that the transition process can often increase these stresses and create 
new anxieties, fears and periods of uncertainty. 

✤ It is important to know that you are never alone throughout the process.

✤ Many different services exist to support you and your mental wellbeing at all 
times, some specifically made for young adults.

✤ If you need help finding a psychologist, see your GP for a “Better Access to Mental 
Healthcare Plan” and a referral to a recommended psychologist. 

✤ You could use the following link to get more information: 
www.betterhealth.vic.gov.au/servicesandsupport/mental-health-services. 

http://www.betterhealth.vic.gov.au/servicesandsupport/mental-health-services
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