TRANSITION

A guide for young people moving from paediatric to adult care

What should happen when the time comes for me to transfer to

the adult CF Centre?

It is important that you are fully involved in what is happening as you move from the
children’s to the adults’ CF Centre.

The doctors and other members of the team should be making plans with you, not about you,
and your parents should be included provided that is what you and they want.

The transition from paediatric to adult care is a gradual, planned process — not a one-off event.
Time should be taken to make sure you are fully prepared and ready for the move to the adult
Centre.

When should you and your doctor start talking about transition?

Your paediatrician should start talking to you about moving to the adult Centre at least a year
before he or she thinks you may be ready to go. If you feel ready to discuss it and it has not
been brought up, ask your doctor to explain the procedure to you. You should have the
opportunity to ask questions and be given plenty of time to think things over and talk about
how you feel about moving.

When should | transfer?

Not everyone wants to move to an adult Centre at the same age. However, we suggest that it
is probably best if you do so sometime between the ages of 14 and 18, so that you do not find
yourself with adults too early or find it hard to move because you have waited too long.

The important thing is that your views about when you move are listened to and that you feel
it is the right time for you.

It is also important to check out the Centres for adults with CF in your region.

How should | be prepared for the transfer?

Your paediatrician should start to talk more to you, rather than to your parents, about your CF
and treatment as you get older. You should have the opportunity to talk to him or her by
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yourself as the time for transfer approaches, but this should be discussed so that both you and
your parents feel comfortable with the new arrangement. Besides taking more responsibility
for your treatment, there may be matters which you would like to discuss privately.

You should have the opportunity to get to know members of the adult team and become
familiar with the adults” Centre before moving. How this happens should be discussed with
you. It could involve the adult team visiting you at the paediatric Centre and/or your going to
look around the adult Centre informally and meeting the staff there.

You should be able to take part in a Joint Transition Clinic where both the paediatrician and
the physician who will be responsible for your adult care are present. You should also be able
to meet other members of the adult and paediatric teams together. The purpose of this is to
discuss your clinical care and for you to feel confident about how this will be managed by the
adult team.

What else?

Hospital admission

Someone from the paediatric team, with whom you get on well, should act as your key person
to help make your move easier. This person should arrange your visit to the adult Centre and
accompany you, if you wish. They should also be able to help with any worries or concerns
you may have about moving.

You should be given an information booklet about the adult Centre which explains how to get
there, who the team members are, and what happens when you attend the clinic or are
admitted to hospital.

If admitted, the ward you stay on should be appropriate for you as a young person,
particularly in terms of where you sleep and the leisure facilities available. The staff who
look after you should be trained and able to respond sensitively to your physical and
emotional needs.

CHECKLIST

Early discussion about moving

Time to talk and ask questions

Full involvement in plans for transfer
Meet the adult team

Visit the adult Centre

Joint Transition Clinic

Key person

Information booklet

Reassurance about in-patient care

This factsheet was informed by the CF Trust Coming of Age Project which was funded by the Department
of Health. Copies of the summary report (40 pages) are available from the Cystic Fibrosis Trust — address
details are shown on the front cover of this factsheet.
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