Scottish Paediatric Endocrine Network
(SPEG)

NOTE

This guideline is not intended to be construed or to serve as a standard of care.
Standards of care are determined based on all clinical data available for an individual
case and are subject to change as scientific knowledge and technology advance and
patterns of care evolve. Adherence to guideline recommendations will not ensure a
successful outcome in every case, nor should they be construed as including all
proper methods of care or excluding other acceptable methods of care aimed at the
same results. The ultimate judgement must be made by the appropriate healthcare
professional(s) responsible for clinical decisions regarding a particular clinical
procedure or treatment plan. This judgement should only be arrived at following
discussion of the options with the patient, covering the diagnostic and treatment
choices available. It is advised, however, that significant departures from the national
guideline or any local guidelines derived from it should be fully documented in the
patient’s case notes at the time the relevant decision is taken.

This guidance has been prepared by NHS National Services Scotland (NSS)
National Networks. Accountable to Scottish Government, NSS works at the heart of
the health service providing national strategic services to the rest of NHSScotland
and other public sector organisations to help them deliver their services more
efficiently and effectively. Working across professional and organisational
boundaries, National Networks support the delivery of safe, effective healthcare
that’s designed around patients, carers and families.

Review: May 2028
NSD610-016.32 V1 Page 1 of 14



SPEG

Contents
INEFOAUCTION ...t e e et e e e e e e e e e aaeeaeees 4
Definition @and @iMS........oueiiiie e aaaaa 4
The aims of transitional care are to: ............coooiii i, 4
Key elements for an effective transition programme ............ccccccvvviiiiiiiiiiiiiiiiiiinnnnnn. 4
Philosophy Of tranSition ...........coooiiiiiii e 5
Preparation for tranSition ...........ooooiiei e 5
e T LT o] 1= U UEERPRPIN 5
LI 01T e T = 1T =T = PRSP 6
Process of tranSitioN .........ooooini i 6
Initiation and co-ordination of transition...............cooooi i 6
Educational programme .............uii i 7
Assessment of readiness for transition ... 7
Involvement of GP in transition proCess.........ccouveiiiiiieiiiiiiiie e 7
ACKNOWIEAGEMENTS ... e e e e e e e e e e e e e e e e e e eaaans 7
National Standards for Endocrine Transition.............cccooooviiiiiiiii e, 7
e TV o] 1= U UERPPPRPN 7
PO SS .. e e e ar e aaan 8
Quality Standards for TranSitioN...........coovviiiiiiiiiiiiieeeeeeeeeeeeeeeeeeeeeeee e 8
INfOrMation MAtFiX.........oouniiiie e e e 9
Transition checklist — matrix for information ...............cccccoiiiii 9
Transition checklist — matrix for individual and interaction ................................ 10
Transition checklist — service and interaction...........cccoovviiiiii e 11
REFEIENCES ...t e e 12
Appendix 1 — Steering Group membership ............eeiiiiiiiiiiiie e, 13

Review: September 2028
NSD610-016.32 V1 Page 2 of 14



SPEG
Transition Framework

Authors

Stakeholders
involved

Methodology used

Rationale

Approval process

Review: September 2028
NSD610-016.32 V1
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Endocrinologist, NHS Greater Glasgow and Clyde),
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e Literature search

e Review of evidence

e Review of available national and international
guidance including the work of the Paediatric
subgroup of the Scottish Diabetes Group and the
North-West Paediatric Network

e Engagement with key stakeholders (see above)
Guidelines drafted with review date

e Guideline submitted to Steering Group (see
appendix) for comment then approval

This guideline is based on the work done by the
Paediatric subgroup of the Scottish Diabetes Group,
which in turn has based their transition policy on the work
of the North-West Paediatric Network. SPEG
acknowledges their work and is grateful that they have
made this policy available to adapt for endocrinology.

This guideline will be useful for anyone dealing with the
transition of young people to adult services within
endocrinology. This guideline covers any patients who
are moving from paediatric to adult services within
endocrinology.

The guideline was approved by the SPEG Steering
Group on 23 September 2025.
See appendix for list of Steering Group members
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Introduction

The transition from childhood to adulthood is an important stage in a young person’s
life. For adolescents with health care needs, this is a time when they can be
expected to take increasing responsibility for their own health. Adolescents with
long-term conditions are less likely to adhere to medical advice than younger
children '. This can affect health outcomes in adulthood 2. Adolescents with
endocrine conditions can lose contact with healthcare services during the transition
period 2 and this disengagement with services can have adverse effects on health 4
5. There is therefore consensus that the needs of adolescents and young people
need to be actively managed during this transition period 6.

Definition and aims

Transition is a “planned, purposeful movement of the young person from a child-
centred to an adult orientated health care system”. It is a process which evolves over
a considerable period of time and should not be considered an event °.

Transitional care is a multi-dimensional, multi-disciplinary process that addresses not
only the medical needs of young people as they move from children’s services to
adult services, but also their psychosocial, educational and vocational needs and the
needs of their parents.

o Provide high quality, co-ordinated, uninterrupted healthcare, that is patient-
centred, age and developmentally appropriate and culturally competent.

o Be flexible, responsive and comprehensive with respect to all persons
involved.

o Promote skills in communication, decision-making, assertiveness and self-
care, self-determination and self-advocacy.

o Enhance the young person’s sense of control and move towards
independence.

o Provide support for the parent(s)/guardian(s) of the young person during this
process.

o Provide care in a young-person friendly environment

Key elements for an effective transition programme

e a written policy

e the opportunity to meet the adult physician in advance of the planned
movement into the adult service

e a preparation period and education programme with an individualised
approach, which addresses psychosocial and educational/vocational needs,
provides opportunities for adolescents to express opinions and make informed
decisions, and gives them the option of being seen by professionals with or
without their parents depending on their wishes

e a co-ordinated transfer process with a named co-ordinator and continuity in
health personnel when possible
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¢ administrative support
e primary health care and social care involvement
e young person friendly clinic facilities

Philosophy of transition

e a transition programme is an essential part of quality care for adolescents with
endocrine conditions

o effective transition must recognise that transition in health care is only one
part of the wider transition from dependent child to independent adult

e transition services must also address the needs of the parent/guardian(s)
whose role is evolving at this time in their son/daughter’s life and healthcare

e in moving from child-centred to adult health services, adolescents undergo a
change that is cultural as well as clinical

¢ transition services must be multidisciplinary and involve both paediatric and
adult teams, and any other parties involved in the care of the adolescent

e co-ordination of transitional care is critical, and a key worker should be
identified for each adolescent to ensure seamless transition

e transition is NOT synonymous with transfer. Transition is an active process
and not a single event like transfer. Transition must begin early, be planned
and regularly reviewed, and be age and developmentally appropriate

e transition services must undergo continued evaluation

Preparation for transition

e both the teenager/adolescent and their parent(s) need to be prepared for
transition and eventual transfer to the young adult service

e there must be a flexible approach to transition which considers developmental
readiness and links to other social transitions such as leaving school

e adolescents should only be transferred to the young adult service when they
have completed growth and puberty and have the necessary skills to function
in a young adult service largely independent of parents and staff e.g. decision-
making, communication, self-care, assertiveness. When this is not possible
due to cognitive impairment and/or severe disability, appropriate advocacy,
preparation and developmentally appropriate care in the adult service should
be ensured prior to transfer

e transition planning must begin well before the anticipated transfer time —
preferably in early adolescence when a series of educational interventions
should discuss understandings of disease, the rationale of therapy, source of
symptoms, recognising deterioration and taking appropriate action, and most
importantly, how to seek help from health professionals and how to operate
within the medical system, including primary and emergency care
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adolescents should be helped to take appropriate responsibility for their health
from as early an age as possible. Furthermore, their parents should be
encouraged to help them to do so. Health promotion should be embedded into
the young person’s service

the concept of independent visits must be introduced well in advance to
prepare the adolescent and their parents for this. “In the next couple of years,
you may feel able to start seeing the doctor on your own....” The aim should
be to see the teenager/adolescent by themselves for some time during clinic
visits. NB Parents must remain involved and should be seen with the
adolescent at some time during the session if this is desired by the young
person

in preparation for adolescents to be seen independently, the teenage and
young adult clinic will provide continuity of professionals at each visit

a schedule of likely timings and events should be given in early adolescence,
and they should be involved in developing detailed timings for their own
transition. Details should be documented in the notes to ensure continuity
especially if seen by different members of the multi-disciplinary team

leaflets and material about transition should be provided in clinic settings from
early adolescence

Timings and age
Timing of transition MUST be flexible and not restricted to age criteria only. There
must be a flexible approach to transition, the timing of which depends on:

chronological age

maturity

adherence

independence

adolescent readiness

parental readiness

links to other social transitions such as leaving school

Process of transition

Every consultant or nurse seeing children and young people in the clinic is
responsible for ensuring discussion of transition and making arrangements by a
designated team member. This should be documented in the clinical notes. Post-
clinic meetings or MDTs offer potential opportunities to identify adolescents suitable
to begin transition at the next appointment.
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introductory leaflet which includes the meaning of transition for the patient and
parent at the initial discussion

gradual increasing emphasis on increasing self-advocacy for the adolescent
in clinic. This includes involvement in decision making, being seen alone and
other issues which impact on their life

if a competency checklist is used by the paediatric department, this should
transfer with the young person as they move into the adult service

This will involve individual discussion between the adolescent and their parents with
the endocrine team and team discussion at post clinic meetings. The ultimate
decision to move to the adult service lies with the young person.

The GP needs to be sent a copy of the transition plan.

Acknowledgements
This policy has been based on the work done by the Paediatric subgroup of the

Scottish Diabetes Group, which in turn has based their transition policy on the work
of the North-West Paediatric Network. SPEG acknowledges their work and is
grateful that they have made this policy available.

National Standards for Endocrine Transition

Review:

age-appropriate communication — with the young person as well as the
parent/carer

offer the young person the option to see the HCP without parent/carer for at
least part of the consultation

understand health issues in the context of other events in the young person’s
life

the appointment should aim to develop mutually agreed goals, working
towards an appropriate level of independent self-management by the young
person

aim for consistency of contact — not necessarily through one person but a
small team

a balance of paediatric and adult healthcare professionals to see the young
person

team members should be working collaboratively across both services with a
shared ethos and an understanding of each other’s roles and responsibilities
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all professionals need to be appropriately trained and specifically interested in
the needs of young adults living with a long-term condition

the process should allow the young person to become familiar with the
location, layout and staff involved with the young adult service

an identified lead for transition in each paediatric and adult endocrine service
a joint paediatric/adult transition policy

start the discussions about the transition process early

the actual period of movement between services should involve input from
paediatric and adult teams with at least one combined appointment
experience of care audit should be undertaken

Ensure there is a patient centred transition policy in place for every unit.

The young person and their family should be given information relevant to
them about the transition process in advance of the process starting.

The young person, family and carers should be involved in planning their
transition process.

Identify a named member of staff the family can contact regarding the
transition process.

The move from paediatric to adult care should involve at least one combined
appointment.

DNA rates monitored and followed up over the course of the transition period.
Children with GHD should have GH status retested at final height and a
decision made about ongoing GH replacement as part of the transition
process.

There should be a regular experience of care audit for each transition service.
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Information matrix

Transition checklist — matrix for information

Q1 | Have the patient & CAUTION

their The issue of transition
family / carers has been briefly
been mentioned to the

informed of the
transition process

young person and
their family / carer.

well Questions raised
in advance of the have been partially
process answered.
beginning?

Q2 | Does the CAUTION
information Has an introduction

but does not
contain any relevant

given begin by
explaining what

transition will information that

cover and isneeded for the

then continue to patient/family or carer.
cover

that information?

Q3 | Does it use CAUTION
everyday Has a mixture of plain
language (plain English
English) (everyday language)
explaining and medical
unusual or terminology, and
medical makes some attempt
words or to explain medical
abbreviations words but not in
or jargon? great detail.

Q4 | Does any written CAUTION
information use The information is
short written in sentences
sentences of less containing more than
than 15-20 words and
15 words on is explaining about
average? more than one

concept in the
sentence, this can be
confusing. It would be
better split into

two sentences.
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Transition checklist — matrix for individual and interaction

CAUTION

There is a partial
process in place for
the transition pathway
but this is not a
written policy

Q5 | Is there a clear
written policy in
place for the
transition pathway
for this

particular service?

Q6 | Has a predicted CAUTION
timescale of A predicted timescale
transition of transition has
been provided to been provided for the
the young person

but this has not been
discussed fully

young person?

Q7 | Has the individual CAUTION
needs of the The individual needs
patient of the young

person have been
considered but not
fully and there is still

been taken into
account — age,
development,

maturity more to consider
etc?
Q8 | Has the young CAUTION
person The young person has
been prepared for begun to

partially understand
the independence

gaining more
independence in

the expected of them but
move to adult is not yet fully
services confident in being
and feels confident autonomous in the
about this adult services. The
autonomy? subject of

attending clinics on
their own has

been discussed but
not in detail.
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Transition checklist — service and interaction

Q9 | Isthere the CAUTION
opportunity There is an
to have joint clinics opportunity for joint
with clinics
both children’s but this has not been
service developed
staff and adult further
service
staff?

Q10 | Are the children’s CAUTION

The children’s team
and adult’s team

team and adult’'s
team working

collaboratively to have partially
ensure a smooth discussed the
transition process? transition

pathway but not in
full detail

CAUTION
Addresses the
patient / family or
carer

Q11 | Does the
information /

staff member
personally address

the as “you” or “your” but
patient / family or uses passive
carer? sentences, explains

details but uses
words that are
impersonal to the
participant / patient /
family.

CAUTION

The information /
Interaction uses
words that are
patronising and does
not try to encourage
involvement. Try and
rethink the
information /
interaction in a more
realistic form.

Q12 | Is the tone of
Interaction /
information
respectful?
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Appendix 1 — Steering Group membership

Designation

Area
Representing
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Arlene Smyth Third Sector Steering Group Third Sector
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Endocrinology & Diabetes

Ching Chen Consultant Paediatrician Education Group Chair | NHS Greater
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Craig Oxley Consultant Paediatrician Steering Group NHS Grampian
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Graeme Eunson Consultant Paediatrician Steering Group NHS Borders
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Guftar Shaikh Consultant Paediatric Steering Group NHS Greater
Endocrinologist Member Glasgow & Clyde
Harriet Miles Consultant Paediatric Steering Group NHS Lothian
Endocrinologist Member
lan Hunter Consultant Paediatrician Steering Group NHS Lanarkshire
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Jane McNeilly Clinical Biochemist Steering Group NHS Greater
Member Glasgow & Clyde
Jill Gibb Paediatric Endocrine Nurses' Group Chair NHS Tayside
Nurse Specialist
Julie Lucas Paediatric Diabetes & Steering Group NHS Forth Valley
Endocrine Nurse Member
Kathryn Cox Consultant Paediatrician Quality Indicators NHS Lothian
Group Chair
Kerstin Norman Paediatric Endocrine Steering Group NHS Highland
Nurse Specialist Member
Mike Crane Principle Biochemist Steering Group NHS Lothian
Member
Nicky Conway Consultant Paediatrician SPEG Lead Clinician NHS Tayside
Rohana Wright Consultant Physician Steering Group Chair NHS Lothian

Roisin Boyle Paediatric Endocrine Steering Group NHS Greater
Nurse Member Glasgow & Clyde
Ruth Magowan Paediatric Nurse Steering Group NHS Borders
Member
Sabine Grosser Consultant Paediatrician Steering Group NHS Forth Valley
Member
Sarah Kiff Consultant Paediatric Clinical Guidelines NHS Lothian
Endocrinologist Group Chair
Sarah Smith Clinical Scientist Steering Group NHS Greater
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Scott Williamson Consultant Paediatrician Steering Group NHS Ayrshire &
Member Arran
Stephen Bowhay Clinical Pharmacist Steering Group NHS Greater
Member Glasgow & Clyde
Stuart Henderson Consultant Paediatrician Steering Group NHS Highland
Member
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Contact: nss.speg@nhs.scot
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All content is available under the Open Government Licence v3.0 except for graphic
assets and where otherwise stated.’
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