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What transition tool do you
currently use?
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RSGH

* Series of questionnaires/statements to prompt discussions
* Used to develop individualised Transition Plan

* Freel

* Online or paper

* Excellent resources

* Widely used

 Suitable for Paeds and adult services

Burdett Trust
for Nursing

L £ UNIVERSITY OF

e 1}5} SURREY



TIER Network - TIER Homepage
readysteadygo.net

YTER About Ready Steady Go Programme Specialities Education

Shared Decision Making

)

Welcome to the Transition & Patient Empowerment Innovation, Education and Research Collaboration

TIER is an international collaboration of healthcare professionals who are passionate about working together with patients and carers to empower children, young people and

adults to help manage their condition, promote best practice and share resources

We have developed the Ready Steady Go and Hello programmes to help support patients and their carers through this process. Please click on the icons below to find out more
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programme
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https://www.readysteadygo.net/

Burdet ™

Introduction booklet

Transition:
moving into adult care

Information for young people and families

What is transition?

In healthcare, we use the word “transition” to describe the process of
preparing, planning and moving from children’s to adult services.

Transition is a gradual process that gives you, and everyone involved in your
care, time to get you ready to move to adult services and discuss what your
healthcare needs as an adult are likely to be.

This includes deciding which services are best for you and where you will
receive that care.

Transition is about making plans with you - and not about you.

We understand that moving away from a team of doctors and nurses that you
have been with for many years can be scary but hopefully, by getting involved in

the transition process, you will feel more confident and happier about the move.

Why do | have to move?

As you get older, you will find that some of the things you want to discuss
or some of the care you might need is not properly provided by our
children’s services

Adult services are used to dealing with all sorts of issues that may arise, such
as higher education, travelling, careers and sex.

‘You may also find that you would prefer to be seen in a more grown-up
environment, rather than the usual children’s departments or wards.

When do | have to move?
There is no exact time that is right for everyone.

The purpose of this leaflet is to get you thinking about moving on and
preparing for it.

Your doctors and nurses may have an idea about when they feel that you
might be ready but it is important that you are involved in that decision

Can | choose where | move to?

Part of the transition process should be helping you to look at where your
ongoing healthcare needs can best be met and how this will fit in with your
future plans.

Your consultant or family doctor (GP) will be able to give you information to
help you make the best decision.

If there is a choice of places, it is a good idea to visit all of them and then
decide which is best for you.

Who can help me get ready?

Your healthcare team will be able to give you information and support about
moving on.

They can help you get ready for adult services by:

Teaching you about your condition or illness, its treatment and any possible
side effects

When you are ready, seeing you on your own for part of the clinic
appointment and working towards seeing you on your own for the whole
clinic appointment

Making sure you know when to get help and who to contact in
an emergency

Helping you understand how your condition or illness might affect your
future education and career plans

Making sure you know about the support networks available

Making sure you understand the importance of a healthy lifestyle,
including exercise, diet, smoking and sex
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Ask 3 Questions’ INHS|

We understand that learning you have a long-term condition can cause Normally there will be

Hel Io to anxiety and be overwhelming. choices to make about
We have developed the ‘Hello to adult services’ programme to help your healthcare. Make .

ad u It Se rvices support you and help address any concerns you have. sure you get answers fo . .

Information for patients, families and carers - these three questions:
Who is it for?

You, if you have been diagnosed with a long-term condition.

What are my options?

What is it?
A programme to help you gain knowledge and skills to manage your condition.

What are the pros and cons

? i
Why? . of each option for me?2
So you have the knowledge and confidence to manage your condition and are A

supported through the process.

How? ), \ How do | get support to
unteamwilheigyou: _ ST %9 | help me make a decision

« manage your condition that is right for me?

« learn about your treatment

+ gain the confidence to ask questions and be involved in decisions about
your care

« know when to get help and who to contact in an emergency

« stay informed about any support networks available.

red Decision Making

Talk to your team about how you feel and any questions or concerns you
might have. Information about the programme can be found at
www.uhs.nhs.uk/OurServices/Childhealth/ AQJ A ::u
TransitiontoadultcareReadySteadyGo/Hello-to-adult-services.aspx e Hogamra

s
ot (st wt Comti, 9118 9985
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The Ready Steady Go transition programme - Steady

The medical and nursing team aim to support you as you get older and help you
gradually develop the confidence and skills to take charge of your own healthcare

Filling in this questionnaire will help the team create a programme to suit you
Please answer all questions that are relevant to you and ask if you are unsure.

e 8 themes

Name: Date:
. Knowledge and skills Yes | |would like | Comment
some extra .
advice/help 3 5 t t t
- statements
KNOWLEDGE

| understand the medical terms/words and
procedures relevant to my condition

| understand what each of my medications are
for and their side effects

| am responsible for my own medication at home

| order and collect my repeat prescriptions and
| book my own appointments

* NB-don’t rely on answers-they
are a gateway to discussion

I call the hospital myself if there is a query about
my condition and/or therapy

| know what each member of the medical team
can do for me

| understand the differences between children’s
and adult health care

| know about resources that offer support for
young people with my condition

SELF ADVOCACY (speaking up for yourself)

| feel confident to be seen on my own for some/all
of each clinic visit and to ask my own questions

I understand my right to confidentiality

| understand my role in shared decision making
with the healthcare team e.g. Ask 3 Questions*

HEALTH AND LIFESTYLE
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Transition Plan

-~ - e+ Usedtodevelopan

e individualised Transition Plan

—— * |dentify with YP where they need

: input/support
e e * Plan how to provide input/support
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* Assess knowledge of YP arriving
into adult service (including new
referrals)

The medical and nursing team aim o suppart and help you develop the confidence and
ke charge o wn healthcare

Filling in this questionnaire will help the team create a pro e ta suit you.
Please answer all questions that are relevant to you and ask if you are unsure.

Name: Date:
Knowledge and skills Yes |Iwouldiike | Comment
some extra
advicetelp
with this o o
KNOWLEDGE .
am confident in my knowledge about my - -
condition and its management.

at is likely to happen with my
utare

repeat prescriptions and
tments

£ | have any concems abaut

i if o

ere is a query about

know about resources for young people or addlts
with my condition

SELF ADVOCACY (speaking up for yourself)

feal confident to b szen on my awn in clinic

understand my right to confident

understand my role in shared decision making
with the healthcare team e.g. Ask 3 Questions”

HEALTH AND LIFESTYLE

ave an active lifes

oking, drugs and
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To consider

* Sent out in advance * Time

* Will they remember to bring it? e Transition Plan
* While waiting pre clinic « Who updates?

* Confidentiality * Relevance to patient group
* Honesty

* If using paper versions-cost
* Check answers implications

* Who keeps a copy and where?

Burdett Trust
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* There is no ‘pass or fai
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Slido 2

On their 16th birthday YP become responsible for signing their own
Consent Forms.

Do you currently give YP and their families any information
in advance to prepare them for this?
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Growing Up Gaining
Independence
GUGI
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GROWING UP, GAINING INDEPENDENCE

e Simple framework to enable clinicians to encourage and support
young people to develop the skills, knowledge and understanding
associated with emerging adulthood, and to help prepare them for
adult specialist healthcare if necessary (transition).

* Designed to work with other tools (RSG) or established good practice
* Can be used as a stand-alone tool
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Considerations

How many appointments between 14 and transfer to adult service?
* Annual MOT type

How much time in clinic to address RSG?

Do we discuss MCA, consent, health communications etc before they are 167

Do we prepare families in advance for loss of Parental Responsibility, applyin
Court of Protection Deputyship etc?

Burdett Trust
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Slido 3

Where there are concerns relating to a young person’s
mental capacity, do you currently provide information
to their families about Parental Responsibility and
applying for Court of Protection Deputyship before
their 18t birthday?
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Growing Up, Gaining Independence

e 2-part strategy promotes Freparation for
adulthood not just to adolescent or adult services

1) Generic
2) Specialty Specific

* Relevant regardless of:

* whether or not they will transfer to adolescent or adult
services

* specialty
* presence of a Learning Disability or Additional Needs
* Prognosis

Burdett Trust
for Nursing

Great Ormond Street [z 5
Hospital for Children

-------------------

Growing Up,
Gaining Independence

Enabling young people to fulfil their potential
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GUGI Part 1-Generic

Young person Parent/carer

Given at 1t appropriate

appointment after 12t
birthday

Young People with a
Learning Disability or
additional needs may need
support and/or information
in alternative formats to__—i
oungperson  parenticarr oung person facilitate u

with an LD with an LD lacking capacity

Burdett Trust
for Nursing
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Part One: To be completed before 16™ birthday

PART ONE: GENERIC SKILLS, KNOWLEDGE, UNDERSTANDING, INFORMATION

1. Encourage young person to See Domain 1 to be started at 12 years at the latest

1 Encourage young person to see healthcare professionals without parent/carer present

h ea It h Ca re p rOfeSS i O n a IS Wit h O ut Confidentiality explained

The following domains must started by 14 years and completed before 16 at the latest:

2 Legal and financial Legal changes @16 years (MCA)
parent/carer present Comertights
Hospital communications

. . Taking ownership of health records
. Legal and financial
DLA/PIP
Insurance travel/health

. Health and deVEIopment 3 General health and Alcohol

development Diet

2

3

4. Medical History (General)
6

. Managing appOintmentS Sexual Health

Smoking (including e-cigarettes)

4 Medical History Any injuries/ other significant illnesses

. Local service changes/Primary Care (ceera

C h a n ges 5 Managing Making

appointments Fitting in around college/work/holidays etc.

Cancelling/changing

Keeping records of

Implications of non-attendance

Appropriate use of 111/999/A&E/ER/GP

If going to university or working away from home discuss
benefits/negatives or registering with new GP

6 Local service changes Age local paediatric services end
£ B U rd ett TrU St Loss of paediatrician
J ]CO r N U TS | n g Change of community nursing team NIVERSITY OF

" 7 SURREY




Part two: (sub)specialty

7.

8

Usual age of transfer from service

Identity of specialty transition
coordinator/ contact

Support organisations
New service information

Medical history (Chronic
illness/disability)

Medication knowledge/ medical
equipment

Support Organisations/ charities

Dates

Burdett Trust

for Nursing

PART TWO: SPECIALTY/SUBSPECIALTY SPECIFIC

General

1

Approximate usual age of transfer from service

Identity of specialty transition coordinator/contact

Support Organisations/charities

Contact details

2
3
4

New service information*

Arrangements for YP and family to meet new team
Arrangements for YP and family to visit OPD and/or IP unit

Patient specific

5

Knowledge of medical history relating to
chronic illness/disability

Investigations, tests & results
Treatments (including future treatment options)
Implications for:

Life-style choices
Career options
Family planning

Medication knowledge/ medical equipment

What/when/why (if appropriate)

Side effects/potential interactions
Conception/contraception/alcohol etc.

Arranging repeat prescriptions

How/when to order

Dates

Last appointment with CYP service
1st appointment with new service (if available)

When new service will take over care and/or become 1st point of contact

UNIVERSITY OF
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New service information

1. What they do

2. Who/how to contact

3. Clinics/OPD/Day-case

4. Inpatient admissions (if applicable)
5. Young person/young adult groups
6

. LD and additional needs provision

<, Burdett Trust
= for Nursing

What they do

Conditions treated by service

Who they are

Consultants
Clinical Nurse Specialists
Allied Health Professionals

Administrative Team

Who/how to contact

For appointments
In emergencies
For general queries

If running late for an appointment

Clinics/OPD/Day-case

Location
Travel
Bus/rail/parking etc.
Available times
Evening/weekend clinics?
Procedure/process for
Booking in
Pre clinic tests (bloods etc.)
Who they will see in clinic (i.e. Consultant or SpR etc.)

Who they will see in clinic (i.e. age of other patients)

Inpatient admissions (if
applicable)

Specialty or general ward?

Age range of patients
A&E admissions?

Visiting hours info

TV/Wi-Fi access etc.

Young person/
young adult groups

Are there any Specialty/Trust Groups available to join?

LD and additional needs

provision

Who to contact
How to contact

UNIVERSITY OF
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https://www.gosh.nhs.uk/your-hospital-

visit/growing-gaining-independence/
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13 Your hospital visit

Conditions and treatments

Home > Yourhospitalvisit > Growing up, gaining independence

Going home Growing up, gaining independence

Before you come to GOSH

Coming to GOSH for a day or
inpatient admission

Getting involved

1 gai
e

Resource for young people and families.

Coming to GOSH for an

outpatient appointment B

ikt = “

GOSH - 4

Real stories

Travelling to GOSH This section explains about Growing Up, Gaining Independence (GUGI), a framework we use at Great Ormond Street

Hospital (GOSH) to encourage and support young people to become as independent as they can with their healthcare.

Hospital facilities and
S Once young people have started secondary school, this is a good time to think about the skills and knowledge they will need

to be able to be active participants in decisions about their future health and to gradually take on increased levels of

MyGOSH responsibility.

Take a virtual tour of the ‘We have arranged the resources into two separate areas, one for families and the other for young people. Please see the
hospital tabs below.

Transition to
adolescent/adult services

Travelling to GOSH from
outside London?

Great Ormond Street !EE
Hospital for Children

NHS Foundation Trust

TOUNG PEOPLES FORUM

Growing Up, Gaining Independence: information for families of
young people with a Learning Disability

At Great Ormond Street Hospital we encourage and support young people to become as independent with
their healthcare as they can be. Some people might always need someone else to help them manage their
healthcare and to make health-related decisions for them. How these decisions are made and who can
make them changes as people get older.

This information sheet provides information for families about decision-making when their child is unable to
make decisions for themselves once they are 16. While your child is under 18 years ald you may haold
Parental Responsibility for them. Anyone with Parental Responsibility can manage decisions on their child's
behalf, although certain aspects of this change when your child reaches 16 years old.

What changes do | need to be aware of?

‘When your child reaches 16 years of age they will fall under the Mental Capacity Act. This means that they
must be assumed to be able to make decisions for themselves, including health-related decisions such as
giving consent for examinations, treatments and tests.

If your child is aged between 16 and 18 you will only be able to make these decisions for them if they lack
the mental capacity to do so and you have Parental Responsibility for them. You may not be able to make all
health-related decisions on their behalf.

What is mental capacity?

Having mental capacity means being able to use and understand infarmation necessary to make a decision
and to communicate that decision. Someaone whao is able to do this is said to have capacity and someone
who is not able to do this is said to lack capacity.

When is capacity assessed?

Capacity is decision-specific and each decision must be considered separately. This means your child's
capacity must be assessed every time a decision has to be made. Capacity can vary according to how
complicated the decision to be made is. For example your child might have capacity to decide what to wear
ar eat, but lack capacity to make complex health-related decisions. It is possible for someone to tempararily
lack capacity due to ill-health, medication or stress.

How is capacity assessed?

The Mental Capacity Acts says that someone must be able to do all of the following:

. Understand the decision that has to be made and all the infermation relevant to that decision
. Retain the information long enough to make the decision

. Balance the information (weigh up the pros and cons)

. Communicate their decision

If you child is unable to do any of the above they will be assessed as lacking capacity for that decision at that
time.

Who assesses capacity?

When the decision involves a medical procedure or treatment the healtheare professional involved will
usually assess your child's capacity and will do this by talking to you and your child.
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Any Questions?
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