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Term Explanation
Transition The process and the experience of moving from Children’s
to Adult’'s Community Learning Disability Services. It refers
to the whole process including initial planning, the transfer
between services, and support throughout. This protocol
covers children open to Community Child Learning
Disability Services at the point of transition.
Transition Planning Education/ Local Authority based multi-agency transition
Meeting planning groups focussed on the development of the
Individual Development Plan (IDP).
Area Quality and Safety Health Board groups that oversee quality and safety
Groups issues and monitor the DATIX system
DATIX System Used to report risk of danger or harm
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1 INTRODUCTION AND AIM

1.1 The purpose of the Learning Disability Transition Guideline is to support the needs of
young people with learning disabilities, (including those who it is believed should
meet the criteria as defined by Adult Health Services) as they lead up to, and make
the transition from, Children's Community Learning Disability Services to Adult
Community Learning Disability Services.

1.2 By employing a consistent approach, the Transition Guideline aims to improve
efficiency between community services to ensure a seamless transition. The
document should be considered alongside Education and Social Care partner
protocols and guidelines. The process will help inform staff within BCUHB and
partner organisations about identified roles and responsibilities when supporting
young people with learning disabilities and their families throughout the process of
transition.

1.3 The guideline is consistent with relevant Welsh Government policy and the “NICE
Transition Guidelines on the Transition from Children’s to Adults’ Services for young
people using Health or Social Care Services”. The guideline also takes into account
the “Additional Learning Needs and Educational Tribunal Act. “

1.4 Family and Carer involvement. The Welsh Government “Transition and Handover
Guidance (2022)” emphasises the importance of family and carer involvement
throughout the transition from Children's to Adult Healthcare Services. Co-production
is central: transition should be a shared process between the young person, their
family or carers, and professionals from Health, Social Care, and Education. Families
and carers are recognised as key partners in planning and supporting the young
person’s journey.

1.5 Voice and control. Emphasis is placed on effective communication and collaborative
working between professionals and agencies.

The guideline ensures young people are empowered to actively participate in
planning, using person centred, anti-discriminatory approaches. The voice of the
young person should be at the heart of any decisions around their care.

1.6 Mental Capacity Act. Consideration should be given to the principles and
requirements of the Mental Capacity Act 2005.

Young people aged 16-17 are legally presumed to have capacity to consent to
medical treatment unless there is clear evidence otherwise.
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A person has capacity if they can:

e Understand relevant information

e Retain it long enough to make a decision
e Weigh pros and cons

e Communicate their decision

Every effort must be made to help the young person make their own decision.
Making a decision others view as unwise does not mean the person lacks capacity.

If there are any doubts in relation to capacity, a formal capacity assessment should
be conducted and documented. Capacity is decision and time-specific and may
fluctuate.

If a young person lacks capacity, treatment can proceed under the Mental Capacity
Act (MCA), provided it does not involve a deprivation of liberty.

Under the Social Services and Well-being (Wales) Act 2014, even if a young person
lacks capacity, they should still be supported to participate in decisions as much as
possible.

If a young person lacks capacity, consent can be given by someone with parental
responsibility, such as:

A parent

Legal guardian

Person with a residence order

Local authority with care or emergency protection order

If a parent refuses consent for necessary treatment, courts can override this if it's in
the young person’s best interests. NHS England have developed guidance:

https://www.england.nhs.uk/long-read/guidance-to-support-implementation-of-the-
mental-capacity-act-in-acute-trusts-for-adults-with-a-learning-disability/

Attached is information on consent for children developed by the Children’s
Commissioner for Wales.

https://www.childcomwales.orqg.uk/wp-content/uploads/2016/04/Consent-in-Health-
Care lowres E.pdf

The following guidelines are based on the child’s age. This does not replace
professional judgement which, alongside the NICE guidelines on transition,
emphasise the importance of ensuring that transition planning is developmentally
appropriate and takes into account each young person's capabilities, needs and
hopes for the future.
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1.8 Health funding. It should be noted that in relation to Children’s Continuing Care
(CCC) and Adult Continuing Health Care (CHC) funding, the age at which funding
responsibilities would change is age 18. CCC funding will stop on a person’s 18th
birthday, by which time Adult Continuing Health Care funding should be in place.
Guidance on transition can be found in section 4 of the “Children and Young People’s
Continuing Care Guidance, 2020”. Section 6 of “Continuing NHS Healthcare. The
National Framework for Implementation in Wales. 2022 lays out the principles from
an Adult Service perspective .

1.9 The protocol should be used as a guide to transition planning based on the young
person and their family making an informed choice about transferring to Adult
Community Learning Disability Services. It is important, however, that professionals
understand the need that transition planning continues to take place even during
times of uncertainty. At these times, contingency planning should be considered.

1.10 BCUHB is committed to delivering a transition guideline from Children’s to Adult
Community Services that is equitable, inclusive, and free from discrimination. Every
young person, regardless of their background, identity or circumstances, will receive
a seamless and supportive transition that respects their individual needs and
aspirations. No aspect of the guideline—including access to services, assessments,
planning meetings, or support provision—will be influenced by race, gender,
disability, sexual orientation, religion, socioeconomic status, or any other protected
characteristic.

|2 SCOPE

2.1Who it is for?

This guideline is specifically for children and young people with a learning disability
(including those who are believed to meet the criteria for Adult Community Learning
Disability Services). It provides guidance and information for:

e Health and Social Care* practitioners in Children’s and Adult Health Services, to
include Community Children’s Services, District Services, General Practitioners
(GPs), Social Care Services and Adult Learning Disability Services.

e Other practitioners working with young people who use Health and Social Care
services, for example those working in Career’'s Wales, Education and
employment agencies*.

e Local Authority Commissioners*.

e Continuing Care Commissioners in Children’s and Adult services (CCC and
CHC).

¢ Young people with a learning disability using Heath or Social Care services who
may need support from Adult Services in the future, and their parents or carers.
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(*It is recognised that colleagues in aligned organisations will be governed by their own
protocols and processes.)

3 DETAILS AROUND THE LINK TO POLICY, OTHER POLICIES, PROCEDURES
AND/OR WRITTEN CONTROL DOCUMENTS

1 https://www.gov.wales/sites/default/files/publications/2022-02/transition-handover-guidance-
children-adult-services 2.pdf
https://www.gov.wales/sites/default/files/consultations/2020-02/moving-from-childrens-
to%20adult-healthcare-services-easy-read.pdf

2 https://www.nice.org.uk/guidance/ng43,

3 https://www.gov.wales/additional-learning-needs-and-education-tribunal-wales-act

Additional Learning Needs and Education Tribunal (Wales) Act 2018,
https://www.legislation.gov.uk/anaw/2018/2/contents AND
https://www.legislation.gov.uk/anaw/2014/4/contents

4 https://www.gov.wales/sites/default/files/publications/2022-02/transition-handover-guidance-
children-adult-services 2.pdf
https://www.gov.wales/sites/default/files/publications/2022-02/transition-handover-guidance-
children-adult-services-young-peoples-version.pdf
https://www.gov.wales/sites/default/files/publications/2022-02/transition-handover-guidance-
children-adult-services-leaflet.pdf

> https://www.gov.wales/sites/default/files/publications/2020-03/the-children-and-young-
peoples-continuing-care-guidance.pdf

8 https://www.gov.wales/sites/default/files/publications/2019-05/part-3-code-of-practice-
assessing-the-needs-of-individuals.pdf

° https://www.gov.wales/sites/default/files/publications/2020-03/the-children-and-young-
peoples-continuing-care-guidance.pdf

10 See Annex 2, https://www.gov.wales/sites/default/files/publications/2022-02/transition-
handover-guidance-children-adult-services 2.pdf

4 GUIDELINE

Welsh Government “Transition and Handover Guidance (2022)” deals with the
management, handover and accountability of Healthcare Services for children and young
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people during their transition from Children’s to Adult’s Services. It states that transition
planning process should commence at 14 years. This encompasses three main stages:

e Preparing for adulthood
e Preparing for moving on
e Settling into adult services

4.1 Preparing for Adulthood. Pre-transition Planning

4.1.1 lIdentification of young people. Between the ages of 13 and 14 years, schools
across North Wales identify young people with Additional Learning Needs who have
an Individual Development Plan (IDP) and may require support in their transition
from childhood to adulthood. Colleagues from Social Care, Careers Wales, Local
Education Authority and Health are invited (as appropriate and if required to be
involved) to the young person’s IDP review.

For children and young people with Additional Learning Needs who are home
educated, the Local Education Authority will maintain the IDP. Those young people will
receive an annual review, to which all relevant organisations should be invited.

See attached information for those who are Not in Education, Employment or Training
(NEET), and those at risk of homelessness.

https://www.gov.wales/youth-engagement-and-progression-framework-handbook-html

4.1.2 Most young people will be identified through school reviews or other local transition
processes. In order to ensure those not covered by processes noted above are
identified in a timely way, thought should be given to those in need of transition
planning who are not in formal education, etc.

4.1.3 On reaching the age of 14 years, the Children’s Community Learning Disability
Service/Learning Disability Nurse should highlight the following young people open
to the Children’s Learning Disability Community Team.

Transition planning between Children and Adult Community Learning Disability Services
needs to commence for young people in the following situations:

e Young people resident in out-of-county placements/ accessing a 52-week
residential placement.

e Young people accessing a respite placement.

¢ Young people who will require a supported living placement or other package of
support on reaching the age of 18. Where this is to be joint funded, Local
Authority commissioners need to be informed by those aware of the need and
involved in a timely way.

e Any of the above may include Looked After Children or young people leaving
care.
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The level of active planning at this stage will depend on the complexity of the young
person’s needs.

Localities hold joint transition meetings involving both health and social care

services. These meetings are led by social care services, with the purpose of;

e co-ordinating the transition process to ensure smooth handover and continuity of
care for those known and identified.

e monitoring progress and compliance with agreed transition plans.

« Internal transition processes, for example the completion of referrals to enable
the transfer of care for a young person from Children’s Learning Disability
Services to Adult Learning Disability Services, are the responsibility of each
individual partner.

This collaborative approach promotes accountability, timely interventions, and improved
outcomes for individuals moving between services.

4.1.4

4.1.5

4.1.6

Responding to requests for information. Under the Additional Learning Needs and
Education Tribunal (ALNET) Act, 2018. Health staff involved in the care of the
young person must respond to requests for information or help under ALNET Act to
support Local Authority Education departments to make decisions regarding ALN,
appropriate provision, and to develop and/or review Individual Development Plans.
Requests made by Local Authorities (section 65 of ALNET Act) place a statutory
duty on Health to respond. A response must be provided within 6 weeks of receipt
of the request. The Local Authority make the request to the appropriate health
service/team involved. That team must then provide a response.

Schools and Further Education Institutions can also make requests for help and
information. Whilst a response to such requests is not statutory for Health staff,
staff should endeavour to respond promptly and within 6 weeks where this is
possible.

Health staff involved in the care of the young person, must also respond to referrals
from Local Authority Education departments and Further Education Institutions
under Section 20 of the ALNET Act. Such referrals ask Health to consider whether
there is a treatment or service that may be of benefit in addressing the Additional
Learning Needs of the child or young person. If there is such a treatment or
service, this is written into the IDP as NHS Additional Learning Provision (ALP).

NHS ALP is a treatment or service that would normally be provided as part of
comprehensive NHS services in Wales. Once identified, NHS ALP must be provided
according to the description within the Individual Development Plan (IDP). Where
there is NHS ALP, Health staff should be involved in all stages of the IDP review
process. Health staff should also request a review if needs change.
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4.1.7 Family involvement. As noted within the overarching principles, “The Welsh
Healthcare Transition and Handover Guidance, 2022” states families should be
actively involved in early discussions about transition, with family input encouraged
to reflect the young person’s needs and preferences.

4.1.8 Carer Assessment. Health staff should consider their ongoing responsibility to
identify and refer parent carers of disabled children for a Carers Assessment where
it appears they may have a need for support. This duty is outlined in the Social
Services and Well-being (Wales) Act, 2014, which requires Local Authorities to
assess parent carers when there's an identified need or upon request. The
assessment can be combined with the child's assessment and may be conducted
by the same professional.

Consent of the child, young person, or parent must be obtained before any referral is
made. The assessment can be combined with the child's assessment, potentially by
the same professional.

4.1.9 Joint working. Where a Local Authority Social Services team for children with
learning disabilities is already involved with a child or young person, transition
planning should, ideally, be carried out by Health and Social Care jointly following
local protocols.

4.1.10 In circumstances where it is believed that the Adult Local Authority team or Lifespan
Disability team is not aware of a young person, or where there is not a Local
Authority Children’s or Lifespan Disability team in place to communicate the need
for Local Authority Social Services transition planning, Health practitioners should
consider referring the young person to the appropriate Local Authority Social
Services team at this stage. A referral should be made where there appears to be a
need for Social Services to be involved when they become an adult (i.e. for Local
Authority commissioned supported living). All transition planning should be carried
out jointly following local protocols.

4.2 Preparing for moving on. Transition and formal referral to Adult Community
Services.

4.2.1 Atage 16 years, the Children’s Learning Disability Service should refer young
people open to the team who are deemed to require input from Adult Community
Learning Disability Services. This will include those accessing a respite placement,
a 52-week residential placement, requiring supported living and/or presenting with
complex medical needs. The referral should be made in writing. Where appropriate,
the referral can include an invitation to the relevant Adult Service practitioner to
work jointly with the Learning Disability/ Children’s Services practitioner until the
young person reaches the age of 18 years.

Between the ages of 16 and 17, the Adult Services practitioner will not be working with
the young person, but will attend reviews This will include attending Children’s
Continuing Care (CCC)/Decision Support Tool (DST) reviews. Adult Services will
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complete the DST and progress the Continuing Health Care (CHC) processes in order
to secure Adult Health funding.

4.2.2 Evidence of learning disability. Adult Learning Disability Community Health Services
require evidence of a learning disability. Adult Services request evidence of the
following three criteria:

¢ Onset of difficulties within the developmental period (i.e., difficulties should be
evident during childhood).

¢ Significant difficulty with adaptive functioning.

¢ Significantly below average intellectual functioning (i.e., 1Q below 70).

Guidance in relation to this matter can be obtained from the relevant Adult Service
lead.

4.2.3 Consistent with the Welsh Healthcare Transition and Handover Guidance, 2022, a
review should be conducted to assess progress and update the plan. Families
should be involved in reviewing the plan and preparing for changes in service
provision. Consent and mental capacity should be discussed, with families
supported to understand their evolving role as the young person gains
independence.

4.2.4 Funded Healthcare. At the age of 17, eligibility for adult CHC should be
determined in principle. Where CCC is in place, the standard approach would be
to review the needs of the young person between the ages of 17-18 years, then
further review the needs during that year to plan for 18 years onwards.

Often in complex cases, needs change during that year. Local multidisciplinary
teams will need to use their professional judgement regarding the timing of
assessment and review to ensure that effective packages of care can be planned
and commissioned in time for the individual’s 18th birthday.

4.2.5 The identified lead within Adult Services should ensure applications are taken to the
correct and relevant CHC panel in a timely way. Ongoing transition reviews and
Multiagency/ Multidisciplinary meetings should be arranged to plan the transition in
a timely manner.

4.2.6 Where the young person is not in receipt of CCC, consideration should be given, at
the age of 17, to whether the young person has a Primary Health Need. The
Continuing Health Care (CHC) Framework states: “An individual is deemed to be
eligible for CHC when their primary need is a health need; ‘The primary health need
approach’. This is determined by consideration of the four key characteristics of
need; nature, intensity, complexity and unpredictability.”

Section 4.10 of the Children and Young People’s Continuing Care Guidance states
“At 17 years of age, the screening tool should be used to determine potential
eligibility for adult NHS continuing Healthcare, followed by a full assessment for adult
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Continuing Healthcare to determine a primary health need wherever applicable, so
that an effective package of care can be commissioned in time for the individual
turning 18 years of age. If needs are likely to change, it may be appropriate to make
a provisional decision and then to re check it by repeating the process as adulthood
approaches”.

4.2.7 The following is the process for transition from Children’s Services’ care to Adult
Services’ care. As noted above, where there is, or could be, a commissioned care
element (CCC/CHC), points 3.2.3 to 3.2.5 should be considered and actioned.

4.2.8 If not referred at an earlier age under the sections above, young people open to
Child Learning Disability Services who require support when they reach adulthood
will be are referred to Adult Learning Disability Services when they reach the age of
17 years. The offer of joint working will be made by Children’s Learning Disability
Services to Adult Learning Disability Services.

4.2.9 By age 17.5 years all young people open to Child Learning Disability Services will
have been referred to Adult Learning Disability Services. The Adult Learning
Disability team should be invited to meet with the case holder. They will be offered a
joint, introductory visit to the young person and his/her parents/carers.

4.2.10 By age 17.5 years Adult Learning Disability Services should request additional and
current supporting information from Children’s Services not covered by the
information sharing protocol template. This could include, for example, Care Plans,
Risk Assessments, school reviews, file notes/ Individual Development Plan (IDP),
etc.

4.2.11 By the age of 18 years, Children’s Learning Disability Services should write to Adult
Learning Disability Services/ District Nursing to hand over current and specific
information for young people actively open to the team. Children’s Learning
Disability Services will write to parents or carers to close the young person’s case to
Children’s Services and signpost the family to Adult Learning Disability Services for
any ongoing support.

4.2.12 Where the referral is complex and/or delayed this should be escalated to the Senior
Management Teams within Children’s and Adult’s services.

4.2.13 For young people entering the Children’s Community Learning Disability Service
close to the point of transition, planning should start immediately. From a clinical
perspective, the lead clinician should be identified based on individual needs upon
negotiation between Children’s and Adult’'s Community services, with consideration
being given to the best interests of the young person. Referrals to Health teams will
be processed in accordance with local Health Board guidelines/service processes.

4.2.14 Where transition planning starts late, particularly after the age of 16, occurrences
should be reported by Adult Learning Disability Services using the DATIX system.
Consistent with the Welsh Government Transition Guidance, this will be monitored
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by the Area Quality and Safety committee/Transition and Handover Senior lead.
(The consideration of DATIX is for the purposes of flagging complexity and/or lack
of timely action and may not cover those who were referred to services at a late age
and therefore identified for transition at a later date).

4.2.15 As noted, any variations to the above should be escalated to the Children’s
Services Senior Management Team. A risk assessment and a Datix to be
completed and a record maintained in the young person’s notes, recording any
rationale contributing to delay to be documented.

4.3 Settling into Adult Services. Post-transition support

4.3.1 Families should be included in the final review of the Transition and Handover Plan.
Family awareness and involvement in the handover to Adult Services is important to
ensure continuity of care.

4.3.2 The Children’s Service closure letter should address the option for families closed
to services to contact Single Point of Access (SPOA) for further information and
advice once the young person turns 18 years. If this is not the case, this
requirement should be considered post transition.

4.4.3 In exceptional circumstances, and if deemed appropriate and necessary, between
the ages of 18 and 19 years Children’s Learning Disability Services may offer to
attend MDT/ Reviews with Adult Services to support both clinicians and families
during transition.

With thanks to Dal Dwylo for their support and guidance in developing this
guideline.

| 5 ROLES AND RESPONSIBILITIES

5.1 This document will be read by all employees involved in the transition planning and
implementation between Children and Adult Community Learning Disability Services

| 6 IMPACT ASSESSMENTS |

6.1 Children's Community Learning Disability Services and Adults Community Learning
Disability Services view diversity positively and, in recognising that everyone is
different, aims to develop a culture which welcomes, values and utilises human
differences and similarities. This guideline has also been informed by findings from
an Enhanced Quality Assurance and Improvement (EQIA) assessment.

6.2 The IAST has been completed for this protocol and it’s finding no impact.
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6.3 Additional consideration for other related legislation such as the Human Rights Act
1998 and Welsh Language legislation has been given within the assessment work.

| 7 IMPLEMENTATION

7.1 The document will be shared via the Mental Health and Learning Disabilities Intranet
page and via the Mental Health Act Intranet page to ensure it is accessible to staff
who require the information.

7.2 The document will be highlighted via the Mental Health and Learning Disabilities Staff
Briefing document and will be sited within the BCUHB policies and procedures pages
on the intranet and will be shared with our partner agencies.

8 RESOURCE IMPLICATIONS

8.1 No additional resources implications have been identified

9 TRAINING

9.1 No additional training resources have been identified. The Health Board will continue
to provide ongoing training for employees.

10 MONITORING AND ONGOING REVIEW OF PROCEDURE OR OTHER WRITTEN
CONTROL DOCUMENT

10.1 Feedback from employees will be used to continuously improve the process

10.2  Ongoing monitoring is embedded through regular supervision sessions, ensuring:
e Continuous oversight of transition activities.
e Early identification and resolution of issues.
e Accountability for actions and adherence to policy standards.

This collaborative and supervised approach promotes timely interventions and improved
outcomes for individuals moving between services.

11 REVIEW PERIOD

11.1 This document will be reviewed in no more than 3 years from date of publication.
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| 12 SUMMARY OF REVIEWS/AMENDMENTS

Version Date of Date of Date Summary of Amendments/Changes
Number Review Approval Published

13 DISCLAIMER

If the review date of this document has passed, please ensure that the version you
are using is the most up to date either by searching the:

e Policies section of BetsiNet,
e or contacting the document Author
e or the Corporate Governance Directorate

This is a controlled document, with the master copy is retained by the:
Corporate Governance Directorate

Whilst this document may be printed, the electronic version posted on BetsiNet is the
master copy.

Any printed copies of this document are not controlled.

This document should not be saved onto local or network drives but should always be
accessed from BetsiNet.
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| APPENDICES

APPENDIX 1 - Overarching Principles for Good Transition (NICE Guidance)

Principles

Activities

1. Involve young people and their carers
in service design, delivery and
evaluation related to transition

» Co-producing transition policies and
strategies with them.

* Planning, co-producing and piloting
materials and tools.

» Asking them if the services helped them
achieve agreed outcomes.

* Feeding back to them about the effect
their involvement has had.

2. Ensure transition support is
developmentally appropriate.

By taking into account the person's
. Maturity

based.

. Cognitive abilities
. Psychological status
. Need in respect of long-term
conditions
. Social and personal outcomes
. Caring responsibilities
. Communication needs
3. Ensure transition support is strengths By

» Focusing on what is positive and
possible for the young person rather
than a pre-determined set of transition
options.

» |dentifies the support available to the
young person, which includes but is not
limited to their family or carers.

4. Use person centred approaches to
support transition.

« Treats the young person as an equal
partner in the process and takes full
account of their views and needs.

* Involves the young person and their
family or carers, primary care
practitioners and colleagues in
education, as appropriate.

» Supports the young person to make
decisions and builds their confidence to
direct their own care and support over
time.
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Principles Activities

* Fully involves the young person in
terms of the way it is planned,
implemented and reviewed.

» Addresses all relevant outcomes,
including those related to:

- education and employment

- community inclusion

- health and wellbeing, including
emotional health.

- independent living and housing
options

- involves agreeing goals with the
young person.

- Includes a review of the transition
plan with the young person at least
annually or more often if their needs
change.

5. Health and social care service
managers in children's and adults'

This work could involve, for example,
developing:

services should work together in an -

integrated way to ensure a smooth and
gradual transition for young people.

a joint mission statement or vision
for transition

- Jointly agreed and shared transition
protocols, information-sharing
protocols and approaches to
practice.

. Service managers in both adults' and
children’s services, across health,
social care and education, should
proactively identify and plan for young
people in their locality with transition
support needs.

. Every service involved in supporting a
young person should take responsibility
for sharing safeguarding information
with other organisations, in line with
local information-sharing and
confidentiality policies.

. Consider ensuring the young person
has a named GP.
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NICE has developed information for young people and their carers to help them to
understand what good transition should include and look like. The information pack can be
downloaded here: https://www.nice.org.uk/guidance/ng43

Version 1.0 Page 18 of 18


https://www.nice.org.uk/guidance/ng43

