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 North East Regional Access to Acute Network

Generic Pathway for the Transition of Children and Young People with a Learning Disability in the Acute Hospital
The planned, purposeful process of transferring a young person with chronic/multiple or complex health needs requiring ongoing health care.




















Consider 

* Potential Key worker

· Transition Nurse 

· Ward Nurse

· Specialist Nurse 

· Paediatrician 

· School Nurse 

· Community Nurse 

· School Assistant

· Play Specialist
** From 14years young people with a learning disability should be offered a Health Action Plan.

- To complete ‘My Health Record’ or ‘Hospital Passport’ 

- Role of independent advocate to support the person.

- Mental Capacity Act. Consent and consider best interest.

- Deprivation of Liberty.

- Reasonable Adjustments.

- At each stage refer to local protocol for key tasks actions

Glossary of Terms

IMCA – Independent Mental Capacity Advocate
An IMCA should be consulted to assist a patient who lacks capacity in order to gain an understanding of what their wishes would be (decisions relating to medical procedures or alternative home residence) and where there is no actively involved family member to participate in multi-disciplinary decision making. It is important to be certain that the person who you are involving in the decision making is not a paid carer and that views and wishes of the individual are considered impartially (IMCA). The person proposing the treatment or activity (often the consultant) is responsible for instructing an IMCA.

IMCA Telephone Number: 0191 281 7322 (for advice and instruction).

MDT Meeting – Multi-Disciplinary Team Meeting 

MDT is recommended to holistically assess options for investigation, care, treatment or to support a safe discharge – especially to an alternative home environment. Potential attendees: Patient (if has capacity), Carer/relative, Consultant, Staff Nurse, Dietician, OT, Physio (acute and Learning Disability if appropriate), Community Nurse or Social Worker, Acute Liaison Nurse, IMCA, CHC Assessor. Capacity issues and detail of discussion should be recorded and shared with attendees.

Hospital Passport

A communication tool completed by the people who know the individual with learning disabilities well. It is completed in the first person and identifies details which acute nursing staff would not ordinarily know but which could be key to them understanding a patient’s immediate emotional or physical needs. It a passport is not available or has not been prepared for admission, nursing staff, out patient and pre-op assessment staff can issue and prompt immediate carers to complete. Acute Liaison Nurse can also support with this. 

DISDAT – Distress Assessment Tool

Not a pain assessment tool, but a document highlighting usual presentation when the individual is content, and again when anxious or distressed. It can include subtle clues to support nursing staff to identify and rule out reasons for distress in people with limited communication skills. Developed by St Oswald’s Hospice, Newcastle and readily available online to use. Copies available from intranet, in ward resource file or from Acute Liaison Nurse. 

Risk Dependency Support Tool

An assessment tool used to identify the level of 1:1 or 2:1 support an individual may require within hospital – this may be over and above their community care plan. 

Copies available from intranet, ward resource file or from Acute Liaison Nurse. 
Community Learning Disability Service
Each individual will have a Community Nurse, Care Co-ordinator or Social Worker. If not, they will be ‘open to the duty team’ at the local Community Learning Disability Service.

“My Health” or “Patient Passport”

Patient may have brought a full health profile with them which would have been developed in the community with their Community Learning Disability Team/General Practitioner. 

Planned Admission
Reasonable Adjustments

Would it help to visit the ward and meet people who will be involved in his or her care?

If carer/relative chooses to assist in the care delivery, welfare of the carer/relative must be considered, for example, drinks, accommodation and relief of the carer/relative.

In discussing carer/relative involvement in care, please note, this is not obligatory on their part and should be seen as goodwill on their part. 

Where assessment identifies needs for additional resources the nurse should make immediate contact with the appropriate Lead Nurse to discuss required resources and document this communication in the care plan accordingly. 
Consider involving carer/relative as part of the handover process.

Make all attempts to involve carers/relatives in any decisions around best interests.

Where possible maintain the patients established routine keeping changed to routine to a minimum. 




Is there a local protocol in place for transition?











Yes





No





Devise a Local Protocol and follow Generic Transition Pathway.








Identify key worker* within the multi-disciplinary team











Discuss and provide written information (accessible/easy read) about the transition process **


Meeting at OPA (Paediatrician, family, young person and key worker) set and agree objectives and identify targets.


Work with key worker to meet the goals.











Annual review at OPA (Paediatrician, family, young person and key worker)


Review Health Action Plan.


Set and agree objectives and identify targets.


Key-worker alerts appropriate adult health service.











Annual review/handover meeting with adult health care team. (Paediatrician, Acute Services Learning Disability Liaison Nurse, family, young person and key worker)


Review transition programme. 


Review Health Action Plan. 











Early Stage


Age 13-14 years 








Middle Stage


Age 14-16 years








Later Stage 


Age 16-17-18-19 years 








Liaison with G.P. as required








Refer to Local Protocol and follow Generic Transition Pathway 














