Transition to Adult Health Services Integrated Care Pathway

Inclusion criteria:
* All young people aged 12 years and over. For use over the period prior to their transfer to adolescent or adult health services. 
Instructions for using this Integrated Care Pathway (ICP) 
[bookmark: _GoBack]* Appropriate ages for interventions have been suggested, although actual timing will depend upon individual need and the clinical judgement of staff involved. 
* The Integrated Care Pathway (ICP) incorporates the details and information required for the individual patient journey with specific activities and variance tracking, comparing planned and actual care. 
* For use by the individual young person’s designated transition co-ordinator and identified transition key workers. Other members of the care team may refer to the pathway as a guide to the young person’s progress through the transition process. 
* When activities are started the practitioner should write his/her name and date the ‘Activity started’ box. 
* When activities are completed the practitioner should write his/her name and date the ’Activity completed’ box. 
* In the event of variance from the plan or if an activity is not met, the practitioner should initial the ‘Activity not completed’ box, enter the date and complete the variance tracking at the foot of the page. 
* If an activity is not applicable, record N/A in the ‘Activity not completed’ column Important *  Professionals making an entry in this record must complete the signature sheet on page 2 and thereafter use initials when making an entry. 
* In using this ICP the practitioner should refer to hospital policies, clinical practice and procedure guidelines and protocols, which provide evidence and support the activities contained herein. 
* The integrated care pathway forms part of the legal record of care received so must be completed fully.
· The transition team should ideally include:
· Coordinator
· Pediatric rheumatologist / adult rheumatologist with special interest in pediatric rheumatology
· Adult Rheumatology and Rehabilitation 
· Pediatric rheumatologist middle grade staff
· Adult rheumatology and rehabilitation middle grade staff
· Dietician (if available)
· Psychologist (if available)
· Social worker (if available)
· Administrator
Transition of care algorithm: 
The transition process will go into 3 phases:

I. Early-Stage Transition (suggested age 9-12 years old)

	No.
	Date:        /        /
	Activity started
	Activity completed
	Activity not completed

	
	Activity
	
	
	

	1
	gradually providing information about the disease to the child by an age appropriate tool 
	
	
	

	2
	Start shared decision making in minor decision
	
	
	

	3
	Offer young person chance to have part / all of consultations without carer present
	
	
	

	4
	Discuss psycho-social & peer support for young person & family
	
	
	

	5
	Start assessment of the patient’s ability to complete Transfer readiness
	
	
	

	6
	Identify any activities to be carried forward
	
	
	

	7
	Discuss transition process with young person & family and provide Transition Leaflet
	
	
	

	8
	Discuss differences between paediatric and adult services
	
	
	

	9
	Discuss skills required for young person to function in adult health services
	
	
	

	10
	Discuss health summary and treatment plan with young person & family
	
	
	

	11
	Discuss adolescent development / puberty with young person & family
	
	
	

	12
	Confidentiality explained to young person and family
	
	
	

	13
	Document and inform relevant staff that transition plan has been started 
	
	
	

	14
	Regular assessment of transition readiness throughout the course
	
	
	







Activities not completed, or requiring further input or practice should be identified and carried over to Middle Stage Transition
	No.
	Notes regarding non-completed activities
	Date

	
	

	

	
	

	

	
	

	


Transition Plan (1)
	Potential / identified differences between paediatric and adult service care delivery:








	Summary of young person’s preparation needs / goals:








	Summary of family’s preparation needs / goals:








	Outline of supportive / educational interventions:








	Agreed review dates:









	Signature:                                                                                           Date:        /        /





II. Middle-Stage Transition (suggested age 12-13 years old)

	No.
	Date:        /        /
	Activity started
	Activity completed
	Activity not completed

	
	Activity
	
	
	

	1
	Patient to complete Transfer readiness form
	
	
	

	2
	help the young patient to choose the Suitable place for provision of adult rheumatology care, and document the reservation  
	
	
	

	3
	Encourage young person to be routinely seen in appointments without their carers for some of the time
	
	
	

	4
	Assess progress with skills required to function in the adult service /transition skills checklist
	
	
	

	5
	Ensure young person has been advised about 
educational & vocational planning, general health & lifestyle (highlighting any specific effects of their illness or medications)
	
	
	

	6
	Continue discussion & document evaluation of transition process so far, identifying goals and plan supportive interventions. Agree any additional education / support / and next review date
	
	
	

	7
	Identify any of the above activities to be carried forward
	
	
	




Activities not completed, or requiring further input or practice should be identified and carried over to Middle Stage Transition
	No.
	Notes regarding non-completed activities
	Date

	
	

	

	
	

	

	
	

	




Transition Plan (2)
	Young Person’s evaluation of transition process to date:








	Family’s evaluation of transition process to date:







	Additional education / support / key-workers required to progress to late stage:







	Agreed review dates:









	Signature:                                                                                           Date:        /        /





Late-Stage Transition (suggested age 13-14/ 14-18 years old) 
[subject to local regulations and cultural factors]
Advisable to be carried out in a dedicated transition of care clinic for adolescents

	No.
	Date:        /        /
	Activity started
	Activity completed
	Activity not completed

	
	Activity
	
	
	

	1
	Patient to complete Transfer readiness form
	
	
	

	2
	Ensure young person is routinely seen without their carers for most of the time during consultations, maintaining family involvement as appropriate
	
	
	

	3
	Ensure young person demonstrates the skills required to function in the adult service /completed transition skills checklist
	
	
	

	4
	Discuss & confirm a transfer date, taking into account any events that may affect the timing (e.g. surgery, school /college exams)
	
	
	

	5
	Identify remaining issues and agree supportive measures for before transfer takes place
	
	
	

	6
	Ensure young person has contact details for adult service, including its location
	
	
	

	7
	Discuss the plan of management with the adult rheumatologist and the patient. Agree date for the transfer the young person to the adult service.
	
	
	

	8
	Ensure young person has date of first appointment in adult service
	
	
	

	9
	Inform relevant staff of transfer
	
	
	

	10
	Final Pediatric clinic appointment (debrief)
	
	
	

	11
	Discuss & document an evaluation of the transition process with young person & family
	
	
	

	12
	Pediatric rheumatologist to attend the first appointment in the adult rheumatology clinic
	
	
	



Activities not completed, or requiring further input or practice should be identified and carried over to Middle Stage Transition
	No.
	Notes regarding non-completed activities
	Date

	
	

	

	
	

	

	
	

	



Transition Plan (3)
	Date of visit to adult service:


	Young person’s thoughts / concerns about moving to the adult service:






	Family’s thoughts / concerns about moving to the adult service:






	Summary / List of information to be forwarded to the adult service:








	Signature:                                                                                           Date:        /        /



	Things that I would like staff at the adult service to know about me:









	 Things that I would like staff from the adult service to  support me with while I settle into the new service:









	Signature:                                                                                     Date:        /         /



TO BE COMPLETED WITH THE YOUNG PERSON
	Transition Skills Checklist
	
	Not Applicable
	Unable to perform
	Perform with help
	Performs independently

	Can describe health problem and implications on daily life
	
	
	
	

	Can describe previous and current treatments
	
	
	
	

	Can describe future health and treatment expectations
	
	
	
	

	Can describe current health, including recent changes and / or symptoms and identifies any allergies and / or special requirements
	
	
	
	

	Can describe how smoking, and drugs affect their health, illness and medicines
	
	
	
	

	Knows how to obtain information, support and advice about their health
	
	
	
	

	Can describe potential effect of their illness or disability on education and career plans and ways to manage or seek advice
	
	
	
	

	Keeps own record of contact details for health professionals involved in their care
	
	
	
	

	Knows who to contact in an emergency and / or how to get emergency treatment
	
	
	
	

	Is responsible for / participates in own treatment or therapies
	
	
	
	

	Keeps own calendar of medical appointments
	
	
	
	

	Knows how and where to go to adult clinic 
	
	
	
	

	Can list (or keeps a record of) medications and their purpose
	
	
	
	

	Is responsible for taking medicines as prescribed
	
	
	
	

	Knows when and how to order medicines
	
	
	
	

	If applicable takes care of her own menstrual needs and keeps track of her monthly periods
	
	
	
	

	Knows how to deal with questions or comments about their health condition
	
	
	
	

	COMPLETED CHECKLIST SHOULD BE COPIED AND COPY SENT TO ADULT SERVICE WITH ANY ADDITIONAL NOTES 



Additional Notes:


Signature:						Date:

