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Key points – Get Started with Transition
Friday June 24th 9 am – 12 noon

	Timestamp
	Presentation
	Lead

	00:00:00
	
Setting the Scene for Adolescent Health
	Zahra Sarwar
z.sarwar@nhs.net
Youth Worker KAOS Team, King’s College Hospital


	· King's Adolescent Outreach Service (KAOS) consists of two youth workers, two clinical leads, and 35 to 40 volunteer clinicians. After funding was provided for one year from Redthread (a national youth worker charity), using data collated in that year, a case was made and approved to for substantive positions.
· Using Redthread’s definition of a youth worker and the clinical team’s understanding of the care needed by young people a job description was created. They act as patient advocates.
· The KAOS team engage with any 13 to 25 year old inpatient though the primary focus is 16 to 21 who are in adult wards. This is because it’s considered that at this age for the most part patients should be able to turn to their primary care providers with their issues before needing to go through A&E and being unwell enough to be admitted as an inpatient. Also any clinician in the hospital can refer patients to youth workers. 
· The You and Your Health questionnaire designed by Dr Steph Lamb from the Well Centre is used with each patient though they adopt a conversational way of talking. Patient are often more honest with youth workers and this conversation allows the youth worker to then refer the patient to the right service for them.
· Working collaborative with all the other support services is key to delivering the best care for patients. The volunteer clinicians are part of an on-call rota so youth workers can call them when they need advice and then there are other services, e.g. schools, violence team, safeguarding team, sexual health team etc., that is important to work with closely. 
· All data is recorded about the patient, the appointment, the result etc. for quarterly reports and to review readmission rates.
· Top tips given:
· Use as much jargon free language as possible - “meet young people where they are at”
· Try to take your time, patients will know when clinicians are rushing appointments
· Humanise the patient and yourself, tell them a little about yourself, show that you see that they are a person
· Have patience, remember that staff can find the hospital setting entirely normal but to patients it is not a comfortable place
· Be kind to others but also be kind to yourself and know when you need to step back for your own wellbeing.
· Family engagement is not dealt with through the KAOS team due to time constraints.


	00:22:11
	Learning from experience


	Emma Potter
Emma.Potter@rmh.nhs.uk
Transition Practitioner, The Royal Marsden NHS Foundation Trust


	· The Children’s Cancer Service Specification (as published by NHSE) states that all young people diagnosed with cancer up to the age of 19 are referred to a primary treatment centre. This means most children have shared care between primary centres and one of the 16 Paediatric Oncology Shared Care Units (POSCU) but access to POSCU’s vary depending on the provider.
· Through networking and hearing from others, the South Thames Children & Young People Operational Network Transition Working Group was formed.
· Pathway mapping workshops were held with a total of 44 healthcare professionals.
· Although a pathway can be mapped, the challenges become who would be doing which part of the pathway, where it would happen, at what age, etc.
· Patient involvement was key, with eventually 45 young people & parents providing their input. This was obtained just by ringing patients and offering them the opportunity to have their say around transition. This helped build a much fuller picture around transition.
· The initial phase was scoping, then developing the aims of the project. Currently it is in the testing and implementing phase with the final phase being to spread good practice though it was emphasised that it will need continuous oversight and improvement.


	00:38:54
	Transition within a chronic disease setting – the Congenital Heart Disease experience


	Lynda Shaughnessy
Lynda.Shaughnessy@gstt.nhs.uk
Lead Nurse for Paediatric Cardiology /  
Co-Clinical Director for CHD Network, Evelina London Children’s Hospital


	· The British Heart Foundation noted that patients were often lost to follow up appointments and help improve this, 6 adolescent CHD nurses were funded for three years. The network recognised that young people needed to be empowered to understand when they needed access and how to access different services.
· After treatment and transfer to adult services, patients often think that they are cured. There was an educational task to make sure patients know they will always have to have follow up appointments.
· The main focus initially was to try and reduce those lost to follow up. To do this, the data around this was obtained to see how many lost and what the main predicators were of non-attendance; it showed those who engaged were associated with improved survival.
· Sometimes it’s expected that patients should know everything before going into adult services, but that was found not to be the case and that support needs to continue into adult services and that all stakeholders are communicating.
· Choosing the right model of care for each patient is important, there is no one-size fits all. There are different options such as the adolescent clinic model, joint clinic model, traditional medical model and a nurse led model, which all have their own pros and cons.
· A pan-London patient day was introduced as an annual event for young people with CHD where they can learn about lifestyle issues, diet, sexual health, alcohol etc. They also enjoy meeting others similar to them.
· The network also participates with peer review process with the Stepstones project which has been running for 7 years. The process looks at transition pathways and collects quantitative and qualitative research and provides feedback as to where the model of care works well and where further improvements are needed. As a part of this project, they produced the Gothenburg Young Persons Empowerment Scale which is now being used in the CHD transition clinics to look at how empowered patients are before they go to adult services to know how much support they need.


	00:59:57
	Engaging young people

	Hannah Phillips
Hannah@hannahsheartbeat.co.uk
Patient


	· Hannah discussed how it was for her personally when moved to adult services and how challenging it was. 
· Top tips:
· Improvement the environment for adults services, it can be cold and intimidating.
· Better education for both staff and patients
· Ensuring that you give young people a platform during service development
· Improve communication between paediatric and adult services and patients
· “You treat a disease you win you lose. You treat a person and I guarantee you will win no matter the outcome” – Patch Adams.


	01:14:41
	Challenges in transition: perspectives from the adult side


	Emma Matthews
Ematthew@sgul.ac.uk
Consultant Neurologist, St George’s Hospital


	· To form a transition service, it was recognised that an integrated MDT service is needed.
· Length of appointments was one of the first things to be addressed since regular adult clinics only allow 30 minutes for a new appointment or 40 minutes for specialist clinics. For the transition clinic, the challenge was to convince management for appointments to be an hour long. 
· There are also a number of other challenges around communication between services, having the resources to support this, training the staff to make sure they have the expertise needed, changing clinic templates, the age of transfer, etc.
· For very specialised treatment, there are challenges since resources and facilities are more limited than usual.
· Obtained funding for a transition nurse to help transform the transition pathway. 
· It’s important to recognise transition as a separate service though this needs the infrastructure and admin support in place to work effectively. There also needs agreement around the age of acceptance so there isn’t a gap in the service.


	01:26:56
	Introduction to National frameworks and documents


	Nigel Mills
nigelmills@nhs.net
Regional Nurse Advisor for Young People's Healthcare Transition (London), The Burdett National Transition Nursing Network


	· Recommended to read “From the Pond into the Sea”, a CQC report and the NICE transition guidelines NG43. There are 56 recommendations but the outcome measures are what the CQC measures when they inspect. 
· There are five key standards from the nice guidance:
· To begin the transition process in year 9
· To have at least a once annual meeting on transition with patients & parents before they transition
· To have a named worker who would coordinate transition before, during and after.
· To meet their adult service practitioner before moving across
· To ensure adult and paediatric services work collaboratively to engage patients when they are not engaging post-transition.
· The core capabilities framework is currently being formalised which will outline the expected skill set for staff supporting transition. It recognises that everyone coming in contact with young people should know how to support them in a way that different to children and different to adults.





	
Additional documents that were mentioned will be provided on the adolescent health section of the STPN website. 

The next steps are to form working groups that will address the below:

· Working with Youth workers
· Benchmarking and frameworks
· Developing Youth Forums
· Sharing good practice and supporting each other 
· Working with adult services

We will be first arranging a Transition Steering Group in September to develop objectives and tangible next steps to create effective working groups.
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Getting started with transition


Learning from experience


Emma Potter
Transition Nurse Practitioner
South Thames CYP Cancer ODN
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Learning from the experience of others


– Networking


– Process & Pathway mapping 


– Patients & Public involvement







The Royal Marsden


Networking


Learning from the experience of others working in transition, project 
management and quality improvement


WHO?


- Inside and outside the organisation


- Burdett Trust, mentor, QI, peer support


WHY?


- Prevented me trying to reinvent the wheel


- Helped to maintain the focus


- Accept that there is no magic fix


- Thinking outside the box
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The Royal Marsden


Process and Pathway Mapping


Developing an understanding of current pathways and processes as 
experienced by Health Care professionals [HCP’s].


WHO?


– 9 pathway mapping workshops with 44 HCP’s 


WHY?


– Brought people into the same (virtual) room


– Build on the good stuff currently going on


– Highlighted areas of concern, uncertainty and HCP’s priorities for 
change 


– Identified HCP’s who might engage and support the project 
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Patient & public Involvement


Developing an understanding of current pathways and processes as 
experienced by young people & their families. 


WHO?


– 45 young people and family members


– 1:1 meetings, phone calls, focus groups 


WHY?


– Highlighted what matters most to patients and where they think 


improvement efforts should be focused


– Provided opportunity: to tell their story, peer support, engage in the 
project 


– The patient story: A strong force for triggering change. 
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Video


Start video at 10.41


Moving to adult services
The experiences of young people and parents 


Full PPI video 16 mins 12 seconds 
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The Health
Foundation


At its best, quality improvement in health care is built on an equal 
partnership between staff, patients, carers and the wider public. 


‘Quality improvement is about giving 
the people closest to issues affecting 
care quality the time, permission, 
skills and resources they need to 
solve them’. 


https://www.health.org.uk/publications/quality-
improvement-made-simple April 2021 







The Royal Marsden


The finish line?


Phase 1: Scoping


July 2021 to Feb 2022


Mapping workshops/ focus groups


Networking


Medical record audit


Phase 2: Developing Aims


March 2022 to April 2022


Formation of the steering group


Objective setting


Formation of task/finish groups


Phase 3: Testing & Implementing  


April 2022 to May 2023


Principles of Practice/Benchmarking


Initiating transition 


Cancer Transition Information Hub


Phase 4: Spread 
May 2023 to June 2023
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Transition within a chronic 
disease setting – the Congenital 


Heart Disease experience
Lynda Shaughnessy


Lead Nurse for Paediatric Cardiology
Interim Co-Clinical Director CHD Network



















The Patient Pathway







• At the centre of all service planning should be 
Quality!


• The Institute of Medicine 1990 illustrated how 
healthcare should be delivered.


• This is a simplistic diagram and this needs to be 
carefully thought through as with any change 
management changes in one area will produced 
a butterfly effect causing and effect in another 
area.


• These effects need to be predicted to make 
changes and maintain a quality service.


Quality







It is not uncommon, for 
adolescents and young adults 
with CHD to hold the 
misperception that they have 
been “cured” or “fixed.”







Lost to Follow-up







• 4461 ACHD pts examined with median age 26.4yrs 
between 1991-2008


• Overall 23% of scheduled clinic appts were not 
attended


• Main predictors of non-attendance were younger 
age, non-Caucasian ethnicity, lower economic 
socioeconomic status, number of previous missed 
appts, and lack of planned investigations on same 
day as appt i.e. ECHO


• Both the number of missed appts and the ratio of 
missed appts to follow-up period emerged as 
predictors of mortality independent of patients age, 
disease complexity, functional class and 
socioeconomic status


• Authors concluded attendance at appts in specialist 
centre is associated with better survival















At the beginning!







The Purpose of a Transition Program







There are many different transition processes described but it is important to establish a service 


that works for the individual centre


There is no ‘one size fits all’-approach 


One of the most important requirements is to provide a transition service addressing the needs of the 


patients and their families. It should be supported to involve young people in the design of transition 


services guaranteeing to meet patients’ needs and expectations. 


Royal College of Paediatrics and Child Health. Bridging the gaps: Health Care for Adolescents. London, UK: RCP&CH; 2003.


Choosing the Right Model







Adolescent clinics where all the 
patients attending the clinic 
are seen by adolescents team. 


Adolescent Clinic Model







Where joint clinics are 
organised by both 
paediatric and adult 
teams seeing the patients 
together (sometimes this 
is a one off handover clinic 
other times this can be a 
regular appointment. 


Joint Clinic Model







Joint Consultation Individual Consultation


Advantages


• Both Paediatric and Adult Cardiologists
present


• Direct communication between Paediatric and 
Adult Cardiologist


• Can be less streeful for the patient and family
knowing the two teams are working together


• One Doctor taking responsibility


• More time for education to the patient and family


• Easier for the adult doctor to establish a 
relationship with the patient


Disadvantages


• Needs two doctors – not cost effective


• Less time for education


• Division of responsibility


• More Stressful for the patient and the family


• No direct handover with patient present from
paediatric to adult doctor


• Needs a solid transition program


Traditional Medical Model







Nurse-led model, where a team of 
clinical nurse specialists coordinates 
the transition process and meet the 
patients whilst they are in the 
pediatric department. 
Within such a model, the transition 
coordinator stays with the patients 
when moving through to the adult 
department. 


Nurse-led model







Group education involves 
inviting a number of 
adolescents to attend for a 
group transition session 
where they learn information 
about lifestyle issues, diet, 
exercise, endocarditis etc…


Group Education











Series of talks & workshops 
covering: the normal heart; 
endocarditis; lifestyle; 
promoting independence; 
sexual health; transition 
preparation and 
psychosocial support


What is covered on the day?







•Q&A sessions, expert panel 
and patient representatives
•‘Marketplace’ of cardiac 
specific and general 
adolescent charity stalls 
during lunch


What is covered on the day?















































The End!
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Challenges in Transition: the adult 
perspective


Dr Emma Matthews
Consultant Neurologist and Reader


Neurology Lead SE GMSA







Integrated MDT Service
Primary CareMedical specialties


Neurology
Respiratory
Cardiology
Gastroenterology
Genitourinary
Endocrinology
Ophthalmology
Rheumatology
Anaesthetics
Genetics


Therapies
SLT
Nutrition team
Physiotherapy
Occupational Therapy
Psychology
Orthotics
Wheelchair services


Education


Work


Social services
Housing
Carer needs
Driving


Charities


Research
Clinical Trials
Access to new 
therapies


Contraception
Family 
planning
Pregnancy
Labour


Paediatrics Transition Adult







Challenges - Transition Clinic
• Advertising


– Blogs, charity, GP Newsletters
• Transition clinics with paediatrics (?)


– SGH, GOSH, Evelina, 
• Communication between MDT, hospital and community


– Neuromuscular care advisor, email
• Experienced staff


– Training with community teams, invest in education
• Burden of appointments


– Daycase co-ordination, outreach
• Infrastructure


– Clinic templates, room size
• Patient trust and reputation


- Forum, open evenings
• Age 16 or 18?







Challenges – specialised treatments


 Exciting new gene therapies for SMA
 Nusinersen (intrathecal)
 Risdiplam (oral)
 SMA service (Dr Clare Galtrey)


 Entirely new service


 Limited resource – referrals outside 
region


 In-patient facilities (transition units)


 Funding 







Focus on transition


 Complex genetic disorders – pilot neuromuscular disorders 
and epilepsy


 Equity in access – NGS


 Multisystem or MDT needs 


 Equity in care – paediatrics and adult


 Supporting primary care


 New genetic therapies


 Clinical trials







Transition Nurse


• recognise transition nursing as a new and unique 
role 


• generate an exemplar post in rare genetic 
disorders that can be adopted nationally


• map existing services and pathways 
• standardise transition pathways across the region 


ensuring equity of access to diagnosis, and 
appropriate care indicated by diagnosis


• reduce bottlenecks and waiting times
• be responsive to the patient and family voice 
• cross cut social, primary, secondary and tertiary 


care to create an attractive model for new 
integrated care system funding


Dr Ruth Williams
Evelina Children’s 
Hospital







Summary
• Transition is a unique service


• Management on board


• Resources to include infrastructure, clinical staff and admin/co-
ordinator support


• Integration is key – integrated care systems (opportunity)


• Transition NOT transfer


• Patient expectation


• Challenge historical pathways and share experience


• Patient informed choice


• Agree standard age of acceptance into services
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Introduction to National 
frameworks and documents


Nigel Mills
Regional Nurse Advisor (London)


Burdett Transition Nursing Network







From the Pond into the Sea (2014)


‘not about incompetent doctors, uncaring nurses or remote 
social workers; on the contrary the vast majority of them are 
highly competent, care deeply and desperately want to help.’ 


‘this report describes a health and social care system that is not 
working, that is letting down many desperately ill youngsters at a 
critical time in their lives.’


‘The system is fragmented, confusing, sometimes frightening 
and desperately difficult to navigate.’ 







NICE Transition Guidelines NG43 (2016)
Transition from children’s to adults’ services for young people 
using health or social care services


• ‘covers the period before, during and after a young person moves 
from children's to adults' services.’


• ‘help young people and their carers have a better experience of 
transition by improving the way it's planned and carried out. ‘


• ‘covers both health and social care.’
56 recommendations







NICE Quality Standards
1) Young people who will move from children's to adults' services start planning their transition with 
health and social care practitioners by school year 9 (aged 13 to 14 years), or immediately if they enter 
children's services after school year 9.


2) Young people who will move from children's to adults' services have an annual meeting to review 
transition planning.


3) Young people who are moving from children's to adults' services have a named worker to coordinate 
care and support before, during and after transfer.


4) Young people who will move from children's to adults' services meet a practitioner from each adults' 
service they will move to before they transfer.


5) Young people who have moved from children's to adults' services but do not attend their first 
meeting or appointment are contacted by adults' services and given further opportunities to engage.







Delivery models/pathways of care for a 0-25 serviceDelivery models/pathways of care for a 0-25 service


National Framework for Transition (In development) 







Coming 2022







Aim


The Core Capabilities Framework for the care of all young
people including Transition aims to identify and describe
the knowledge, skills, behaviours and attitudes that the
healthcare workforce needs to apply in order to deliver
high quality, compassionate, personalised care to young
people. It will provide a single, consistent, comprehensive,
and explicit framework on which to base review and
development of all relevant staff across clinical services.


The framework will determine standards for transition
education and training and will assist in measuring if
education and training satisfies these standards.


Currently there is no national framework that addresses the
core skills and knowledge required to equip the workforce
to provide personalised, high quality care for young people
transitioning between services


Scope


The framework will be applicable to all healthcare employers
and also to educational organisations who train students who
will subsequently be employed in the healthcare workforce.


Consistent with other frameworks, the capabilities described in
the framework are defined in tiers.


Structure


14 capability headings – capability statements in each


Tier 1 – Those who care for young people aged 11-25yrs


Tier 2 – Health and social care staff and others who regularly
work with young people transitioning between services


Tier 3 - Health, social care, and other professionals with a role
in leading and or transforming transition


Core Capabilities Framework for all staff to ensure high quality care of young people: 
including supporting them as they transition from children’s into adult services







Capability Capability Heading


1 Young people’s development


2 Communicating with young people


3 Preparing for adulthood


4 The role of parents carers and significant others


5 Challenges for and influences on young people


6 Providing accessible high quality developmentally appropriate 
healthcare for young people and engaging them in their care


7 Confidentiality


8 Consent


9 Safeguarding


10 Multi-disciplinary working in partnership and collaboration across 
organisational boundaries


11 Involving young people in improving and developing services


12 Hospice and palliative care support


13 Complex needs transition


14 Leadership and transformation in transition


Tier 1      The knowledge, skills, attitudes and 
behaviours for all staff working with young 
people aged 11 to 25 years in healthcare 
settings


Tier 2      Knowledge, skills and attitudes and 
behaviours of all staff who work directly with 
young people aged 11 to 25 years who are in, 
or require, healthcare transition from 
children’s into adult services. This includes 
support for young people to be settled and 
engaged within adult services.


Tier 3      Enhancing the knowledge, skills, 
attitudes and behaviours of all healthcare staff 
who are responsible for the leadership, 
transformation and monitoring of transition 
services.







Over to you….
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Who is KAOS?
Dr Hannah Baynes - Co Clinical Lead
Dr Simon Chapman - Co Clinical Lead
Zahra Sarwar- Senior Youth Worker
Rosie Bailey - Youth Worker







What do we do?







Multi agency working







Case Study 1
Naimah*, 18, Female. Chronic Liver patient. Admit for liver 
transplant
Disclosures of body image issues, mental health concerns and 
schooling.
Signposts and referrals from KAOS included CMHT referral, 
UCAS extension, outpatient check ins, referred to liver social 
worker and signposted to youth groups for chronic illness.







Case Study 2


Joshua*, 17, Male. Admit due to 2 day history of cough with 
yellow sputum, shortness of breath and chest tightness. 


Disclosures of smoking, unsafe in community, poor sexual 
health and struggles with mental health.


Signposts and referrals made by KAOS included smoking 
cessation, Redthread, Come Correct and Community Mental 
Health







Evaluation and 
data collection







Referral Process







Top Tips from a Youth Worker
1. Language
2. Time
3. Human
4. Patience
5. Kindness
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