 (
Learning 
Disability Managed Care Network
“
Transition Planning for School Leavers
”
Main Hall,
 
Lynebank
 Hospital, Dunfermline
5
th
 February 2019
)

	Time
	Topic
	Speaker(s) 

	9:30
	Introduction & Housekeeping


	Claire Smyth  Learning and Development co-ordinator, LD MCN

	9:35
	Activity
	

	9:45
	Video: ‘Expression Where it Counts’ 
	Produced by Arc Scotland

	9:50
	Improving transitions for young people with learning disabilities in the Scottish Borders


	Susan Henderson 
Planning and Development Officer, Scottish Borders LD Service
Heather Stewart 
Transitions Worker, Scottish Borders LD Service

	10:30
	BREAK
	

	10:50
	Parents experience of transition


	Mark Gallagher
Lecturer in Learning Disability Nursing, Glasgow Caledonian University

	11:30
	Transitions in Midlothian; A Social Work perspective


	Graham Kilpatrick
Service Manager, Learning Disabilities, Adults and Social Care Team,
Midlothian Council 
Lynda Rowan
Transition Social Worker, Midlothian Council 

	11:50
	Moving on from school; An overview of procedure and practice in Fife Schools.


	Jennifer Allan
Head teacher, Supporting Learners’ Service, Fife Council

	12:10
	What we need to know... The perspective of the receiving adult service


	Dougie Craigie 
Project Manager, Upward Mobility, Edinburgh

	12:30
	LUNCH
	

	1:00
	Transitions between services in people with Intellectual Disabilities: Development of a nurse-led person centred education development programme


	Anna Higgins
Research Assistant, Edinburgh Napier University

	1:40
	The PAACT Initiative


	Iain Rowbotham
Development Coordinator for Fife Community Support Service

	2:00
	Positive Futures


	Maureen McClelland
Fife Family Support Director, PAMIS

	2:20
	Questions & Discussion
Closing remarks
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Mark Gallagher 5th Feb 2019  


The Expert Parents: A Qualitative study  exploring 


parent’s experience of their child’s transition from 


children’s to adult services.’ 







Epidemiology  


 


In the UK approximately one million people with a 


Learning Disability.  


In Scotland there are approximately 27000 people with a 


Learning Disability 


(The Scottish Government 2013) 


 


 


 


 


 







• Definition of Learning Disability(The Scottish Government 2013) 


Significant, lifelong condition that started before adulthood, 


effected their development, meaning they need help to: 


• Understand information, 


• learn skills  


• cope independently. 
 







IMPORTANT MESSAGE ALERT! 


People who live with a learning disability are first and foremost: 


• a family member or friend 


• a community activist  


• a student 


• a parent 


• an employee or employer  







Overview: Health inequalities & (young) people with learning 


disabilities(Scottish Government 2013). 


• Experience a different pattern of mortality and morbidity than 


the general population. 


• Many have additional, sometimes complex health needs which 


often go undiagnosed and unmet. 


• Due to advances in medical science greater life expectancy for 


children with complex conditions and also an increasing aging 


population 







Background: Transitions  


 


Transition is the move of the individual with a learning disability from 


children's services into adult services, which commences at 16 years of 


age in Scotland, 


This can be problematic for family-carers many of whom continue to 


provide for their child’s care needs at home. 


Transition necessitates joint working between the young person, parents 


and professionals 


For this reason the challenges that parent’s have are of interest to the 


proposed health and social integration (Public Bodies (Joint Working) 


(Scotland) Bill 2013). 


 







Overview: Health inequalities and people with 


learning disabilities  
Experience difficulties in accessing health care services and public 


health interventions. 


Health professionals receive only limited training in dealing with 


the health needs of this group 


 







8  


Summary of the litetaure  review  







Key themes from literature :  


 


Variety of transition models  


Differing perspective: parents, young person and professionals.  


The Impact of the caring role  


Impact on other family members 


Positive/negative elements of caring 


Exclusion from services 


 







Gap in the Literature  


• A paucity of literature dedicated to the transition between children’s 


and adult services for people with LD, especially literature which 


describes the parental experience at transitions,  


• Limited studies looking at advice and information offered to parents by 


services 


• No research found on the advice parents would give to services or 


other parents.  


 







Aim of the study : Explore parents experience of their 


child’s transition from children’s to adult services. 


Objectives: 


1. To explore parental experience of the transition from children’s to adult 


services  


2. To identify what factors enable a successful transition. 


3. Ascertain what advice parents would give to other parents and 


services 


 







Methodology:  


 


• Qualitative study  


• Participatory research 


• Purposive sample accessed via a Gatekeeper(PAMIS) 


• Seven participants (five-mothers and one couple)  


• Six semi-structured audio recorded interviews 


• Burnard’s thematic analysis  







Findings/key themes  


expert parent 


advice to 
service/other 


parents 


advice to 
services 


advice to 
parents 


a day in my life 
try a month 


QOL I don't have 
a QOL  


t's just what I do 







Advice to services:  


Understand that I understand 


 


  


 


“….need to listen to what is 


being said to them,  


be able to communicate, and 


be honest with their clients”. 


(Fran) 







Advice to services: Joined up services  


 


“They have known 


her since she was 


baby nothing has 


changed why is she 


suddenly a surprise to 


you”. (Ann)  


“There was 


no continuity 


of care”. 


(Carol) 







Advice to service: Same but less  


“We have the same but 


less. What we got was 


halved….nothing has  


changed. The 


behaviours are still 


there, the epilepsy is 


still there,...she is 


getting older, bigger 


and heavier and so are 


we”.  (Daisy) 


…I am her mum 


not a care 


manager”.  (Daisy) 







Advice to other parents: 


Be proactive ! 


“Start making noises…start 


asking questions….basically keep 


asking” (Danny and Fran)  







"a day in my life try a month” 


Quality of life? I don’t have a life  


“My health was so bad my Doctor though I 


had blood cancer. I had so many illness one 


after the other... I eventually had a break 


down and my daughter had to go into 


care…”  (Ann)  


“He didn’t stop 


crying… I had 


seriously   


thought about 


killing me and 


him.”(Fran) 







"a day in my life, try a month !”:  


 


Its just what I do  


 
 “I’m her 
mum”.  
(Evelyn) 







Discussion: key messages   


 







Advice parents would give to other parents and services 


• The findings indicated an overwhelming desire for the parents voices to be heard.  


• LD policy documents promote the QOL and the need to support parents of people with a LD. 


However parents have to give up work, take on additional caring roles and experience a 


reduction in social outlets all of which are accepted as indicators of reduced QOL 


• The findings also demonstrate that current co-production models are still reliant on statuary services 
working together and authorising outcomes 







A day, try a month in my shoes!  


• Is complex event and has established that families themselves are in 
‘transition’ as much as the young person, perhaps more so. 


• This study found that even though they were not explicitly asked the 


majority of parents provided a detailed account of their life journey from 


the birth of their child till present day. This was unexpected and did not 


correspond with literature searched on transitions. 







Burden and  Stress 


• Unlike previous studies this study identified that the cause of stress 


wasn’t just related to providing care but also included poor inter 


personal relationships with social services. 


• Caring wasn’t seen as burden where burden was explicitly recognised 


it was in the context of social care funding particularly the SDS agenda 


• Parents were required to adopt a paternalistic stance. 







Siblings 


• Parents felt guilty that they had to pragmatically prioritise the needs of their 
disabled child over their non-disabled child, often to the latter’s detriment. 







Next Steps: 


‘Exploring the parental lived experience of transition from childhood to 


adulthood within the context of caring for a child with a profound and 


multiple learning disability. An interpretive phenomenological analysis 


study.’ 







Literature search  


Table 4     


Total Number papers Yielded  92  


No duplicates and papers removed after basic 
screening  


33 (59 remaining ) 


No of papers rejected after detailed screening   29 


Total number in review  30 







Findings from literature  


literature 
review  


1. Parents 
experiences of 


service provision 
at transition 


2. The impact 
of caring on 
parents of 


children with 
a LD during 
transitions  


3. Parents 
experiences 


and perception 
of 


independence 
and self-


determination 
at transition 







Parents experiences of service provision at transition 


• Lack of choice and coordinated care(Power,2008;Gillan and Coughlan,2010).  


• Parents wanted more involvement in transition planning (Timmons et al.,2004; Blacher, Kraemer and 


Howell,2010; Leonard et al, 2016). 


• Concerns about lack of employment options and critical of school curriculum (Strnadova and 


Evans,2013).  


• Transition process difficult and confusing this was compounded by cultural and language barriers 


(Raghaven, Pawson and Small, 2013).   


• Lack of salient information on services(Heslop and Abbot, 2007; Gillan and Coughlan, 2010; Power, 


2008; Martinez, Conroy and Cerreto 2012). 


• Concerns about medical transition and not being listened to(Bindels-Heus et al., 2013). 


• The expert parent (Kingsnorth et al.,2011).  







The impact of caring on parents of children with a LD 


during transitions  


• Some parents experience a poor Quality of life(QOL) which improved for some after the child left 


home (Dyke et al., 2013) 


• Family QOL also explored, with the exception of emotional wellbeing family QOL satisfaction rates 


were high. Strong parental religious faith was a factor which predicted higher FQOL as was having a 


child with low support needs(Boehm, Carter and Taylor, 2015).  


• Transition satisfaction levels effects family wellbeing (Neece, Kramer and Blacher 2009)  


• Positive aspects of caring at transitions(Rapanaro, Bartu and Lee,2007; Gillian and Coughlan 2010) 


• The negative impact of caring at transitions(Alborz, 2003; Ward et al., 2003; Davies and 


Beamish,2009; Geenen, Powers and Lopez-Vasquez,2005; Rapanaro, Bartu and Lee 2007; Isaacson 


et al,2014; Hamilton, Mazzucchelli and Sanders, 2015).  


 







Parents experiences and perception of independence 


and self-determination at transition.  


• Parents believed that to become independent the young adults had to 


have the ability and capacity to learn a range of skills associated with 


self-determination. Parents whose children lived with a mild LD 


reported greater self-determination capacity skills than those with 


more severe and profound learning disabilities(Carter et al., 2013).  


• Concerns around sexual health and wellbeing (Hogansen et al., 2008; 


Hubert, 2010; Hamilton, Mazzucchelli and Sanders, 2014). 


•  Mutually dependency, parents had become dependent on being 


needed (Kirkendall, Doueck and Saladino,2009; Hamilton, 


Mazzucchelli and Sanders, 2014). 


 







Gaps in the literature  


• Only two papers concentrated on a medical/hospital transition meaning that 


parents experiences of this specific transition is under researched.  


• Parents themselves appear to be in transition as they can concurrently 


experience changes in their day to day to life which can impact on their and 


their families QOL and overall wellbeing. Whilst this appears as a theme in the 


literature it has not be researched in depth and requires to be explored more 


fully.  


• Only one study explicitly reported that parent’s experiential knowledge of their 


child’s transition (Kingsnorth et al., 2011) equated to them being seen as the 


‘expert parent’. 


 







Gaps in the literature  


• Paucity of research on the ‘lived experience’ parents of children with severe 


profound LD at transition . 


• Limited work exploring solely the impact of policy of parents of children with 


severe and profound LD at transition.   


• Limited studies specifically exploring the impact of caring on parents of 


children with severe and profound learning disabilities.   


•  Finally, in the studies reviewed the majority of participants were mothers 


meaning that the experiences, views and perceptions of fathers were not 


readily reported or explored in isolation. 


 







Aim: To explore the lived experience of parenthood during the transition to 


adulthood for a child living with a profound and multiple learning 


disability(PMLD).  


Objectives: 


1.To explore what being a parent to a child with PMLD means from the 


parent’s perspective? 


2.To explore the biopsychosocial impact that transition has on the 


parent’s life.  


3.To explore the barriers and facilitators to parent’s experience of their 


child’s transition from childhood to adulthood. 


 







Methodology 


• IPA is a qualitative methodology which is rooted in realism, 


interpretivism and social constructivism (Smith, Flowers and Larkin 


2012).  


• IPA is a confluence of three distinct epistemologies; phenomenology, 


hermeneutics and ideography(Eatough and Smith, 2010).  


• IPA commits itself to the exploration of the ways in which people make 


sense of their life’s (Smith, Flowers and Larkin, 2012).  


 







Methods Sampling, recruitment and data collection  


 
• Homogenous sample.  


• Ten parents will be recruited purposefully from gatekeepers  


• One to one audio recorded semi structured interviews  


• 6 step analysis  


  











Thank you. 
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Transitions in Midlothian.. A 
Social Work Perspective 


Lynda Rowan, Transitions Social Worker 


Graham Kilpatrick, Service Manager 


Midlothian Council, Adults & Social Care Team 


 







Overview 


• Transitions to Adult Social Care 


• The social work role in transitions within 
Midlothian 


• Challenges to Effective Transition 


• Summary 







What is Transition to Adult Social Care? 


• Moving on to young adult life: 


– Finishing statutory education (16 – 18 years of age) 


– Being involved in person centred planning / goal setting 


– Identifying meaningful activities, further education or 
work opportunities 


– Moving on from children’s resources  


– Changes in Accommodation 


– Guardianship / Power of Attorney 


 







Social Work Role 


• Two transitions social workers within the main Community Care Team; 


• Work with young people and their families prior to school leaving date; 


• Multi-agency / Joint working and Person Centred Planning Reviews held at 
School; 


• Adult Social Care Management Involvement in C&F Multi-agency Resource 
Group Meetings and Transition Forum Meetings 


• Key SW Tasks: 


– Outcomes Based Assessment and Plan 


– Establishing eligibility for services (level of support) 


– Planning and trialling college and other day activities 


– Securing resources / signposting  


 







Challenges to Effective Transition 


• Promoting Independence 


• Late Referrals  


• Local Resources for young adults 


• Eligibility and Charging 


• Demographics 


• Educational Perspectives 


• Looked After Young People  







Summary 


• What’s working well: 
– Joint working with all involved in young person’s life 


– Effective working relationships with Health, Education and other partner 
agencies; 


– Utilise Self Directed Support and Individualised Budgets to meet Complex 
Needs 


– Outcomes Assessment and Planning 


– Keeping track of young people who will be approaching transition 


 


• Areas to Consider and Improve: 
– Responding to demographic changes 


– Reviewing range of day services  


– Continuing budget pressures  
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Moving on from 


school 


 


Transition Planning 


in Fife 
Jennifer Allan 
Head teacher 


Supporting Learners’ Service 
Fife Council 







Today… 


Talk about Transition planning 


for pupils in Fife Schools who 


have complex ASN and/or 


learning disabilities 











Policy and Procedures 







Principles of Good 


Transition  


 


Fife Council Post 16 


Strategic Planning Group 


 


ARC Scotland 







The Seven Principles of Good Transitions 







1.Planning and decision making should be 


carried out in a person-centred way 







2 Support should be co-ordinated across 


all services 


Education, health and social work  


School link worker 


Transition nurse 


Head teacher 







3 Planning should start early and 


continue up to age 25 


 


 


 


Transition meeting from age 14 or 2 


years before planned leaving date 







4 All young people should get the 


support they need 







5 Young people, parents and carers 


must have access to the information 


they need 







6 Families and carers need support 







7 A continued focus on transitions 


across Scotland 
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                The Upmo Campus 


 











LEITH. A VIBRANT COMMUNITY. 


 


 


Free education for boys 1555,  


free hospital service 1777,  


first public sewer 1780, 


free education for girls 1820, 


 electric street lighting 1890, 


 electric trams 1905. 











Links House – HQ! 







Links House – top floor! 







 
 
 


Links 
House 


Workshops 











Duncan Place – 
Art  











 UpMo Campus -  Phase 1:  New Performing Arts Hub -  Planning Document   |    9CROPKA archi tects


3.0  SITE CONTEXT AND EXISTING BUILDING


Aerial Photograph of Site                       Swanfield – Performing Arts Hub 







Swanfield Workshops 
 











CONTAINER PRECEDENTS. 


 


WE-WORK OFFICES, HAARLEM, NETHERLANDS. 







Swanfield – Performing Arts Hub 
Music, Drama, Dance, Kitchens/Café, Rehearsal spaces, Stage 







GROUND FLOOR: music rehearsal rooms, dance studios, stage for 


performance and events as well as a training kitchen and cafe. 


 


RECEPTION 


MOBILE SCENE 


STUDIOS 


CAFÉ & KITCHEN 


STORAGE 


TOILETS 


LIFT 


STAIRS 


 


 


A VIBRANT & FLEXIBLE  


SPACE FOR 


CREATIVE ARTS. 







 







The Upmo Campus 


 


Student Life, Student Fun, 


Student Events, Student 


Venues, Student Bands, 


Student Films, Student 


Discos, Student Café, 


Student Night Life, Student 


Discounts, Student Union, 


Student Campus… 
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Transitions between services in people with 


Learning Disabilities: development of a nurse-led, 
person-centred education development program 


Prof  Michael  Brown (Queen’s  Univers ity  Be l fast )   


Dr  Zoe Choul iara  (Abertay  Univers ity)  


Dr  Ju l iet  MacArthur  (NHS Loth ian)  


Anna Higgins  (Edinburgh Napier  Univers ity)  







BACKGROUND 


Changing population of people with LD and complex needs  


Increased life expectancy  


Comorbid, complex conditions  


Transition: “a purposeful, planned process that addresses the medical, psychosocial and 
educational/vocational needs of adolescents and young adults with chronic physical and 
medical conditions as they move from child-centred to adult-oriented health care systems.” 
(Department of Health, 2006: 14) 


 


Health system unprepared to provide support at transition and beyond  


 







TRANSITION GUIDELINES 


2006 2008 2014 


2017 


2016 







SYSTEMATIC LITERATURE REVIEW 


 Aim: To examine the experiences of health transitions for young people with intellectual 
disabilities and their carers and the implications for nursing practice. 


 Becoming an adult:   Progression towards self-management, balancing autonomy and 
parental involvement, changing expectations, capacity and perception of unnatural changes. 


 Fragmented transition process and care: poor preparation and planning, lack of information, 
lack of lead agency and coordination, unplanned transfer, loss of information, gaps in follow-
up, no holistic overview in adult services, falling between the gaps of services, incomplete or 
delayed transition. 


 Parents as advocates in emotional turmoil: Parents as advocates fighting for services, a maze 
of information, parents’ resourcefulness as the driver for transition, a sense of loss and 
rejection, fear of the unknown, reluctance to “let go”. 


 Making transitions happen: Early initiation and preparation for transition, identifying a lead 
agency, outlining responsibilities, parent-provider relationships, improved joined and 
multiagency working, effective information sharing, adequate follow-up, transition 
coordinator, nursing involvement  


  


  







SYSTEMATIC REVIEW: IMPLICATIONS FOR NURSING 


Nurses as care providers, coordinators and consultants  


Able to address unmet needs  


Recognised for expert knowledge and adaptability  


Providing support for transition and future care planning  


Well-suited to develop and implement a transition programs 







RESEARCH AIMS 


 PHASE 1 


 1. To investigate and understand the experience of transition between child and adult health 
services, the challenges involved and the barriers to the provision of person centred care by 
obtaining the perspectives of nurses, families and carers as the key stakeholders 


 2. To develop best practice strategies in providing person centred care during transitions, 
embedded in the perspectives of stakeholders 


 PHASE 2 


 3. To develop and pilot an education resource for nurses in practice on how best to manage 
transition between child and adult health services for people with learning disabilities and their 
families and carers  







PHASE 1: METHODS AND PARTICIPANTS  


Qualitative design 
• semi-structured interviews 


• Face-to-face and telephone 


Participants  
• 10 carers from 7 NHS health boards 


• 46 nurses and other healthcare professionals 
from all 14 NHS health boards in Scotland  


Thematic analysis  







DATA ANALYSIS: THEMATIC ANALYSIS IN NVIVO 







CARER PARTICIPANTS 
Demographics: carers and people with LD 


Carers  Relationship to the 


person with LD 


Mother = 9 Father = 1 


  Age  40-49 = 2 50-59 = 5 


Missing = 3 


  Full time carer? Yes = 8             No = 2 


People with LD  Gender Female = 4      Male = 6 


  Age 20-24 = 5         25-29 = 1 


>30 = 1            Missing = 3 


  Geographical area Urban = 2        Rural = 4 


Suburban = 3  Missing = 1 


  Diagnosis  Genetic condition = 2 


Cerebral palsy = 6 


Severe autism = 3 


Learning disability = 3 


Transition  Overall experience  Very positive = 1 Mostly positive = 5  


Mostly negative = 1 Missing = 3 


13 14 15 16 17 18 19 20 21 22 23 24 25 26 27 


Transition timing 


Age  







RESULTS PART 1: CARERS’ EXPERIENCES 


 Five main themes:  


 1) A deep sense of loss  


 2) An overwhelming process  


 3) Parents making transitions happen  


 4) A shock to the adult healthcare system  


 5) The unbearable pressure 


  


  







THEME 1: A deep sense of loss 


Losing the sense of safety 


You feel you’re going into a very vulnerable situation, to let go of a doctor that you 
deeply respect, like, there’s real affection for each other and mutual respect for each 
other, and all of a sudden it’s like somebody taking a rug and just pulling it out C05 


Loss of services 


I’ve heard these horror stories of parents being told, you’re off paediatrics now, you’re 
back to the GP, and of course the GP in our case doesn’t know our son. (…) this is a boy 
that had people at a major UK Children’s Hospital and you’ve had that level of expertise, 
you have a different person for the bones, you have a different person for the spine, you 
have a different person for the gastric, you have a different person for neurology, you 
have all these people. C05 


A sense of isolation and vulnerability 


[Children’s Community Nurse would] drop off the supplies, but she would say, how’s it 
going or whatever, so I’d see her approximately once a month, and she was always at 
the end of the phone. If I hadn’t seen her every six months approximately, she would 
come and have a cup of tea and just chat how things are. (…) if you were admitted to 
hospital, she would know about it and she’d pop in to see you. C07 







THEME 2: An overwhelming process 


Re-establishing a care team  


(…) it’s just the sheer fact that you almost have to start again with referrals in many 
cases, there doesn’t seem to be a continuity or a good transition period… C10 


Lack of coordinated planning  


we saw her [the visiting paediatrician] about three weeks ago and she told us it would 
be her last appointment and that Richard (…) would be seen by somebody in adult 
services but I’m not sure who.  She didn’t know who so I’m assuming…well, she’s not 
done any handover but there will be notes somewhere. C04 


Confusion and the state of unknown 


you're not quite sure which route you're supposed to be going. You know, who to 
contact? Who's you're first port of call? C01 


  







THEME 3: Parents making transitions happen  


Parents as the transition coordinators  


It’s taken me sort of saying, I’m really worried about this, for them to say we’ll refer 
to the spasticity service who will refer to a neurologist locally. (…) Things like that 
should happen without me having to ask for it; you know, she’s got an ongoing 
condition, it’s never going to get any better. C10 


The battle of transition 


I’ve just come to the conclusion everything is a struggle. Everything is arguing the 
toss, sort of on bended knee, could we do this, could we do that, it would be really 
helpful, but that’s always been the case, it’s always been the case, and I think it is 
sad, it’s quite sad that it’s not a standard. C07 







THEME 4: A shock to the adult healthcare system 
 Unprepared adult services 


(…) quite often when I’m with Andrew I feel I’m ground breaking sometimes, thinking, 
what, have you never come across somebody with an established trachie? C07 


The paradox of adult hospital admissions 


they have very little understanding of somebody as complex as Mark (…). we were put in 
the waiting room while they were in getting him changed and stuff like that instead of 
we should have been part of that.  We should have been in there.  We should have been 
saying, right, this is how he lies.  This is what he does. C02 


Lack of continuity of care 


My feeling with transfer to adult services is that suddenly – and I’m not the only person 
who said this– people seem to think their condition gets better and they don’t need the 
services they’re getting as children, and in actual fact they probably need them more 
because things deteriorate and stuff like that. C10 


 


  







THEME 5: The unbearable pressure 
 Parents taking responsibility for health monitoring 


We did get referred to the adult service well in time, we saw the adult doctor once, had 
us back another time and then discharged us. And that I find hard, I mean, she’s got 
ongoing problems, she’s on a really high dose of one drug to keep her gut working, and 
yet nobody’s now looking after it but me C10 


Alone in new environment 


There was no help, no advice. I have never felt so isolated in my entire life. (…) We did 
meet some very nice people along our way. But at the point where we were at the 
lowest we could possibly be was when we were going from the Children’s Hospital to 
the General Hospital with nothing in place to back us or help us in the adult hospital 
situation. C09 


The unbearable pressure on carers and its impact on health  


the isolation has increased greatly, the physical workload has increased greatly, the 
mental thing of thinking (…) what’s going to happen to these two girls of mine when I’m 
not here to look after them is phenomenal. (…) being a carer can take, you know, it 
makes you not as resilient as you would be. C10 







NURSE PARTICIPANTS  


PARTICIPANTS n=46 


NURSES: PAEDIATRIC 
SERVICE (N=20) 


Community (n=12)  


Hospital (n=7) 


Both (n=1) 


NURES: LD SERVICES 
(N=17) 


Community (n=10) 


Liaison (n=7) 


HEALTH AND SOCIAL CARE 
MANAGERS (N=6) 


OTHER HEALTHCARE 
PROFESSIONALS (N=3) 


Physiotherapist (n=1)  


Occupational Therapist 
(n=1) 


Clinical Psychologist (n=1) 







DEMOGRAPHIC INFORMATION: NURSES 


NURSES: DEMOGRAPHIC INFORMATION  


Gender  Female = 41 


Male = 5 


Age  20-29 = 1 


30-39 = 5 


40-49 = 14 


50-59 = 23 


60-69 = 2 


Working hours Full-time = 39 


Part-time = 6 


Planning  
27% 


Coordination  
16% 


Facilitation  
24% 


Direct care 
delivery  


13% 


Discharge 
consultation  


15% 


Other 
5% 


AREA OF TRANSITION INVOLVEMENT N=45; 
MISSING DATA N=1 







RESULTS PART 2: NURSES AND CARERS  


• ELEMENTS OF TRANSITION MANAGEMENT 
PRINCIPLES 


UNDERPINNING IMPROVED 
TRANSITION CARE  


•Strategic level commitment  


•Population projection and service planning  


•Transition education and training 
1. Strategic level focus  


•Transition pathway development 


•Cross-health board transition practices  
2. Clear transition 


processes and pathways  


•Early preparation  


•Timely initiation of the transition planning process 
3. Proactive transition 


preparation  


•Collaborative working across services and agencies  


•Lead coordinator  


•Assessemnt and care planning  


•Emergency care planning  


4. Multiagency transition 
planning  


•Coordinated handover of care  


•Holistic overview in adult health services  


•Access to services and quality care  


•Family carers as equal partners in care  


5. Continuity of care in 
adult services 


 Each related subtheme analysed and 
coded:   


areas for further development   


intended outcomes  


good practice examples  


  







1. Strategic level focus 
1.1 Strategic level commitment 
 
 (…) they're all about, you know, getting patients seen within an eight- week time, and stuff like that.  


Transition’s just as important.  So why don’t we have a quota and expectation for that? N04 


OUTCOME 1: Transition to adult services is recognised as an important aspect of care and considered in 


all strategic planning  


OUTCOME 2: A national standard of transition for people with learning disabilities is incorporated into 


services at the strategic level and followed consistently  


OUTCOME 3: Clear inter-agency transition policy is developed  


*OUTCOME 4: Families feel confident that transition to adult services is a priority at the strategic level  


*Person and family-centred outcomes highlighted by carers  


Good practice examples:  


 regular steering group developed as a result of managerial commitment to improving 


transition  


 Strategic-level consultation with other agencies and carers  







1 Strategic level focus 
1.2 Population projection and service planning 


I don't know whether locally we should be doing something more to highlight the number of children 
we've got and what their level of needs are so that the adult team can kind of prepare or look at job plans 
or service plans or how they’re going to support these young people when they do come. Nurse 16 


 
OUTCOME 1: Population identification and projections and carried out at the strategic level  


OUTCOME 2: Population projections are used for paediatric and adult services planning 


*OUTCOME 3: Resources are available to ensure availability of adequate services and sufficient 


staffing levels to meet the needs of the population of people with learning disabilities 


  


Good practice examples:  


 Reducing out-of-area placements for people with complex needs through population 
projection and service planning  


 Development of new roles to meet the needs of people with LD, e.g. Transition Facilitator or 
an LD nurse  







1 Strategic level focus 
1.3 Transition education and training  


 as an adult service, we need to get ourselves better placed to be supporting this as well.  That will involve 
upskilling staff, being aware of what the treatment is and what it involves.  And being prepared to support 
care providers with it as well. N03 


 
*OUTCOME 1: Awareness of the needs of people with learning disabilities and their carers during the 


transition process and beyond is raised through education and training   


OUTCOME 2: Information and resources on transition are centralised and easily available to nurses and 


other practitioners   


*OUTCOME 3: Paediatric and adult counterparts have capacity to learn about each other’s roles, for 


instance through shared learning days   


*OUTCOME 4: Nurses and other practitioners in adult services are upskilled to provide care to the 


increasingly complex population of people with learning disabilities    


Good practice examples:  


 Transition-related training 


 Carers’ involvement in nurse education  







2 Transition processes and pathways 
2.1 Transition pathway development 


Good practice examples:  


 Transition pathways for people with learning disabilities 


 Collaboration between LD liaison nurse and Charge Nurse to develop a process  


  


 


I think there needs to be guidelines across the whole of Scotland, the same guidelines 
everybody follows (…) like a standard template, and then you could adapt it for your 
locality. N06 


 
OUTCOME 1: Transition development work is enabled through resources and time allocation  


*OUTCOME 2: Clearly defined written transition pathways and guidelines exist nationally and locally and are 


followed consistently in a reflective way  


OUTCOME 3: Integrated health and social care transition pathways are developed and utilised where appropriate  


*OUTCOME 4: Transition pathways are designed to empower carers to navigate the adult healthcare system  


*OUTCOME 5: Feedback on the transition process is obtained from carers and used to improve the transition 


pathway  







2 Transition processes and pathways 
2.2 Cross-health board transition practices 


Good practice examples:  


 Establishing robust cross- health board networks  


 Preparing young person and their carers  


 


  


 


I think that is something we seriously need to deliver a pathway for, if we were gonna 
continue to have children there.  Children out of the area are very challenging to transition, 
back into our own area. N01 


 
OUTCOME 1: Pathways for transitioning young people from paediatric services in one health board to 


adult services in another health board are developed  


OUTCOME 2: Children who are due to transition back to their local health board are identified early 


through efficient population monitoring  


OUTCOME 3: Joined transition planning is undertaken through development of robust networks 


between professionals in different health boards   


OUTCOME 4: The numbers of young people whose health is managed outwith their local area is 


minimised through strategic planning, service development and education 







3 Proactive transition preparation 
3.1 Early preparation 


Good practice examples:  


 Routine discussions about upcoming 
transition  


 “Teenage clinics” or transition 
appointments  


 Preparation for the changing legal status  


 


 


  


 


If we can have that conversation with families earlier on in the process and we can plan and 
prepare and give people time to understand some of the changes that are likely to be 
happening. I think that puts them in better place for actually coping when the time comes N03 


*OUTCOME 1: All health professionals take a level of responsibility for 


routinely discussing the prospect of future transition with the young person 


and their family from the age of 14 


*OUTCOME 2: Family carers understand the concept of transition before it 


is initiated and receive reliable information about what it involves  


*OUTCOME 3: If required, professionals signpost families to services that 


can provide support with welfare guardianship and other legal requirements 


*OUTCOME 4: Young person is informed about and prepared for the 


approaching transition   


*OUTCOME 5: It is recognised that transition is a difficult time for the family 


who may experience a sense of loss   







3 Proactive transition preparation 
3.2 Timely initiation of the transition planning process 


Good practice examples:  


 Established identification processes 


 Proactive and timely initiation of the transition process 


 


  


 


I think it needs to start from the first year of secondary school. I think they actually need to say, okay, 
you’ve moved into first year of secondary school, let's look ahead, let's see what your end of school 
date is. Although that’s scary.  Let's keep everyone posted, and you know, let's have a, you know, a 
yearly transition check-up Carer 08 


 
OUTCOME 1: Planning is undertaken for early identification of children due to transition and requiring an on-


going service, with multiple identification routes utilised  


OUTCOME 2: Proactive procedures are in place for timely initiation of the health transition planning process 


and discharge from paediatric services  


OUTCOME 3: Health professionals accept responsibility for the initiation of the transition planning process  


*OUTCOME 4: It is recognised that the transition planning process needs to be initiated sooner for young 


people with complex learning disabilities due to their complex needs and involvement from multiple 


professionals   


  







4 Multidisciplinary transition planning 
4.1 Collaborative working across services and agencies 


Good practice examples:  


 Multidisciplinary coordination  


 Acting as health representatives at school 
meetings  


 Networking and coordination between paediatric 
and adult nurses 


 


  


 


With the integration of health and social care it should be a joined-up approach. If there’s a 
multidisciplinary meeting and Angela has maybe various health problems if there’s a health 
professional at that meeting it helps the whole process C03 


*OUTCOME 1: Planned multidisciplinary meetings with active involvement from 


education, social work and health representatives take place on a regular basis 


*OUTCOME 2: Multidisciplinary meetings focus on creating a written transition plan 


and identifying key professionals, with their roles and actions clearly documented  


*OUTCOME 3: Parents are involved in multidisciplinary planning and have a sense 


that professionals are working as a team.  


OUTCOME 4: Health transition is recognised as a crucial element of the wider 


transition process by all agencies  


OUTCOME 5: Health representatives remain actively involved throughout the 


transition process and a health plan is developed as an integral part of the wider 


transition plan  


OUTCOME 6: Robust multiagency and multidisciplinary networks are developed, 


with better understanding of individual roles and services 


*OUTCOME 7: The impact of wider determinants of health are considered as part of 


the multiagency, multidisciplinary planning.  







4 Multidisciplinary transition planning 
4.2 Lead coordinator 


Good practice examples:  


 Nurses as transition coordinators  


 Point of contact for healthcare professionals  


 


 


  


 


I think that would make that definitely better if there was somebody there to take the lead on 
how the… (…) it would just be that they coordinate that.  They would make the referrals where 
appropriate or contact whoever would be making the referrals. Carer 02 


 


*OUTCOME 1: A lead healthcare professional coordinates the transition process into the adult 


health services   


OUTCOME 2: Nurses and other healthcare professionals have capacity within their roles to 


coordinate the transition process where appropriate  


OUTCOME 3: Nurses and other healthcare professionals recognise active participation in the 


transition process as part of their role  


*OUTCOME 4: Lead coordinator provides a level of support to the family carers   







4 Multidisciplinary transition planning 
4.3 Assessment and care planning 


Good practice examples:  


 Completion of a holistic assessment during the transition planning process 


 Completion of diagnostic assessments 


 


  


 


I think the assessment and collating the information and providing a good holistic, robust 
assessment that identifies that’s person’s individualised needs.  Then that gives you, from the 
assessment, you’ll do your care planning. N08 


*OUTCOME 1: An appropriate holistic assessment of needs is undertaken at the point of transition, and 


used for care planning in adult services 


OUTCOME 2: All diagnostic assessments (e.g. LD) are completed during the transition process to avoid 


delays in access to appropriate adult services  


OUTCOME 3: Funding is enabled for the development of appropriate adult resources that meet the need 


of people with complex learning disabilities   


*OUTCOME 4: Transitions are individual and unique to the young person and their family and this needs 


to be recognised 


*OUTCOME 5: Family carers are involved in the care planning process   


  







4 Multidisciplinary transition planning 
4.4 Emergency care planning 


Good practice examples:  


 Preparing adult acute services through planning meetings and support plans  


 “Admission packs” 


 Referral to a learning disability liaison nurse during the transition process 


 Summary documents in preparation for adult hospital admission 


 


 


  


 


(…) even for us to have visited once or twice when there was nothing wrong with her just to 
have gone in to have said to her, this is the hospital, if you are poorly we may have to come 
here, and this is one of the people that you may meet.  C09  


 
OUTCOME 1: An emergency support plan is developed, appropriately recorded and disseminated 


during the transition process  


OUTCOME 2: Communication passport (or a similar document) is completed during the transition 


process  


*OUTCOME 3: Where available, people with complex learning disabilities and their families are 


introduced to a learning disability liaison nurse during the transition process  







5 Continuity of care in adult services  
5.1 Coordinated handover of care 


Good practice examples:  


 Transition meetings / clinics 


 Information sharing with adult health services  


 Establishing points of contact for the family in 
adult services  


 Appropriate follow-up  


 Joint decisions about transition timing  


 Flexible transition pathways  


 


  


 


if there was a transition phase.  You know, if they could accept young adults at an earlier age, but to 
be working along with paediatric services. N07 


 
*OUTCOME 1: Processes are in place for efficient, comprehensive information sharing 


and handover between services (e.g. transition clinics / handover meetings)  


*OUTCOME 2: Good quality, comprehensive written historical information is shared 


with adult services  


*OUTCOME 3: The transition plan is implemented and knowledgeable professionals 


facilitate building of trusting relationships with the adult healthcare professionals, 


including primary care 


*OUTCOME 4: Parents are copied into communications between services and regularly 


updated about the handover progress  


*OUTCOME 5: Families receive a contact list for key health professionals in adult 


services 


*OUTCOME 6: Young people are appropriately followed-up until the transition process 


is complete and adult healthcare is in place  


OUTCOME 7: Flexible approach to timing of the transition process is adopted for 


people with complex learning disabilities  


OUTCOME 8: Transition decisions are made in a person-centred way, on a case-by-


case basis with recognition of individual complex care needs   


 







5 Continuity of care in adult services 
5.2 Holistic overview in adult services 


Good practice examples:   


 Strengthening relationships with GPs 


 Primary care LD nursing roles  


 Specialist LD nursing roles  


 LD liaison nurses encouraging holistic approach in 
hospital setting  


 Holistic health promotion  


 


I think it would be a general consultant, so to speak.  I do use the term paediatric adult 
physician but someone that would do that role that isn’t just looking at one area of the 
child’s care, that’s looking at everything. N19 


 
*OUTCOME 1: Where possible, a lead consultant is 


identified in adult services who is able to coordinate care for 


the individual with complex learning disabilities   


*OUTCOME 2: Families are able to contact a named nurse 


or other health professional in adult services for support and 


advice  


*OUTCOME 3: People with learning disabilities are invited 


to regular, holistic health reviews and mechanisms are in 


place for routine monitoring of health conditions  


*OUTCOME 4: People with learning disabilities and their 


families have a good relationship with their primary care  


*OUTCOME 5: General practitioners are confident in 


providing care to patients with complex learning disabilities   







5 Continuity of care in adult services 
5.3 Access to services and quality care 


Good practice examples:  


 Learning disability liaison nurses 


 Well coordinated planned and unplanned hospital 
admissions 


 Raising awareness of LD among hospital staff  


 “Common practice” of person- and family-centred 
care  


 Development of new services and roles  


 


  


 


I never, ever thought that Michael was more important than anybody else, but he was just 
as important C06 


 
*OUTCOME 1: Individuals with complex learning disabilities 


are able to access quality services and care that meet their 


individual needs  


*OUTCOME 2: General hospitals have knowledge of and 


are able to meet the needs of people with complex LD 


through necessary adaptations – both for planned and 


unplanned admissions  


OUTCOME 3: Communication resource packs and easy 


read information are available  


*OUTCOME 4: Where available, individuals with complex 


learning disabilities are automatically referred to LD liaison 


nurses when admitted to hospital  


*OUTCOME 5: Parents are able to access services for their 


children and are confident that they are going to receive the 


best quality care   







5 Continuity of care in adult services 
5.4 Family carers as equal partners in care  


Good practice examples:  


 Family carers’ expertise is recognised 


 Hospital staff adapting procedures at parent’s request  


 


  


 


The carer needs to be seen as an equal partner in care because that’s what they are. (…) listen 
to the voice of the carer, don’t suddenly expect (…) someone with learning disabilities when they 
become an adult can voice their own opinions because it doesn’t work like that. C03 


OUTCOME 1: A family-centred approach is adopted and carers are recognised as equal 


partners in adult healthcare    


OUTCOME 2: Needs of the family are recognised and a level of support is available when the 


person with learning disability is admitted to hospital   







SUMMARY: INVOLVEMENT OF NURSES IN TRANSITION 


• ELEMENTS OF TRANSITION MANAGEMENT 
PRINCIPLES UNDERPINNING 


IMPROVED TRANSITION 
CARE  


• Strategic level commitment  


• Population projection and service planning  


• Transition education and training 
1. Strategic level focus  


• Transition pathway development 


• Cross-health board transition practices  
2. Clear transition processes 


and pathways  


• Early preparation  


• Timely initiation of the transition planning process 
3. Proactive transition 


preparation  


• Collaborative working across services and agencies  


• Lead coordinator  


• Assessemnt and care planning  


• Emergency care planning  


4. Multiagency transition 
planning  


• Coordinated handover of care  


• Holistic overview in adult health services  


• Access to services and quality care  


• Family carers as equal partners in care  


5. Continuity of care in adult 
services 







Phase 2: Designing and piloting the education resource and 
intervention  


 Aim 


 To enhance knowledge and awareness of effective transition for young people with learning 
disabilities at the point of transition from paediatric to adult health services  


 Learning outcomes 


1. Identify factors around effective transition for the young people with learning disabilities and 
the people that support them   


2. Identify the needs of young people with learning disability and their family  


3. Legal issues and welfare system changes in the context of transition  


4. Your role in facilitating transitions for people with learning disabilities and their family  


  







PHASE 2: SAMPLE, AIMS AND DESIGN  


 Sample  


NHS Borders and Lothian (n=20) – a matched sample of Band 6/7 child and adult nurses  


Target: district nurses, epilepsy/neuro, GI, respiratory, diabetes  


 Aims  


Investigate feasibility of the intervention, i.e.  resources required and acceptability 


Measure the impact of the resource in  terms of changes in awareness and confidence  


Explore the acceptability by using qualitative questions / focus groups  
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Partnership Working with Health  


and Social Services in developing 


a Pathway to AAC and Technology 


Have an im        on communication 







Iain Rowbotham  
Communication Development Coordinator 


FIFE COMMUNITY SUPPORT SERVICES 
   Communication Development 


 







Fife Community Support Services (FCSS) is dedicated to the 
facilitation of effective communication for people with learning 


disabilities and/or complex communication. Communication 
Development for all staff in FCSS is supported by a Pathway 


to Augmentative and Alternative Communication Technology. 
(PaacT) 


  







PaacT is a communication initiative conceived by the partnership 
of Speech and Language Therapy (SALT), Education and 


Community Support Services, used by staff in Fife Community 
Support Services to support Service Users on a daily basis with 


their communication needs. To ensure that communication remains 
crucial and integral to staff development, Communication 


Development is a dedicated and ongoing process across FCSS to 
provide quality to those who use our service.  


 







 All staff across the Service require to complete Communication 
Development (PaacT) Level 1 – Understanding Learning 


Disabilities and Communication. This is mandatory training and 
should be applied for by following the link after viewing this 


introductory presentation.  







• previous training very communication 
focussed  


• delivered by external agencies 


• lack of ownership – refer on SLT/FAACT! 


• management/professional assumptions 
made?  - RCSLT – 5 communication 
standards good starting point 


 


Hasn’t this been done before?? 
Yes, BUT……… 







So this is different because.? 
• ownership sits within the service 


• clear process/pathway to follow( what 
does a good inclusive environment look 
like? ) 


• roles and responsibilities clearly identified 


• in-house tiered training/coaching/ 
reflective practice is built in 


• sustainability built in 


    


 







The aims for Staff: 


• increased understanding of progression 
of Service User skills and ability 


• knowledge to plot where their client is 
on the ‘pathway’  


• identify appropriate ‘next steps’ 


• know the best way to communicate with 
the SU 


 


 







3 Geographical Areas: 


     


        


STAFF – 387 
 
SERVICE - 457 







  


Understanding impact of learning disability on 
communication 


LEVEL 1 Training 


LEVEL 2 Training 


Talking Mats 


Signalong 


LEVEL 3 TRAINING 


ICT 


Passports 


Visuals 
Why? 


What? 


Accessible 
Information 


Social Stories 


ALD SLT 


Induction Training 


Triangle of Input 
Training Plan  







Seconded staff 


• supported ‘ownership’ ideal  


• shared our vision  


• identify both  realistic outcomes and 
the barriers/assumptions made 


• helped our understanding of the Service 
hierarchy!  


• operational level but not always with the 
most influence… 


 


                ……distributed leadership model 


 







Role of the Coordinator 


• NOT AN EXTRA  - HEALTH AND SOCIAL CARE 
STANDARDS!!! 


• Level 1 training across Community Support Services   


• theory into practice! 


• create ownership  


–  Supervision 


–  Team Meetings 


• mentor Development Workers 







Role of  Communication 
Development Workers 


• deliver Level 2 training – NOT SLT!!! 


• support their teams 


• observe, mentor, and suggest!  


• build on good practice 


• develop generic/bespoke resources 


• liaise with SLT 


• record staff enquiries 


              ……BUT can’t do it all!!! 


 
      







The importance of reflective practice 
 
• stages of learning 
• people at different stages 
• peer support/pressure 
• celebrate success 
• clearly defined expectations 
• chip away!! 







• needs managed ‘closer to home’ 


• approp. placed on ‘communication pathway’ 


• supports across Service 


• reduced abandonment of previous 
strategies 


• transition process improving – ongoing… 


• pre requisite work identified/completed  


• appropriate onward referrals 


 


Outcomes for Service Users 







Measuring change 
• improved quality of conversations/ 


consultations 


• use of Referral Forms  


• Communication Profiles, jigsaw and use 
of prompt questions 


• improved engagement with reduction of 
inappropriate/early onward referrals – 
SLT and/or FAACT 


• improved consultation with SU 


Theory into practice!!!! 


 






image9.emf
9 PAMIS.pdf


9 PAMIS.pdf


 


Transitions: Positive Futures  
Maureen McClelland  


Family Support    


PAMIS - Fife  


February  2019 







What is PAMIS? 


 
 
 
PAMIS is: 
 


• A registered charity, a company limited by guarantee  
 


• We work with people with profound and multiple 
learning disabilities and their families for a better life. 


 
 
 







What does PAMIS do? 


•  family support 
 


•  information and advice 
 


•  training and research 
 


•  leisure activities 
 


•  campaigns and policy 
 A quiet moment at home 







 
People with profound and  


multiple learning disabilities 


People with PMLD will have one or more of the following: 
 
•    profound learning (intellectual) disability 


 
•    physical disability 


 
•    sensory impairments 


 
•    complex healthcare needs 


Many will have a specific syndrome or condition  but most will not have a diagnosis 







Starts at age 
14 years 


Initiated by 
Education 


Multi-agency 


Standards 


Multi-
agency 


Process 


 


Multi-
agency 


Website 


 


Tools  


Overview of multi-agency  
transition process in Fife   







Transitions 


• Welfare and Financial Guardianship 
 


• Self-Directed Support  
 


• PAMIS Digital Communication Passports 
 


• Short Breaks 
 


• Emotional Support 
 


• Changing “Landscape” 
 







Adam 


• Star Wars Fan 


• Loves Fun   


• Able to achieve 


• Much loved brother, 
son, friend & cared for 
person 


• Tenacious 


• Educator 


 


 


 


• Epilepsy 


• Gastrostomy & NP 
airway 


• Wheelchair User 


• Non-verbal 


• Nil By Mouth 


• Suctioning 


• Palliative Care 


• Registered Blind 


 







                         Stressful, Emotional, Difficult. 
        Safety & Security to the Unknown, with no single point of contact. 


                                              To Boldly Go…… 


                                                                         


      Transitions  







• Welfare Guardianship  


 
• Joint working: Education/Health/Social work/PAMIS/Care Providers 


 
• Assessments/Outcomes Focused/ Person Centered Planning 


 
• Self Directed Support: Option 2, ENABLE 


 
• PAMIS Digital Communication Passport 


 
 


 
 


Case Study 







Barriers 


• CYPADM 


• Fragile Health 


• Exceptional Health Care 
Needs 


• NP airway 


• Hospital Safe Space bed 


• Gastrostomy 


• PMLD 







Facilitators 


• Mum and Dad 


• Pediatric - Community Health Team 


• Social Work 


• Education 


• CHAS  


• ENABLE 


• PAMIS 


• NHS: transitions nurse, learning disability nurse,                                      
APHs, Hospital Passport, CYPADM, Protocols…. 


Facilitators Facilitators 







 


 


 


• NP airway: having to access out of area respite 


 


• NP airway: invasive procedures/training/competencies/care 


workers/nurses 


 


• Hospital Bed: remains a significant worry 


 


• SDS carers at home: implications for the rest of the family 


 


• No pathway for adults with PLMD who have exceptional health & 


palliative care needs. 







Fife Transitions: Help!  


Family Support: Voluntary Sector 


Fife Direct: “On Your Doorstep” 


Fife SDS Options 1 Project 


       Fife Adult Learning Disability Team 


       Fife Social Work & NHS 


       Fife Short Breaks Service 


Scottish Independent Living Fund 


 







Inclusive & Accessible Leisure  


PAMIS provides and promotes accessible 
and inclusive leisure activities including: 


    


•   Swimming 


•   Friendship Club 


•   Wheelchair ice-skating  


•   Sporting opportunities for motor activities (SOMA) 


•   Fun days 


•   Rebound 


•   Pony Axe 


•   Drive Deck 


 







The Changing Places  


Campaign for Changing Places Toilets  







www.fifedirect.org.uk/movingon 
 



http://www.fifedirect.org.uk/movingon





 


 


 


 


Fife Family Support Service 


 


Maureen McClelland  


PAMIS 


C/O Fife Carers Centre 


157 Commercial Street 


Kirkcaldy 


KY1 2NS 


 


 


m.mcclelland@dundee.ac.uk 


Tel:   01592 551 310  


 


 


 


 


 


 


 


 


Chief Executive: Jenny Miller 
Registered Charity No: 1011895 
Scottish Charity Register: SCO 38601 
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Transition Planning for School 


Leavers 


LEARNING DISABILITIES 
MANAGED CARE NETWORK 


EAST REGION 


           


Lynebank Hospital 


5th February 2019  







Housekeeping 


 


 


 


 


 
           


Fire Alarm  


Exits & 


Assembly 


Toilets 


Breaks 


No smoking 


Phones off 


please! 



https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwj0_bC2g7jdAhXPyKQKHYkXAZYQjRx6BAgBEAU&url=https://www.vectorstock.com/royalty-free-vector/turn-off-mobile-phones-icon-vector-1513867&psig=AOvVaw3c8ScT_dzcaiLoqXtELlKx&ust=1536929665066228

https://www.freeiconspng.com/img/42380

https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwiU16-4-bfdAhVMbVAKHUG1C9UQjRx6BAgBEAU&url=https://www.pinterest.com/pin/120189883782578841/&psig=AOvVaw00qX7zBzZKUnpX1H3CHaqw&ust=1536926981997134

https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwiAmqythbjdAhVN46QKHRujDSgQjRx6BAgBEAU&url=https://www.freepik.com/free-icon/no-smoking-sign_752387.htm&psig=AOvVaw3NCAA4RBmHxHddmCYKoxM7&ust=1536930204397761

https://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=2ahUKEwiB-6-Kg7jdAhUQC-wKHQbzDVwQjRx6BAgBEAU&url=https://www.freepik.com/free-icon/coffee-cup-shape-ios-7-interface-symbol_747264.htm&psig=AOvVaw2P0ptnIMwvXrnQj6O6zSUN&ust=1536927134780906





Learning Outcomes 


To explore the different roles and 
perspectives of those involved in the 


process 


To identify needs before, during and 
after transition 


To share pathways and models of 
working that are in use in different 


areas 


To consider how to overcome 
barriers experienced 







Activity... 


   When it was good it was very, very good.... 


 


 


 


 


   When it was bad it was horrid... 







Activity; In their shoes... 


 What is the role of that profession/ person during 
the transition process? 


 


 Pressure on someone from that profession within 
the transition process-  


What? 


Where? 


Who? 


When? 


Why? 







Expression where it counts 


Video with thanks to ARC Scotland 


 


https://youtu.be/LqHIgWHnlvc 



https://youtu.be/LqHIgWHnlvc

https://youtu.be/LqHIgWHnlvc

https://youtu.be/LqHIgWHnlvc





Activity; One thing 


 


 Think of one thing you plan to do differently when 


supporting someone through transition? 


 


 It might be something to do with... 


Your role? Your team? 


Working with other professions? 


Working with the young person? 


Speaking with the family? 
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Project Overview 


• Improve transitions for young 


people with learning disabilities 


 


• 3 year project  


 


• Create a pathway and information 


pack for young people and carers 
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A bit of context 


• Scottish Borders Learning Disability Service integrated in 2006 


• Transitions worker in post 


• Transitions tracking group and complex needs group 


• Working jointly but still finding young people leaving school or in early 


adulthood 


• Getting all parties engaged could sometimes be tricky 


• What did carers and young people say? 


• Formation of Transitions Steering group in 2014 – wide membership 


• Identifying funding to move forward with plans 


 







Timeline to Dec 2017  







Integrated Care Fund project scope 


• Identify current pathways across 
health, Social Care, Children’s 
services and education.  


• Identify what works well and what 
doesn’t work well in the current 
transition pathways 


• Identify legal requirements and 
national/local guidance each 
organisation has to adhere to. 


• Identify other models of transition 
across similar LA/Health Board 
areas, exemplars.  Use expert 
support from ARC Scotland as 
already identified. 


• Identify current and future 
demand coming through 
transitions. 
 


• Develop new integrated transition 
pathways. 


• Develop transitions information 
including resources, contacts and 
pathways, processes.  


• Develop guidance for staff 
highlighting legal frameworks, 
guidance and duties.   


• Develop guidance for staff regarding 
the new transitions process.  


• Develop and deliver familiarity / 
awareness raising sessions for staff 
regarding the new transitions 
processes. 


• Develop / review TOR and 
governance regarding transitions 
process. 


 







What we did in year 1 of project 


• Sense check of information gathered so far 


• Held 2 workshops Feb 17 & May 17 


• Developed pathway 


• Created draft information booklet 


• Created draft checklists 


• Identified Transitions Point of Contact role 


• Reporting in through Learning Disability Service & 


Integrated Care Fund 


• Shared learning 







Transitions pathway development 







 


 


 


  


 


Consent to 


share 


information 


Transitions JAAT 


(Teachers, SW, Health, 


Transitions Worker, 


College, 


Local Area 


Coordinator) 


Refer to Local 


Area  


Coordination 


Flag to put 


name on 


Transitions 


Tracker  


 


Out of area 


Tracking meeting 


(May & Nov.) 


Transitions Meeting 


Education or other sets up 


Transitions 


Worker & others attend 


 


Referral to 


carer 


services on 


checklist 


6 monthly 


meetings 


Agree time 


for 


assessment 


Section 31  


6 monthly 


review 


Coordinated 
Support plan 


Annual 
Review 


 


One person 


Co-ordinating 


Rules & 


Responsibilities?  


Check in with 


family for feedback  


1st point of contact 


with family & YP 


(Check timing) 


Health 


Respite 


Feedback into  


commissioning 
Parent carer groups 


Guardianship 


when? 


Benefits 16-19 


Appointeeship 


etc. conversation 


Checklist 


responsibility  


& info pack 


Feedback 


to 


Parents  


Local Area 


Coordination if 


person not 


meet eligibility  


criteria 


Update UIA 


annually 


(C&YP Services) 


Pathway 


assessment? 


SDS 


Assessments 


Adult  


Assessments 


16 years old? 


Must meet 


GIRFEC 


principles 


Integrated 


Assessment  


Age 17 


Pre-Assessment 


(Link to other 


Susan Henderson) 


Information pack/ 


Checklist 


 


Support 


Planning 


Design  


Support 


Commissioning 


Process? 


First Draft 


New Transitions Pathway  


Transitions Workshop 


February 2, 2017  


These are areas to 


consider across  the 


pathway 











Relationships 


Transitions 
Pathway 


Young 
people & 


carers 


LD 
service 


CYP 
services 


Health 


Education 


College 


ARC 


Providers 







Some key challenges 


• Transitions is COMPLEX 


• Transitions is STRESSFUL 


• No-one has the WHOLE picture  


• We DEFINE transitions differently 


• UNDERSTANDING roles and responsibilities across agencies 


• EXPECTATIONS of young people and families 


• ENGAGEMENT with schools  


 







Timeline Nov 2017 – Dec 2018 







Looking ahead 2019 and beyond 


• Evaluate: 


o pathway document 


o information pack 


o checklist 


o role of Transitions contact person 


o impact for young people and carers 


 


• Transitions steering group work plan: 


o business case 


o involving education partners 
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