


Symposium overview 
ü The study – background, aims, design and recruitment – Juliet MacArthur 

ü Paper 1: Setting the international context on transitions: a fragmented landscape for 
young people with intellectual disabilities and their families – Juliet MacArthur.

ü Paper 2: The views and experiences of families of young adults with intellectual 
disabilities in Scotland – Anna Higgins

ü Paper 3: The nursing role in effective transition planning for young adults with 
intellectual disabilities  - Michael Brown

ü Paper 4: The development and piloting of an educational resource “Transitions from 
child to adult health care for young adults with learning disabilities” for nurses – Anna 
Higgins

üWays forward and conclusions 



Introduction to our study

DR JULIET MACARTHUR 



Background 

üChanging population of people with ID and complex 
needs 

üIncreased life expectancy 

üComorbid, complex conditions 



Transition definition 



Transition guidelines 
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Transitions Theory (Meleis et al., 2000)

• Transitions - complex processes occurring simultaneously in multiple 
dimensions

• Core properties of transitions from paediatric to adult health services 

• awareness

• engagement
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Setting the international context on 
transitions: a fragmented landscape for 
young people with intellectual disabilities 
and their families.
DR JULIET MACARTHUR 



Phase 1: Systematic literature review 

Brown, MacArthur, Higgins & Chouliara (2019) 
Transitions from child to adult health care for 
young people with intellectual disabilities: A 
systematic review.

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





Location and Design

Location

• United States n=6

• United Kingdom n=3

• France n=1

• Netherlands n=1

• Canada n=1

Design

• Quantitative cross-section n=6

• Longitudinal observation cohort n=1

• Qualitative 

• Interpretative n=1

• Ethnography n=1

• Grounded Theory n=2

• Mixed-method n=1



Themes: 

1. Becoming an adult

2. Fragmented transition process and 
care

3. Parents as advocates in emotional 
turmoil

4. Making transitions happen: 
Nursing Contributions





Theme 2: 
Fragmented 
Transitions 
Process

ü Poor preparation and planning

ü Lack of information about the 
transitions process

ü Lack of a lead agency and coordination

ü Unplanned transfer

ü Loss of patient information

ü Gaps in follow-up following transition

ü No holistic overview or coordination of 
needs within adult health services

ü Falling between service gaps

ü Incomplete or delayed transition



Theme 3: 
Parents as 
advocates in 
emotional 
turmoil

ü Transitions as an ‘alien’ concept for 
families

ü Parents as advocates - ‘fighting’ for 
services

ü A maze of confusing information

ü Parents’ resourcefulness as the 
driver for transitions

ü A sense of loss

ü A feeling of rejection

ü Fear of the unknown

ü Family reluctance to ‘let go’



Theme 
4:



Systematic 
review: 



Recommendations

ü Policy developments –strategic-level planning to 
identify needs now and in the future; Guardianship 
issues and status of young adults

ü Practice developments – joined up and 
collaborative working at an early stage; lead agency 
and coordinator; joint transitions clinics; transition 
coordinator role; communicating existing information 
effectively

ü Education developments – education for young 
adults and their families; reflecting transition 
issues/needs in undergraduate & postgraduate 
education; legal status of young adults

ü Research developments – transitions standards and 
quality indicators; impact & outcome studies; 
evaluation of roles, impact of education





The views and experiences of families of 
young adults with intellectual disabilities 
in Scotland 
ANNA HIGGINS



Family carers: sample (n=10)
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Families’ 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





THEME 3: Parents making transitions happen 

Parents as 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 



THEME 4: A shock to the adult health care system





The nursing role in effective 
transition planning for young adults 
with intellectual disabilities 
PROFESSOR MICHAEL BROWN 



Nurse participants (n=46)
PARTICIPANTS N=46

Child health nurses

n= 21

Community services n=10

Specialist services* n=8 

ID service n=1

ID liaison service n=1

Coordination/transition role n=1

Adult health nurses 

n= 16

ID liaison service n=7

ID service n=5

Transition role n=3

Specialist service* n=1

Health and social 
care managers 

n=6

Other healthcare 
professionals 

n=3

Physiotherapist n=1 

Occupational Therapist n=1

Clinical Psychologist n=1

*specialist services included: epilepsy/neurology, gastroenterology, respiratory, complex care/respite





Results: nurses and carers 



Theme 1: Strategic level focus
ü Integration of 'transitions' within Government & Health and Social Care Policy

ü Strategic leadership required to ensure transitions are prioritised and integrated within 
health and social care

ü Strategic-level commitment to enable population identification

ü Strategic-service planning and resources allocation required to meet increasing needs

ü Strategic-approach required to support the integration of health transitions within 
continuing professional developments programmes for nurses and other professionals

Good practice examples

ü Population needs assessments and planning

ü Transition-related training

ü Family involvement in nurse education







Theme 4: Multiagency transition planning
ü Communication, information sharing and care coordination required to facilitate  

smooth transitions across services and agencies involved in providing services and 
support

ü Lead coordinator required to ensure information is collated, shared and acted upon

ü Multiagency assessment of needs, including health assessments, required to inform 
the development of care plans

ü Nurses have important contribution to make by providing health assessments that form 
part of the wider assessment of needs and future planning of adult services

ü Emergency care plans required to ensure that care plans take account of the often 
changing health of young adults with intellectual disabilities and complex health needs

Good practice examples

ü Completion of a holistic health assessment as part of the transition planning process

ü Preparing adult acute services through planning meetings, support plans & “Admission 
packs”

ü Referral to a Learning Disability Liaison Nurse as part of the transition process



Theme 5: Continuity of care in adult health services
ü The central role of families in sharing knowledge, skills and expertise of needs of 

young adult with intellectual disabilities to ensure a smooth transition

ü



The development and piloting of an 





Educational resource: content development 
UNIT 1: Young adults with learning disabilities: multiple morbidities and health 
inequalities

UNIT 2: What is transition and why does it matter?

UNIT 3: Needs of the young adult with LD and their family at the point of transition - the 
nursing perspective

ü Early transition preparation 

ü Collaborative working across services and agencies 

ü Emergency care planning

ü Coordinated handover of care from child to adult health services 

ü Family carers as equal partners in care

UNIT 4: Welfare and legal system changes relevant to transition



Design features: 



Resource pilot and evaluation 
AIMS

ü Feasibility and acceptability 

METHODS

ü Questionnaire 
• Overall perception 

• General satisfaction and learning outcomes 

• Application to clinical practice 

ü Optional: short follow-up telephone interview  



Educational resource evaluation: recruitment and sample (n=11)

Demographic information 

NHS Health
Board 

NHS Lothian n=8 NHS Ayrshire and Arran 
n=3

Area of 
practice 

Children’s services n=4 Adult service n=7

Nursing role Intellectual Disability / 

Complex Needs n=2

Neurosurgery n=2

Epilepsy n=3

Diabetes n=1





Results: satisfaction and learning outcomes 



Results: application to clinical practice 

Positive feedback Requires improvement 

Content relevant and 
applicable to nursing practice 

Yes n=5 Somewhat n=4
Unsure n=2

reflective questions helpful (n=7) Not helpful / unsure n=4

“it gets you to reflect on what you’re doing, why and 

can you do it better” P11



Qualitative interviews: results (n=3) 
Positive feedback: 

• a good overview of main issues 

• suitable for nurses at different levels 

• raised awareness of the needs of people with complex needs and their parents / carers 

Requires improvement: 

• reflective questions repetitive and lack of clarity on how to use them 

• expectations and learning outcomes not explained clearly enough 

• no clear division between teaching and reflective questions 



Next steps  
ü Revising the education resource based on phase 3 findings

ü Potential for future resource development and implementation?

ü Further research – Child and Adolescent Mental Health?

ü Available to all registered nurses and other professionals?

ü Integrated within undergraduate nurse education?



Conclusions
ü Number of young adults with intellectual disabilities & complex needs is increasing

ü International evidence indicates health transitions can be highly challenging for 
parents and may impact on health outcomes of the young person

ü Period of change – developmental, legal, organisational, geographical

ü Scottish study demonstrates strong parallels with systematic review

ü Need for strategic responsibility in planning and resources

ü Examples of good practice characterised by lead professional, early engagement, 
transition processes and effective communication

ü Nurses have key role to play – LD nurses, school nurses, specialist nurses, practice 
nurses – all nurses



Contacts

m.j.brown@qub.ac.uk

a.higgins@napier.ac.uk

juliet.macarthur@nhslothian.scot.nhs.uk


