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Terminology/Acronyms

 Developmental disability

 Intellectual Disability (ID)/Learning Disability (LD)

 People with Intellectual Disabilities (PWID)

 People with Learning Disabilities (PWLD)

 Autism Spectrum Disorder (ASD)

 Learning Disorders



Winterbourne scandal in UK -2012

 https://www.bbc.com/news/uk-13548222

 About Winterbourne View Hospital: Private hospital opened in 2006. It was 
designed to accommodate 24 patients and was registered as a hospital 
providing assessment, treatment and rehabilitation for PWLD. 

 An undercover investigation by the BBC’s Panorama programme revealed 
criminal abuse by staff of patients at Winterbourne View Hospital (May 2011). 

 After its broadcast, Winterbourne View closed, with the remaining residents 
placed in other settings; the police launched their own investigations, with 11 
criminal convictions. 

https://www.bbc.com/news/uk-13548222


Serious Case Review by Government

 Patients stayed at Winterbourne View for too long and were too far from home. 

 There was an extremely high rate of ‘physical intervention’ – well over 500 
reported cases of restraint in a fifteen month period. 

 Multiple agencies failed to pick up on key warning signs – nearly 150 separate 
incidents – including A&E visits by patients, police attendance at the hospital, 
and safeguarding concerns reported to the local council – which could and should 
have raised the alarm.

 There was clear management failure at the hospital – with no Registered 
Manager in place, substandard recruitment processes and limited staff training.



What actions did the Government 
Review propose?

 An end to all inappropriate placements by 2014 – so that every person with 
challenging behaviour gets the right care in the right place.

 Stronger accountability and corporate responsibility for owners and directors 
of private hospitals and care homes.

 Tighter regulation and inspection of providers.

 Better local planning and national support.



Local learning from Winterbourne 
scandal

 Where can “Winterbourne” happen?

 What can be done to avoid local “Winterbourne”?



Valuing People (DoH 2001)

 Valuing People says that services should recognise that PWLD:

 have the same rights as everyone else.

 have the right to choices about their life, like everyone else.

 want to be supported to be as independent as possible.

 want to be included in their community.

 Recommendations:

 Supporting Carers

 Improving health for PWLD

 Housing, Fulfilling Lives and Employment 

 Quality Services 
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Challenging behavior and LD: prevention and 
interventions for PWLD whose behavior challenges

 NICE guideline. Published: 29 May 2015 www.nice.org.uk/guidance/ng11

 Focuses on safeguarding children and adults

 Person-centred care

 Working with people with a learning disability and behaviour that challenges, 
and their families and carers

 Support and interventions for family members or carers

 Early identification of the emergence of behaviour that challenges

 Assessment of behaviour that challenges including risk assessment
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http://www.nice.org.uk/guidance/ng11


Challenging behavior and LD: prevention and 
interventions for PWLD whose behavior challenges

 Psychological and environmental interventions

 Medication recommendations

 Staff training, supervision and support

 Physical healthcare

Presenter
Presentation Notes
Note:  Decision – does this presentation take focus on approach/value based change vs. clinical/logistical considerations or both



Green Light for Mental Health 

 Department of Health, 2013

 Green light is a toolkit for improving mental health support services for 
PWLD. It paints a picture of what good mental health support services for 
PWLD look like, and gives a way of assessing how well your local services 
measure up to it.

 The toolkit addresses a fundamental question:

What do we need to do to improve mental health support for PWLD?



Green Light for Mental Health 

 It recommends to involve people with mental health problems who have LD in 
policy making - “nothing about us without us” (Department of Health 2001)

 Neither mental health nor LD services can achieve this on their own – both 
need to play an active role. Inclusiveness requires “mainstream mental 
health services to become more responsive, and specialist learning disability 
services to provide facilitation and support” (Valuing People, 2001).
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Green Light for Mental Health 

 Mental health promotion materials and information about services are 
provided in accessible formats for PWLD

 Strategies that aim to enhance and promote mental health by improving 
access to education, housing and employment include PWLD who have mental 
health problems

 All PWLD have a Health Action Plan and their own person-centred plan

 Specialist staff from the LD services will if necessary provide support to crisis 
resolution/home treatment services or other alternatives to in-patient 
admission
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Example of 
Green Light 
Toolkit



Autism spectrum disorder in adults: diagnosis 
and management Clinical guideline

 Published: 27 June 2012 

www.nice.org.uk/guidance/cg142

 Recommendations:

 Involving families, partners and carers

 Identification and assessment:

 When to assess

 Autism-Spectrum Quotient – 10 items (AQ-10)

 Formal assessment tool recommendations

 When assessing challenging behaviour carry out a functional analysis

http://www.nice.org.uk/guidance/cg142


Autism spectrum disorder in adults: diagnosis 
and management Clinical guideline

 Interventions for autism

 Psychosocial interventions for the core symptoms of autism

 Biomedical (pharmacological, physical and dietary) interventions and the core 
symptoms of autism

 Interventions for challenging behavior

 Pharmacological interventions for challenging behavior

 Interventions for coexisting mental disorders

 Assessment and interventions for families, partners and carers



Autism Act 2009

 The National Autistic Society drafted the Autism Act. The bill was supported 
by a coalition of 16 autism organisations and had all-party support. The bill 
was passed in the parliament in 2009

 The Autism Act 2009 was the first ever disability-specific law in England

 The Act did two key things:

 Put a duty on the Government to produce and regularly review an autism strategy 
to meet the needs of adults with ASD in England. 

 Put a duty on the Government to produce statutory guidance for local 
authorities to implement the strategy locally.



What impact has the Autism Act had?

 In 2009, most areas in England didn’t have an adult diagnosis service. Now almost all 
(93%) do. Nearly every council has a designated member to lead the development of 
adult autism services. 

 Provide all staff with statutory training in ASD, with front line staff required to have 
more specialist training in meeting the specific needs of adults with ASD

 Ensure that the diagnosis of ASD is accompanied by an assessment of needs. Before 
the act, few more able people with autism were accessing community care 
assessments, and of those who did only 45 per cent were receiving services specified 
in the assessment



Community Learning Disability Teams

 Aims to provide specialist health care, advice and treatment to adults with a 
learning disability through locally based multidisciplinary teams. This also 
includes advice and support for families / carers.

 It supports other health and social care agencies to provide mainstream 
services to people with learning disabilities that will enable health 
improvement and reduce barriers when accessing services.

 The service strives to improve both the physical and mental health of people 
with learning disabilities



LD in-patient services

 PWLD and mental health, behavioral or forensic problems: the role of in-
patient services. The Royal College of Psychiatrist  Faculty Report FR/ID/03 
July 2013

 category 1: high, medium and low secure forensic beds

 category 2: acute admission beds within specialized learning disability units

 category 3: acute admission beds within generic mental health settings

 category 4: forensic rehabilitation beds

 category 5: complex continuing care and rehabilitation beds

 category 6: other beds including those for specialist neuropsychiatric 
conditions.
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Learnings: Edmonton Perspective

Community Support Team - COAST

 Interdisciplinary team that serves to enhance the 
community’s capacity to meet the needs of PWID.

Complex Needs Housing - ASPIRE

 Complex needs housing designed to support 
individuals with PWID and lengthy hospital stays to 
transition into an appropriate community setting 
with 24/7 supports.

Hospital Based Programs – Inpatient Services

 Acute admission beds within generic mental health 
settings across multiple sites. 

 14 bed rehabilitation unit that supports individuals 
with PWID.  



Learnings: COAST

Risk Level Total Served 
(excl. those in 

hospital prior to 
COAST 

involvement)

Total Admitted 
to Hospital 

during COAST 
involvement

% Not Admitted to 
Hospital during 

COAST involvement

1 100 0 100%

2 70 1 98.57%

3 157 16 89.81%

4 76 11 85.53%

5 37 6 83.78%

Service Demand

 High demand - COAST has supported 
over 1000 individuals since inception.

 Primary activities; System navigation 
and case management, crisis support, 
AMH support/care planning as well as 
staff education and training. 

Impact

 Provincial evaluation indicated 
reduction in accessed AMH services 
following COAST involvement – including 
need for hospitalization.
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Learnings: COAST

Key Learnings

 COAST’s value to system is as a specialty program, however, gaps 
remain for those individuals not meeting criteria 

 ID access to mainstream AMH services is necessary to support 
individuals with emerging needs – avoidable complexity/poor 
outcomes

 Need for enhanced/formalized partnerships amongst stakeholders to 
further community capacity
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Learnings: ASPIRE
Service Demand

 High demand for CNH – current backlog of 
long-stay PWID inpatients awaiting transition 
to community. 

Impact

 Supports flow from inpatient services to 
community.   

 Exceptional improvement in the quality of 
life (w/ associated reduction in challenging 
behaviors).

 Currently being used as a model to inform 
other residential programs across the 
province.



Learnings: ASPIRE

Key Learnings

 Importance of a skilled and knowledgeable workforce

 Availability of community based supports is key to supporting and 
maintaining individuals in the community

 Commitment to care is a necessary – shared accountabilities

 Value in a wellness oriented approach to care
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Learnings: Inpatient Services

Service Demand

 Available inpatient services in Edmonton

 Acute admission beds within generic mental health 
settings across multiple sites – not specific to ID.

 Alberta Hospital Edmonton rehabilitation unit – 14 
bed unit that has adapted to support PWID.

 Over 50% of PDD patients are ready for and 
awaiting community placement. 

 PWID currently in community would benefit from 
access to specialized short stay stabilization unit –
would avoid unnecessary long-term admission. 

29%

51%

14%
6%

Reason for Admission (n/146)

Addiction & Mental
Health
Behavioural

Both
(A&MH/Behavioural)
Other



Learnings: Inpatient Services

Key Learnings

 Increasing backlog of inappropriately served individuals in acute care and 
community settings.

 Lengths of stay significantly impacted by lack of community 
capacity/placements – leads to skill loss/increased institutionalization.

 Need for robust continuum of care.

Respite 
care

Acute Ax & 
Tx

ID PICU

ID Forensic 
beds

ID Rehab 
unit

Residential 
care/ 
supported 
living



Learnings: UK and EZ Summary

Valuing People is the key to care

Building capacity/expertise within in our workforce is a necessity

Need for an established and accessible continuum of care

Collaboration and shared accountability is a must

“nothing about us without us” – involving people with MI and ID in policy making
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Current and Future Directions
System Access

 Supporting fair and equitable access to 
mainstream AMH services

 Increasing AMH capacity to support ID

Working towards a robust ID Continuum of Care

 ID Short Stay & Habilitation Unit

 Capacity within PCNs

 Complex needs housing developments 
(transitional, respite and permanent)

Partnerships

 Promoting collaborations amongst ministries, 
service areas and community providers

Workforce Development

 Provincial education developments
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Presentation Notes
Provincial ApproachCapacity Building Education HousingStaffingLocal AMH Edmonton Zone - Enhance Access for individuals with ID to mainstream AMH servicesAccess and Equity – AMH clinicsDeveloping AMH capacity to support IDWork towards developing stepwise continuum of careAHE Campus of CarePDD Shorts Stay and Habilitation Unit (AHE) 



References

 Green Light Toolkit 2013: A guide to auditing and improving your mental 
health service so that it is effective in supporting people with autism and 
people with learning disabilities. November 2013. 

 Department of Health (2001) Valuing people: A new strategy for learning 
disability for the 21st century, London: Department of Health

 National Collaborating Centre for Mental Health (UK). Challenging Behaviour
and Learning Disabilities: Prevention and Interventions for People with 
Learning Disabilities Whose Behaviour Challenges. London: National Institute 
for Health and Care Excellence (UK); 2015 May. (NICE Guideline, No. 
11.) Available from: https://www.ncbi.nlm.nih.gov/books/NBK305019/

 National Institute for Health and Clinical Excellence. Autism: recognition, 
referral, diagnosis and management of adults on the autism spectrum. 
(Clinical guideline 142.) 2012. http:/ /guidance.nice.org.uk/CG142

https://www.ncbi.nlm.nih.gov/books/NBK305019/


References

 HMSO. Autism Act 2009. London: The Stationery Office; 2009. Available at 
www.legislation.gov.uk/ukpga/2009/15/contents.

 Royal College of Psychiatrists’ Faculty of Psychiatry of Intellectual Disability 
(2013). People with learning disability and mental health, behavioral or 
forensic problems: the role of in-patient services. London: Royal College of 
Psychiatrists


	Slide Number 1
	Presentation outline
	Terminology/Acronyms
	Winterbourne scandal in UK -2012
	Serious Case Review by Government
	What actions did the Government Review propose?
	Local learning from Winterbourne scandal
	Valuing People (DoH 2001)
	Challenging behavior and LD: prevention and interventions for PWLD whose behavior challenges
	Challenging behavior and LD: prevention and interventions for PWLD whose behavior challenges
	Green Light for Mental Health 
	Green Light for Mental Health 
	Green Light for Mental Health 
	Slide Number 14
	Autism spectrum disorder in adults: diagnosis and management Clinical guideline
	Autism spectrum disorder in adults: diagnosis and management Clinical guideline
	Autism Act 2009
	What impact has the Autism Act had?�
	Community Learning Disability Teams�
	LD in-patient services
	Learnings: Edmonton Perspective
	Learnings: COAST
	Learnings: COAST
	Learnings: ASPIRE
	Learnings: ASPIRE
	Learnings: Inpatient Services
	Learnings: Inpatient Services
	Learnings: UK and EZ Summary
	Current and Future Directions
	References
	References

