Meeting the health needs of people with Profound & multiple Learning Disabilities (PMLD)

An address by Jill Pawlyn at the PMLD Network Seminar on 8th June 2009-06-09

Introduction:

People with PMLD have a wide range of complex health needs

They have some of the highest support needs

And are the most reliant on services

What’s in a name:

Terms in use:

· Profound and Multiple Learning Disability (not difficulty which is intellectual)

· Profound Intellectual and Learning Disability

· High Support needs / Complex needs (Department of Health)

How many people have PMLD:

Figures for the population of people with PMLD understandably vary depending on the definition adopted:

· 1.5 milion people with a learning disability in the UK

· Estimated 40,000 people have PMLD

Predictions:

The population of people with PMLD is increasing:

· More young people with severe and complex disabilities

· Older adults with learning disabilities living longer

· More younger adults who belong to South Asian minority ethnic communities.

“If we don’t know about the population of children with PMLD, how can we possibly plan for their future and get it right?”

(Health professional 2008)
What have we learned:

Publications:

Equal Treatment –Closing the Gap:
A formal investigation into physical

health inequalities experienced by

people with learning disabilities and/or

mental health problems
Death by indifference – a Mencap report
A life like no other – Healthcare Commission
A national audit of specialist inpatient healthcare services

for people with learning difficulties in England
Joint investigation into the provision of services for people with a learning disability at Cornwall Partnership NHS Trust – CSCI/Healthcare Commission

Investigation into the service for people with learning disabilities provided by Sutton and Merton PCT – Healthcare Commission

Valuing People Now

Health Needs:
Teeth and Gums


86%

Swallowing



62.5%

Eating and Drinking

unknown

Posture / mobility


92.5%

Going to toilet


66%

Pain / comfort


62% - 78%

Mental health needs

11% - 52%

Epilepsy



50% - 82%

Vision



30%

Hearing



60% - 70%

Breathing



33%

Technology dependent

6000 children in UK

Cancer



unknown

Parent / carer perception:

“National Health system, a system that does not easily accommodate people who require 24-hour support and who cannot communicate their needs in a conventional way.”

Personal relationships:
“The quality of relationships in people’s lives is a critical factor”.
Communication:
“Communication is the conduit between the individual and the world. It is the very cornerstone of identity formation, social engagement and human relationships”.
Intensive interaction:

“Emotional well-being is closely bound up with quality of life issues”
Quality of life:

“…..quality of support has a crucial impact on on Quality of Life”.
Good health ‘wish list’:

· Thorough and comprehensive health assessment

· Personal Health Profile and Health Action Plans

· Annual health checks with the person’s GP and wider primary healthcare teams.

‘wish list’.....
· Annual checks of vision, hearing.

· Annual epilepsy review

· Annual medication review

· Pain assessment and monitoring

· Regular dental checks

· Regular continence reviews

· Postural management

· Quality of Life measurement

‘wish list’.....
· Investment to increase the numbers of local health specialists

· Training for:

· Health professionals to challenge negative assumptions and beliefs about the quality of life of individuals with PMLD.

· ALL NHS staff about the particular needs of people with PMLD, with a focus on communication.

· ALL social care staff on supporting people with complex health needs. 

‘wish list …. Going into hospital

· Hospital Health Profile and Health Action Plans in place and regularly reviewed

· Named nurse

· Paid familiar supporter

· Recognition of the role of the carer

· Comprehensive discharge plan

· Training for parent / carer / support staff

Conclusion:

· It is important that those responsible for the commissioning and delivering provision for people with profound disabilities are able to acknowledge that some individuals have ‘extraordinary’ needs that cannot be met straightforwardly by services designed to support ‘ordinary’ living, requiring concerted effort towards highly individualised provision.(Carnaby 2009)
