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HEALTHCARE FOR ALL

The Independent Inquiry into Access to Healthcare for People with Learning Disabilities

People with learning disabilities can face unnecessary suffering and sometimes even death because laws and guidance designed to give them full access to healthcare are not being followed.   This is the conclusion of the independent inquiry by Sir Jonathan Michael into health services for people with learning disabilities.

Sir Jonathan emphasises that there is no need for a new legal framework and that the necessary legislation is already in place.   The challenge is to make it work as effectively for adults and children with learning disabilities as anyone else.

The report gives examples of good practice which illustrate what a good service would look like.  However, good practice is patchy and owes more to the effort of enthusiastic individuals battling against the odds than to anything else. The report stresses that nationwide systematic change is needed. 
To achieve this, Sir Jonathan makes a series of recommendations outlining the action which would ensure that people with learning disabilities receive the same access as everyone else to high standards of acute and general primary healthcare.
Sir Jonathan and his team took evidence from the public, people with learning disabilities and their carers, as well as leading professionals in the fields of health and social care. The inquiry has sought to learn lessons from the six cases highlighted by the Mencap report ‘Death by indifference’. The inquiry has found that the tragedies highlighted in that report are not isolated incidents. 

The Health Service Ombudsman has conducted an independent investigation of each of the six cases. In three cases the investigations have been conducted jointly with the Local Government Ombudsman. The Ombudsmen will publish their findings later in the year.

Sir Jonathan said:


“I welcomed Patricia Hewitt’s invitation to chair an Inquiry into healthcare for people with learning disabilities because I was shocked when I read in Mencap’s report 'Death by indifference’ about the experiences of six families whose relatives died.  I have since recognised that addressing the difficulties faced by people with learning disabilities in accessing high standards of healthcare does not require specialist knowledge about learning disabilities. What matters is that people with learning disabilities are included as equal citizens, with equal rights of access to equally effective treatment.”

He said:

“We do not need a new framework. The legislation is already in place. The challenge is to make it work as effectively for people with learning disabilities as anyone else and I know that there are many examples of good practice to show us the way. I hope my recommendations will make a real difference to the quality of healthcare in the future for people with learning disabilities.”

Secretary of State for Health Alan Johnson said:

"I welcome this comprehensive report. Any substandard treatment of people with learning disabilities in healthcare is completely unacceptable and I am determined to make sure we do everything we can to eliminate it. 

"People with learning disabilities deserve the same access to healthcare as everyone else. I was appalled by the cases highlighted by Mencap's report Death by Indifference, which prompted my predecessor to call this Inquiry. Now this report highlights the action we need to take to bring under-performing services up to the level of the best. We will publish a full response later this year which will address individual recommendations. In the meantime we will continue to work with the NHS, voluntary sector and private companies to help people with learning disabilities live full, independent lives as equals."
The Inquiry makes ten essential recommendations for change:

· More effective leadership is essential; 

· The government should direct commissioners of healthcare to develop more appropriate, proactive, `reasonably adjusted’ health services for people with learning disabilities – including health checks and staff to support access to the NHS; 

· Core Standards for Better Health should be amended to reflect the requirement to make ‘reasonable adjustments’ to services to ensure they are accessible to people with learning disabilities

· Systems of inspection and regulation must be strengthened at all levels to include assessment of the provision of health services to people with learning disabilities

· The government should establish a National Confidential Inquiry and a Public Health Observatory to provide essential information at national and local level.

· Data and information systems must be improved across the board to ensure all healthcare organisations can identify people with learning disabilities. 

· Education and training on learning disabilities should be made compulsory for medical students and should be improved throughout the NHS.

· Local services should work in partnership with people with learning disabilities and their carers to plan care.

· Local services should work in partnership with people with learning disabilities and their carers to provide care.

· Trust Boards should be able to demonstrate that they have effective, legal, `reasonably adjusted’ services in place.

~ENDS~

Notes to Editors

The Independent Inquiry into Access to Healthcare for People with Learning Disabilities was established in May 2007 by the Rt. Hon. Patricia Hewitt under the leadership of Sir Jonathan Michael.  

Sir Jonathan Michael MB, BS, FRCP, FKC was Chief Executive of Guy’s and St Thomas’ until the end of April 2007. Sir Jonathan trained as a doctor at St Thomas’, qualifying in 1970, and worked as a junior doctor at both St Thomas’ and Guy’s. In 1980 he became a Consultant Physician at the Queen Elizabeth Hospital in Birmingham where he was responsible for the development of what is now one of the largest kidney units in the UK.  During the 1990s he became more involved in hospital management, serving as Clinical Director, then Medical Director, and finally Chief Executive of University Hospitals Birmingham NHS Trust. He was awarded his Knighthood in 2005 in recognition of his lifetime commitment to the National Health Service. In the same year he was appointed a Fellow of Kings College London (FKC) in recognition of his contribution to the relationship between the health service and higher education. He became Deputy Managing Director [Healthcare] for BT Health, part of BT Global Services in June 2007.

There were two panels of experts appointed to support Sir Jonathan. Panel members’ backgrounds include learning disabilities, NHS secondary care provision and social care provision. The range of experience that the panel members brought to the inquiry ensured a balance between an understanding of the needs of people with learning disabilities and an understanding of the role of the NHS and social services in providing high quality care and support. The members were: 

Chris Davies CBE
Former Director of Social Services in Somerset and Cardiff and consultant in social care,

Sir Leonard Fenwick CBE
Chief Executive, Newcastle upon Tyne Hospitals NHS Foundation Trust 

Prof Sheila Hollins
President, Royal College of Psychiatrists, and family carer.

Prof Jim Mansell
Professor of Applied Psychology of Learning Disability, Tizard Centre, University of Kent

Prof John Moxham
Medical Director, King’s College Hospital NHS Foundation Trust

Ms Ann Norman 
Professional Adviser for Learning Disability Nursing Royal College of Nursing

Ms Joan Saddler OBE 

Chair, Waltham Forest Primary Care Trust

Mr Paul Adeline


Training advisor at St George's, University of London

Ms Michelle Chinery 
Independent consultant and former co-chair of the Learning Disability Task Force

Ms Jackie Downer MBE 
Campaigner and advocate for the rights of people with learning disabilities

Ms Karen Flood 
Independent consultant and co-chair of the National Forum of People with Learning Disabilities

Mr Fahad Matabdin
Self-advocate and campaigner for the rights of people with learning disabilities

Mr Michael Ratcliffe
Independent consultant and member of the National Forum of People with Learning Disabilities.

Learning disability is defined in the Inquiry report as:

· A significantly reduced ability to understand new or complex information and to learn new skills (impaired intelligence)

· A reduced ability to cope independently (impaired social functioning);

· Starting before adulthood, with a lasting effect on development. 

The Inquiry used the term `learning disability’ rather than `learning difficulty’ to avoid confusion with educational problems such as dyslexia. The report covers people with autism (sometimes known as autistic spectrum disorder) if they also have a learning disability but it excludes conditions such as Asperger’s syndrome amongst people with average or above average intelligence.

For more information, please contact the Inquiry Press Office on 0207 618 9102 or email:iahpld@luther.co.uk
