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SUBMISSION BY THE NATIONAL FEDERATION OF VOLUNTARY BODIES

TO THE EXPERT GROUP ON MENTAL HEALTH POLICY

The National Federation of Voluntary Bodies has prepared the following submission to the Expert Group on Mental Health Policy in response to its public call for written submissions in October 2003.

The National Federation of Voluntary Bodies represents 62 organisations who provide services to people with intellectual disabilities. The Voluntary Bodies who make up the National Federation between them provide services to approximately 22,000 people with intellectual disability and employ over 14,000 staff. The vast majority of these organisations provide services to service users who have challenging behaviour / mental health needs. 

Key Principles:

· Rights - The new Mental Health Policy must be grounded in a social and human rights model of disability. It must promote the intrinsic right of every person and aim to further the dignity of all who receive a service.

· Genuine Partnerships – It must be characterised by genuine and inclusive partnerships with all stakeholders. It must reflect the experience, needs and desires of people who have experience with mental health difficulties and must affirm the rights of a person with a disability to a high standard of expertise in any service that he/she receives. It must be radical and not merely an update of existing policy and service situations.

· Person-Centredness - The principle of person-centredness is already well developed in services for persons with an intellectual disability and such values must underpin any future model of service provision. Person-centred approaches require that each individual service user has an individual service plan which incorporates all aspects of their lives. In situations where a service user has a mental health condition, then it is vital that the service intervention plan associated with this is integrated with their individual life plan to ensure that the whole person focus applies.

Recommendations:

· Prevalence of Challenging Behaviour and Psychiatric Illnesses in persons with an Intellectual Disability - Getting a clear picture of the prevalence of mental health needs in persons with an intellectual disability is a complex task and is somewhat dependent on definitions of what is regarded as challenging behaviour in this population. The literature also contains many variations in its accounts on this subject. The prevalence of psychiatric illnesses in persons with an intellectual disability is similarly beset by definitional and assessment criteria. The National Disability Authority Publication “Review of Access to Mental Health Services for People with Intellectual Disabilities
” contains some useful population projections in relation to this area.

· Persons with an Intellectual Disability requiring Mental Health Services should have a right of access to quality services consistent with their needs - Such services should pass the tests of being responsive, comprehensive, coherent, integrated, appropriately intensive and customised.  The needs of some persons with an intellectual disability could be met within a comprehensive and responsive generic mental health service, however for others this will not be the case.

· Persons with an intellectual disability should not be excluded from accessing mental health services because of the level of their disability - The comprehensive assessment of severe challenging behaviour should incorporate a professional mental health perspective. The assessment phase of a mental health service to people with challenging behaviour should not be pre-empted by over-ascribing symptoms to the person’s intellectual disability rather than considering the possible mental health significance of such symptoms. This is an erosion of the rights and entitlements of the person, an unjustifiable departure from leading practice and a worrying deviation from the rigours of the scientist-practitioner model. 

· There should be quality engagement and collaboration between generic mental health services, specialist mental health services and intellectual disability services -This engagement should respect the input of each and acknowledge and utilise their respective expertise. 

· The mental health needs of the person with an intellectual disability should be managed as an overall quality of life need - Quality co-ordination of the provision of service supports (both mental health and general supports) are essential in this area. To ensure that this occurs, strong protocols to guide interagency co-operation must be put in place in order to ensure that the service user experiences a holistic and seamless approach in the service being provided. 

· The recommended model of service should incorporate the following process:

· Comprehensive assessment and intervention which will consist of:

· a thorough mental health evaluation;

· a detailed functional analysis of behaviour;

· the development of a positively focused rehabilitation plan;

· the development of appropriate crisis management and reactive strategies; 

· a regular and rigorous evidence based review.

· The above should be carried out by a dedicated Mental Health Team which incorporates the full range of interdisciplinary perspectives and associated skills and works within an integrated and coherent service model in terms of which they are held accountable by senior executive management. Loose assemblages of specialists working without adequate direction, co-ordination and accountability offer little assurance of a quality response to this vulnerable group. 

· Staff Training & Development and ongoing linkages with Primary Care Teams should be a focus of the intervention.

· In keeping with our values of person-centredness, each person should have an individualised plan.  Persons with an intellectual disability and mental health needs represent a very diverse group where needs vary greatly from individual to individual and even from one time to another. Responses need to take into account emerging need and require to be flexible over time.

· When a person’s needs are such that they require support and treatment at a separate location, this may be done by a transfer of the person to a supportive placement within the community or a specialised therapeutic unit.  Person-centred service approaches require that a number of intervention options would be available to ensure that individuals’ situations could be addressed appropriately, rather than the application of a “one size fits all” approach. 

· Proposals to establish Special Treatment Units must be tested against equivalent standards of evidence as are brought to bear in evaluating alternative models. In particular, there needs to be rigorous evaluation of the Special Treatment Models capacity to:

· Offer safety;

· Deliver comprehensive assessment and intensive multi-modal treatment;

· Promote and achieve quality of life gains;

· Minimise levels and side-effects of psychotropic medications;

· Offer flexible and responsive configuration of the resource base to the target population.

· Respite / Therapeutic placements (i.e. moving a person from their own setting) would be required to have legislative protection. This is in order to ensure that there is a balance between the right of the individual and validation of the place of safety.  Methods of indexing the protection to the person rather than to the facility need to be explored. The provisions delivering legislative protection need to be as flexible and comprehensive as can be accommodated within the necessary safeguards.

· Working in a coherent framework means that there should be defined catchment areas for the delivery of such services - Each catchment area should employ a Specialist Mental Health multi-disciplinary team.  Resourcing of such teams is essential if the skills-mix is to be of a high standard and effective in the early identification of mental health difficulties and the avoidance of having to move the person to a more highly supported location. 

· The intellectual disability services provide significant support for people with autism related difficulties -  A significant portion of these people will register on the autism spectrum and will have specific needs in terms of mental health.  Therefore, it is important that whatever framework is developed by the Expert Group it includes provision for this group.

· Transfer of persons with an intellectual disability from long stay psychiatric hospitals - According to figures published in the 2002 Annual Report of the National Intellectual Disability Database Committee
, 515 individuals with intellectual disability aged 19 years and over are accommodated in psychiatric hospitals. The Report acknowledges the inappropriateness of psychiatric hospital accommodation for persons with an intellectual disability and points to the commitment made in the 2001 health strategy Quality and Fairness to transfer those resident in psychiatric hospitals to appropriate accommodation. The Report of the Inspector of Mental Hospitals
 states that “the Inspectorate has regarded the practice of continued care of intellectual disabled patients in long stay psychiatric facilities as inappropriate and has recommended their transfer to appropriate services to enable them to get the skilled and specialised care not generally available in psychiatric hospitals”. The National Federation of Voluntary Bodies fully supports these views which are only some of the many views including that of Amnesty International
 calling for the transfer of persons with an intellectual disability to more appropriate settings. It is our understanding that issues such as lack of capital resources and lack of re-training of staff have contributed to the unacceptable slowing down of the process of the transfer. Before such people are transferred, their needs require assessment by special mental health teams and appropriate resources should be put in place in order to support community placements or specialist mental health services within the intellectual disability services.


Members of National Federation Task Group on Mental Health Policy in relation to persons with an intellectual disability: Ms. Winifred O’Hanrahan (Chairperson of the Task Group), National Director, Brothers of Charity Services; Mr. Brendan Broderick, Chief Executive, Sisters of Charity of Jesus & Mary; Dr. Brian McClean, Principal Clinical Psychologist / Challenging Behaviour Specialist, Brothers of Charity Services, Roscommon; Mr. John O’Dea, Executive Director, Western Care Association; Dr. Louis Ramsay, Consultant Psychiatrist, Hospitaller Order of St. John of God, Celbridge. 
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