The following document was produced by Inclusion Ireland (then namhi) in 1999 at a time when there were no external guidelines or standards available for services to people with an intellectual disability.    
Standards of Care in Services for People with an Intellectual Disability 

1.
Introduction
The needs and expectations of people with disabilities and their families have become more demanding in recent years. The report of the Commission on the Status of People with Disabilities, "A Strategy for Equality" (1996), emphasised the need for new legislation, for new structures and for services to be accountable to people with disabilities. 

In 1993, on the international front, Member States of the United Nations agreed a new international document to focus worldwide attention on the need for equal rights and opportunities for people with disabilities - The Standard Rules on the Equalisation of Opportunities for Persons with Disabilities. In light of these developments and the genuine desire of service providers, both statutory and voluntary, to ensure the highest possible quality of services for people with intellectual disability, namhi published these Standards of Care in 1999. It is namhi’s strong belief that the provision of services should be based on a collaborative effort involving service users, parents, siblings, guardians, carers and people working in services. All standards should be based on a person centred approach, which enhances and supports the rights of the service user and his/her family. The National Disability Authority has now produced draft National Standards in Disability Services. This is a welcome development and namhi looks forward to the implementation of an inspectorate to monitor these standards, which will cover all disability services funded by the Department of Health & Children. The draft standards are available from the NDA (01) 6080400, or www.nda.ie.          

Services refer to the whole range of services from day to residential provided by voluntary and statutory agencies for people with intellectual disability. There are also community-based services provided by each Health Board and these should be freely accessible to those resident in a particular community care area. Such community-based services include GP and dental services, public health nursing, home help. The standards outlined should apply equally to these services.      

This paper is intended to provide a guide to parents, siblings, advocates and service users as to what standards should exist in services in order to ensure that the quality of care is of the optimum and in line with best practice. For a variety of reasons e.g., size, resources, not all services will meet every standard set out but it is hoped that these standards will provide a focus for change and improvement.

It is important to recognise that standards are not static and that the quality of care must be based on a model of continual improvement, reassessment and dialogue. Consistently high quality will not happen accidentally. It is namhi’s wish that this document will help provide a framework for the development of quality services throughout the country.              
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2. Service Philosophy and Policy 

2.1.   Mission Statement
Each service should have a clear outline of the purpose of their service. This is best incorporated in a mission statement. This mission statement should identify the purpose of the service, the philosophy of the service provider and its method of working. It should also be possible for anyone reading the mission statement to get a clear vision of the service, the value placed on the person receiving the service and its approach towards working with families.  It is the responsibility of the service provider to ensure that the mission statement is promoted and understood by all service users, personnel, parents, siblings, guardians, carers, and all who come into contact with the service e.g., volunteers

Standard 2.1

A visible mission statement which describes the purpose of the organisation, its philosophy and which promotes the rights and dignity of service users 

2.2.   The Rights of Service Users & Families

The rights of people with intellectual disability are clearly stated in the UN Declaration of 1971 on the Rights of People with Mental Retardation to which namhi subscribes. These include the right to be treated as any other citizen, the right to economic security, the right to a safe environment, the right to privacy. Parents and families also have rights and naturally they have concerns about the ongoing welfare of their son or daughter. However, these concerns have to be balanced with the rights and needs of the person him / herself. The needs of the person can, at times, be opposed to the wishes of parents and the responsibilities of the service provider. This poses the question of how to ensure that the needs of the person are met and their rights upheld. The situation is further complicated by the fact that the law in this country does not make provision for guardianship for adults who have reached the legal age of majority but who do not have a level of capacity to make judgements that involve legal issues. The active collaboration of parents, service users, service providers and professionals can help limit the occasions when such situations occur but there should be an independent recognised system of arbitration with the right of appeal for parent/ guardians and service users (see item 7.2). This system should be guided at all times by a human rights perspective      

Standard 2.2

Recognition of the rights of people with an intellectual disability and the right of parents or guardians to be consulted and informed

2.3.   Access to Information

One of the difficult aspects for parents, guardians, and carers in their relationship with service providers is the imbalance of information between the two sides. For parents, knowing what is happening; how resources are used; what the care plan is for their child is extremely important so they can play a full part in the planning for their future care. The Freedom of Information Act 1998 now gives a legal right to see any personal information held by a government department. While in general only the individual concerned has the right to see their own personal file, regulations will give parents and guardians the right to see material on public file relating to dependent children, including adult children with intellectual disability. The Act will be extended to the voluntary sector as any body that is publicly funded or is carrying out statutory functions can be designated as a public body to which the Act applies.  

Standard 2.3

Access for service users and parents / guardians to information held on dependent children or adult children 

2.4.  Evaluation

The mission statement sets out the direction of the service. The contract should state the nature and type of service to be provided such as education, training, accommodation etc. It is reasonable to expect service providers to establish procedures to monitor and evaluate the services provided. Many services have established systems to monitor and evaluate the effectiveness and quality of their services. It is important that their external evaluators have the necessary training and experience to carry out evaluation of services for people with intellectual disability some of whom may have communication difficulties. Inclusion International has produced two booklets, one in 1988, "Quality Evaluation Guidelines" and another in 1993 "Evaluating and Maintaining Community Services for People with Mental Handicap" 

Standard 2.4

A system of quality control measurement appropriate to intellectual disability services

3.  Contracts, Admissions and Discharge

3.1     Contracts 

The acceptance of a person into a service or programme implies a contractual undertaking. Many service providers require that parents, guardians or carers sign an undertaking agreeing to remove the person if their behaviour becomes too challenging, or when they reach the age of 18 years or for other reasons. For service providers the signed papers outlines their responsibilities. This constitutes an explicit contract / agreement for the service provider. However, many parents have an implicit sense of what the contract is. Often there is a mismatch between their understanding and that of the service provider. It is important therefore, that the contact is fully discussed with service users and/or parents / guardians / carers in order to clarify the explicit and implicit commitments. Such discussions should take place within context of the mission statement. A contract or agreement confers rights on all parties and must be based on natural justice. All parties should receive a copy of the signed undertaking.

Standard 3.1

A contact or agreement signed by the service provider, service user, or parent / guardian.

3.2.   Admission and Discharge Procedures
The service should have a written statement as to the criteria under which children and adults are admitted or discharged from the service. Such a statement should contain information on how to appeal a decision. All admissions should be based on the principles of equity and natural justice. To avoid misunderstandings and arbitrary decisions, admissions and discharges should not be the preserve of one person but rather of an Admission and Discharge Committee comprising of representatives of the clinical team, management of the service, service users and / or parents or guardians. Decisions should be made on the basis of consensus and be subject to appeal

Standard 3.2

A written statement of admission and discharge procedures with provision to appeal decisions
4.   Administration, Human Resources 
4.1 Representation on Boards of Management

It is the agreed policy of namhi that all services should have where possible a service user and an elected parent / guardian on the Board of Management. Many Boards of Management include representatives of parents. Some also include representatives of service users.  

Standard 4.1

An elected service user and parent / guardian representative on the Board of Management or the Board of Directors. 

4.2. Annual Reports

Parents and friends organisations have over the years been actively involved in raising large sums of money for service provision. To foster greater collaboration all service providers should provide annual reports that include audited accounts. The report should be available to all; parents, guardians, staff members, and service users. Reports should include information on target achievement and plans for the future.
Standard 4.2

The provision of an annual report and audited accounts

4. 3.  Human Resources

Service providers have a responsibility to ensure that only suitably trained people who have received clearance under the 1996 Child Care Act are involved in the implementation of service programmes. The ratio of staff to service users and the provision of a service should relate to what is essential to protect the dignity of the person as well providing an invigorating environment in which to live, work, and train.  The training of staff should reflect the nature of the work done and the level of responsibility. The organisation should comply with all applicable employment legislation   

Standard 4.3

The employment of suitably qualified staff in such numbers at to meet the needs of service users in a manner consistent with the mission statement
4.4.   Volunteers

When volunteers or untrained staff are employed by the service, national guidelines on in-service training requirements should be available to enable people to have a clear view of what is required as well as to meet the needs of volunteers and to safeguard service users. 

Standard 4.4

Guidelines on the recruitment and training of volunteers  

5. Environment 

5.1. Safety

All services should comply with the relevant safety, access and environmental legislation. The health and safety of service users, staff and visitors must be paramount. First Aid materials and equipment should be available in sufficient quantity and members of staff trained in first-aid. Emergency and fire drill should be carried out regularly. There should be a designated health and safety officer and a written safety statement 

Standard 5.1

Compliance with all relevant health & safety, access and environmental legislation and the appointment of a Health & Safety Officer

5.2.  Physical conditions

The service should maintain a good standard of buildings and annually review a maintenance programme to ensure a good standard of buildings and accommodation to ensure the safety and comfort of service users and staff

Standard 5.2

The provision of well-maintained and adequate physical facilities

6. Medical 

6.1 Health

Some people with intellectual disability may have specific health needs arising from their syndrome, age, life needs or gender. A small but significant number of people, because their level of intellectual disability is so profound, are not in a position to indicate their specific needs, discomforts, and / or pain. Services in collaboration with parents and families, should monitor the general health needs of service users and should pay particular attention to reviewing medication and eye care. 

Standard 6.1

Each service provider should have in place a written policy that identifies their procedures in monitoring the health needs of people in their care          

6.2 Dental Care 

Dental caries can and do present specific difficulty for people with intellectual disability causing discomfort and pain. The implementation of an equitable dental care policy in that promotes oral health care will prevent this occurring.

Standard 6.2 

Each Regional Health Board should have an accessible Dental Health Policy, which can be availed of by people with intellectual disability.        

7.   Service Delivery

7.1.  Assessment

A proper assessment of need and ability should be made at the earliest possible stage. Adult / child intellectual disability multi-disciplinary teams in each Health Board area should carry out assessments. These teams should meet with the person at least once a year. Some services have their own teams who undertake such assessments. Parents should be active participants in the assessment process and should receive copies of all written reports. No report should be given to a third party without the written consent of the service user / parent or guardians. Service providers should treat the information in reports with complete confidence. 

Standard 7.1

A yearly assessment by a clinical team

7.2.  Reports
Many decisions concerning people with intellectual disability are made on the basis of reports written after an assessment procedure. Service users and / or parents are often unaware of the contents of such reports. Decisions can, and have been made on information, which is out of date and has little relevance to the needs of the person. Reports should focus on the issues that need to be addressed and linked to individual programme plans. They should only be entered into the decision making process in the calendar year in which they were written. As with item 6.1, the service user, parents / guardians should have copies of all reports, and should be consulted about the content and have the opportunity to make corrections, inclusions and exclusions.
Standard 7.2
Reports reviewed for accuracy and appropriateness each year

7.3.  Individual Programme Plans 

Service providers should have an individual programme plan for each service user. These plans should be based on the assessments carried out in 6.1. Service users, parents / guardians should be involved in identifying the steps taken to achieve agreed outcomes. Copies of plans should be made available to all parties. There should be an evaluation at least once a year to examine whether the objectives have been met and if not an explanation of why not. Individual programme plans for people with multiple disabilities should take account of their special needs and the extra resources required to meet them. 
Standard 7.3

An individual programme plan for each service user with ongoing evaluation

7.4 Management of challenging behaviour

Some service users present with "challenging behaviour" from time to time and need levels of care and attention above the norm. The management approach should always be in the context of looking at that person's day against his/her individual programme plan.  The individual programme plan should be reviewed against financial, physical and human resources allocated to the management of such behaviour both within the service programme and the family setting. The individual programme plan should look at providing meaningful day and recreational activities. A review of the programme plan should focus, not only on eliminating the disturbed behaviour, but also on the person’s life needs. The management of challenging behaviour should be on the basis of agreed national criteria, which accords with balancing the rights of the individual concerned with those he/she is living with. The agreed procedure should also deal with accessing the acute psychiatric services

Standard 7.4

A policy for the management of "challenging behaviour" based on agreed national guidelines

7.5   Advocacy

Advocacy is recognised as playing a critical role in the lives of people with intellectual disability. The Commission on the Status of People with Disabilities recommended that self-advocacy should form an integral part of the curricula studied by people with disabilities and that there should be independent advocates trained to help people not in a position to defend their rights. It recommended that an independent advocacy service should be mandatory in residential care settings and similar services. 

Standard 7.5

Self-advocacy training for service users and an independent advocacy service    

7.6.   Protection from Abuse

Services should have written procedures dealing with the reporting of abuse. Protection from abuse should cover: physical, sexual and emotional abuse, and neglect. Children and adults with intellectual disability are a vulnerable group and are entitled to full protection against all forms of abuse. 

Written procedures on what should be done when a person has knowledge or reasonable grounds for suspicion that a person is being abused or at risk of abuse should be available to all service users, parents, guardians, staff and volunteers. 

Each service should have a designated person who has responsibility for service user protection and with whom all staff can discuss any concern that they may have. 

There should be ongoing training in awareness and the recognition of signs and symptoms of abuse for all service users, families, staff and volunteers.  

Standard 7.6

Written procedures on reporting abuse with appropriate training for service users, parents / guardians 

8. Complaints And Appeals Procedures

8.1.  Complaints

People with intellectual disability and their families have a right to be listened to and any service provision should reflect this. Consequently, services should have written complaints procedures available. The complaints procedure should have an agreed format, which has been discussed and accepted by service users, parents / guardians and staff, in negotiation with the service provider. 

All service users should have training, verbal and nonverbal on how to convey their views and be encouraged to draw attention to practices, which they find unsatisfactory. Those service users who have no communication should have the support of an independent advocate.

Standard 8.1

An agreed complaints procedure formulated in consultation with service users, parents, guardians, advocates

8.2 Appeals

There should be a recognised appeals procedure for all levels of service provision available. The appeals procedure should be rooted in the principle of equity and natural justice. Service users, parents, guardians, advocate should be allowed one month to appeal against a decision of the service or a proposed course of action. A request for an appeal should be put in writing. A convened independent committee should hear an appeal within three months of receipt of the appeal. The appeal committee should be drawn from a panel consisting of parents, clinicians, managers and where possible a person with intellectual disability. The composition of the committee should be drawn by lot from the panel. A member of the panel who has already been involved in considering the case should be ineligible to serve on the committee of appeal. An appeal committee should not consist of more than five people. Parents and service users should be able to have an advocate accompany them to the appeal meeting and should have the right to be represented, to call witnesses and cite precedent as appropriate. Decisions of the committee should be communicated in writing to all parties. 

Standard 8.2

An independent appeals committee with agreed procedures
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namhi is a national voluntary organisation working to promote the rights of people with intellectual disability in Ireland to ensure their full and equal participation in society. namhi was founded in 1961 and is now a coordinating umbrella body for 160 member organisations that provide supports and services to the 28,000 people with intellectual disability in Ireland

