Draft National Quality Standards:

Residential Services for People with Disabilities
A Submission by the Citizens Information Board

1. 
Introduction

The Citizens Information Board (CIB) welcomes the publication of the Draft National Quality Standards for Residential Services for People with Disabilities and the related consultation process. The systematic implementation of quality standards in residential settings will help to ensure a more equitable support system for people with disabilities in residential settings who are often the most marginalised. It will supplement the various initiatives taken as a result of the Disability Act 2005 and the related Departmental sectoral plans and assessment of needs protocols. The CIB welcomes the opportunity to comment on the Draft Quality Standards. 

2. 
Role of the Citizens Information Board

The principal functions of the Citizens Information Board (CIB) are to support the provision of and, where appropriate, provide directly to the public, independent information, advice and advocacy services in relation to social services
. The CIB is also required to assist and support individuals, particularly those with disabilities, in identifying their needs and options and in accessing their entitlements to social services. In this regard, the Citizens Information Act 2007 provides for the introduction by the CIB of a range of advocacy services, including a Personal Advocacy Service aimed at people with a disability
. Other functions of the Board are to support, promote and develop: (i) greater accessibility, co-ordination and public awareness of social services; (ii) the dissemination of integrated information in relation to such services by statutory bodies and voluntary bodies and (iii) the provision of information on the effectiveness of current social policy and services and to highlight issues which are of concern to users of those services. 

The CIB is involved in the development of Citizens Information Services (CIS), including the development and support of the nation-wide network of Citizens Information Centres (CICs), the Citizens Information Phone Service (CIPS) and the Citizens Information Website (www.citizensinformation.ie). The CIB also works in partnership with voluntary and statutory organisations generally in the provision of information, advice and advocacy. 

Currently, the Board funds and supports the provision of advocacy services to people with disabilities by 46 voluntary/community organisations around the country. A number of these services work with people with disabilities in residential settings and the experience of these services are reflected strongly in this Submission  

3. Context

The publication of the Draft National Quality Standards for Residential Services for People with Disabilities is an important milestone in addressing many of the issues that have been identified over the years in relation to people with disabilities in long-term residential settings. The adoption of uniform quality standards across all sectors should facilitate and encourage all institutions to improve the quality of services, including health and social care services for those who need them.
The CIB believes that the primary focus in residential services should be on maximising choice and promoting social inclusion over the life-cycle rather than on the provision of minimum standards - the latter would be an obvious sine qua non for the former. Standards should, therefore, focus on supporting choice, control, and participation as well as managing vulnerability, risk and dependency. 
Social inclusion difficulties experienced by people with disabilities generally are compounded by a lack of an interactive and developmental approach in residential services. The provision of supports appropriate to people’s needs in different phases in their life-cycle is crucial in this regard. Despite progress on various fronts, there continue to be significant institutional, attitudinal and cultural barriers to people with disabilities in residential settings exercising choice. Given the diversity of requirements, support services need to be available in a manner that allows the individual to exercise the greatest degree of autonomy and control possible. Needs-based assessment, now widely recognised in legislation and policy statements relating to people with disabilities, is a key factor in this regard. This presents a major challenge given the current constraints on public finances.

4. Human Rights Issues

Quality standards for residential services should in the first instance be geared towards ensuring that the human rights of residents are fully recognised and protected. People with disabilities in residential services have rights as well as needs and service providers are obliged to respect, protect and fulfil these rights in a transparent and effective manner and to ensure equality of treatment. People need to know that they have rights and to be enabled to assert these rights.
There are specific human rights issues relating to people with disabilities in residential services. These include:

· Equality between people in long term residential services and those living in the community;


· Alternative provision for people with intellectual disabilities resident in long-stay psychiatric facilities which are neither appropriate from a human rights point of view or suited to their medical needs;


· The right to an effective remedy, in the absence of adequate complaints and appeals procedures;


People with disabilities should, like the rest of the population, be empowered to determine where and with whom they live. No one should be obliged to live in an institution against their will, particularly if people have to live in a particular residential setting due to the absence of accessible and/or supported housing options or alternative independent living services in the community. Having a real home, one comparable to that of most people, is a need that is fundamental to people’s well-being. 
Reference is made in 12.1 of the Draft Standards to the need to promote and

protect the rights of the individual as enshrined in international human rights

instruments and Irish law. These rights should be outlined in the Quality Standards, in particular, Article 19 of the UN Convention on the Rights of Persons with Disabilities, according to which:

a) 
Persons with disabilities [should] have the opportunity to choose their place of residence and where and with whom they live on an equal basis with others and are not obliged to live in a particular living arrangement;

b) 
Persons with disabilities [should] have access to a range of in-home, residential and other community support services, including personal assistance necessary to support living and inclusion in the community, and to prevent isolation or segregation from the community;

c) 
Community services and facilities for the general population are available on an equal basis to persons with disabilities and are responsive to their needs.

Right to Privacy
The residential service should be recognised as the service-user’s home and respect for the privacy of home should enshrined as a fundamental right. For example, an individual’s bedroom should not be used for the respite of another when he or she is away without his/her expressed permission. Also, new admissions to a residential service should take full account of the needs and the wishes of those already living there.

Choices over the Life-Cycle

There is a need to keep in mind that it may be possible for many people at most levels of functioning to make choices and to grow and mature in their choices. For many people, exercising choice will not happen without the sustained support of the service provider and frequently, only with the support of an advocate and/or family members. Provision needs to be made for a developmental approach which allows for the fact that people’s way of choosing and ability to choose may change over the life cycle. 

Person- Centred Planning

There is a need to broaden the concept of person-centred planning to incorporate all of the domains of quality living, including physical functioning,

occupational/role functioning, social functioning, emotional functioning, financial concerns, spirituality, future orientation, sexuality/intimacy, health concerns, family well-being and satisfaction with care.

5. Residents’ Charter of Rights
A Residents’ Charter of Rights should include the rights of every service user to a person-centred plan, including rights to: have a statement of goals and the supports needed; be involved in decisions regarding his/her accommodation and supports; be treated as an individual; know, see and understand (directly or through a representative/guardian) what is written about him/her; give or not give consent; have a continuity of service; have staff who are committed to person-centred working. The Charter of Rights should also include the responsibilities of the service users, including: participating in the development of his/her personal plan; doing what is agreed to in the plan; using the supports provided to help with the plan; asking for and co-operating with changes to the plan as required. 

6. Information Provision

Information provision for people with disabilities in residential services should be governed by the same principles as those for people generally. The main relevant principles are:
 

· Information provision should relate to quality service delivery, including, in particular:


· Integrated person-centred needs assessment;


· Facilitating choice, equality of access, fostering self-esteem and self-respect and maximizing well-being;


· A rights-based philosophy;


· Information materials that are accurate, easily understandable and accessible;


· The diversity of the population of people with disabilities needs to be fully recognized;


· Particular consideration needs to be given to how to communicate information to people with limited understanding;


· People providing information to persons with a disability have an important advocacy role in ensuring that they are helped and enabled to understand and make full use of the information provided; 


· People with disabilities should be consulted on an ongoing basis and in a manner which is inclusive of all categories of people with a disability:


· Finding out what information and advice is needed and how this is/should be disseminated,
 

· Designing information material,


· The delivery of information, wherever possible,


· Monitoring the effectiveness of the content and delivery of information;

· Written and audio-visual materials should follow best practice on accessibility, legibility and literacy 
;

· Particular emphasis should be placed on face-to-face communication which is the clear preference of most people;


· Information provision should maximize the potential of new technology; 


· The information needs of those working with people with disabilities need to be taken into account – professionals, family members and voluntary/community organisation personnel;

7. Advocacy in Residential Services

There is a general acknowledgement that people with a disability in residential services are vulnerable, not only because of their needs, but also because historically the system of service provision has tended to be based on a dependency model rather than on an approach that maximizes independence.
The role of advocacy has become well established in the disability and mental health sectors and is beginning to become established in residential settings. The Comhairle Act, 2000 authorised Comhairle (now the Citizens Information Board) to provide information, advice and advocacy to the public on social services and defined advocacy as representing the interests of a person seeking a social service and assisting in securing their entitlements, but not involving legal representation. Since the Mental Health Act 2001 there is statutory provision for legal advocacy for people with a mental disorder. The Disability Act 2005 provides an entitlement to advocacy for persons with a disability while the Citizens Information Act 2007 authorises the Citizens Information Board to support the provision of advocacy services and, where it considers it appropriate, to provide advocacy services to individuals, in particular those with a disability. The Act also provides for the provision of the Personal Advocacy Service. The Citizens Information Board has become a significant national resource in terms of resourcing advocacy services – as already stated, the Board funds 46 advocacy projects in the area of disability and has published guidelines on setting up an advocacy service
. 


The introduction of National Quality Standards for Residential Services for People with Disabilities provides a timely opportunity for service providers to consider how independent advocacy services for people in residential services can be strengthened and enhanced to ensure that every person has access to an independent advocate. While recognising that very often residential services staff (as well as members of the resident’s family) see themselves as advocates, although not formally designated as such, it is also necessary to recognise that service providers may sometimes experience a conflict between advocacy and their role in the organisation. It is also the case that some families/relatives do not have the confidence to challenge the service provider. For these reasons, an independent advocacy service should be adopted as the ‘better option’. The definition of ‘advocate’ in the Draft Standards Glossary of Terms is most apt in this regard, “a person independent of any aspect of the service or any of the statutory agencies involved in purchasing or providing the service, who acts on behalf of, and in the interests of the individual using the service” (p. 38).

In practice, advocacy operates along a continuum, ranging from the provision of information on rights and entitlements at one end to enabling people to have greater control over their own lives at the other. The potential for different types of independent advocacy
 in the provision of a continuum of support and empowerment for people with disabilities in residential services needs to be identified and options for development explored further - self-advocacy, citizen advocacy, legal advocacy and peer advocacy. Each model has the potential to play a significant role for different individuals in different settings. For example, self-advocacy can enhance a process of individual development through which a person comes to have the confidence and ability to express his/her own feelings and wishes. Self-advocacy groups can provide empowerment in a group setting where an independent facilitator can work with the group to identify issues on behalf of residents as a whole. People who are capable of taking part in a self-advocacy group can be supported to act as peer advocates for other residents who have less capacity to engage. Citizen advocacy recruits, trains and supports volunteers to develop long term one-to-one connections with individuals in residential settings, providing a vital link to the community and advocating on their behalf.

Also, citizen advocacy can be very beneficial to people with very significant disabilities. 
8. Issues Identified by Disability Advocacy Services

The following are some of the issues identified by disability advocacy services on the ground which have a bearing on quality standards:

(i) Advocates working as part of the Community and Voluntary Sector Disability Advocacy Projects do not have any access as of right to enter residential services, access information or view care or behaviour management plans etc. on behalf of a service-user. They are working with service-providers at their discretion and, the role needs to be emphasised more strongly in the standards. Provision for access by bona fides independent advocates should be built into service contracts.


(ii) The concept of advocacy remains unfamiliar in many centres even though a poster/leaflet may be available on the topic. Much more is required to promote the role of advocacy and the independent advocate and this should be made a core element of the Quality Standards.


(iii) Access to information in broad terms is frequently reliant on staff making links with information providers as the need arises. This often results in poor access because (a) staff themselves may not be aware of the information available and (b) the residential setting is not integrated into or even located in the community. 

(iv) Many people live in residential services that are owned and managed by social and voluntary housing associations. However, people living in such accommodation do not have the protection of the Residential Tenancies Act 2004 as tenants accommodated by social housing providers are among the groups exempted. Neither can they benefit from the tenancy rights enjoyed by local authority tenants.
 

(v) There is a concern around whether people accommodated in services funded under Section 39 
 of the Health Act 2004 are adequately protected in terms of in-service charges (see Appendix 2: Case Example 1). Some people are treated inequitably in relation to in-service charges in that they are charged more if they do not partake in activities since the cost of such activities can be deducted from the charge applied to individuals. The Regulations pertaining to in-service charges
 may need to be amended to cater for this. 


(vi) The HSE funds residential services in a way that looks at the numbers of residents rather than at individuals’ needs. Therefore, even in residential settings where person-centred planning takes place, often it cannot be acted upon as the funding is not available to meet individual needs. While assessment of needs may be carried out, the provision of facilities to cater for the needs identified may in practice be very limited. A further downside of this is that person centred planning may raise the expectations of individuals which cannot be met.

(vii) While person-centred planning training courses have been introduced in some services to encourage staff to work with the service users using person-centred approaches, it is sometimes the case that resulting plans are often minimalist, consisting only of medical details, drug charts and dietary and allergy requirements.


(viii) Participation by residents in decision-making processes continues to be limited. While many residential services have mechanisms to involve residents in decision-making and while feedback is welcomed, the reality is that frequently only the most vocal are heard and decisions are just communicated to the others. 
While there may be input into small, day-to-day decisions, there is frequently little or no input into medium or long-term decisions.


(ix) There are concerns that in some settings residents’ right to privacy in relation to their personal lives is not sufficiently respected by staff or other residents. While the right to privacy of the service user is acknowledged, it is often difficult to implement due to the way living and sleeping facilities are designed. In some services room for personal property is very limited and privacy is non-existent. This issue is particularly pertinent when people are ill and need more privacy than normal. Also, the practice in some services is for staff to enter rooms without knocking. 


(x) For some people, especially those with more pronounced intellectual disabilities, their key worker is the main source of support and assistance. However, key workers may not always be able to assist because they do not have the relevant information, e.g. on how charges are applied by the service management.


(xi) There is evidence that some people in intellectual disability residential service are not allowed to control their own medication while in the residential service despite having done so when they lived in the family home and when they visit there. There is also concern that risk assessments are often done without discussion or inclusion of their input with the service-user.


(xii) There is concern about the level of control exercised by family members over people’s finances in some instances (see Appendix 2: Case Example 2).


(xiii) The following observations were made by Disability Advocacy Project personnel:

· While overall, residential services are attempting to bring about change through the introduction of a Charter of Rights, service design courses and feedback mechanisms, the institutionalized setting is frequently not conducive to such changes and it may take some time before all are fully embraced. 


· Offering residents options and choices is a somewhat new concept for both staff and residents. The reality is that the running of a residential service and the necessary shift work may inhibit individual freedom of choice. 


· Individually tailored packages of support would make it easier for those who wish to move to the community as their needs would already have been identified before they make the move.


· The person’s right to access an advocate needs to be reiterated throughout the document, in particular in relation to personal plans, making complaints/appealing decisions, case conferences and behaviour management.

· If a person wishes to leave a group home, either to move to a different group home or to live independently, every attempt should be made to facilitate the person’s wish. This should involve building the person’s independent living skills and linking him/her with mainstream service providers, e.g., local authority, voluntary housing associations, personal development groups, etc. in order to ensure adequate supports for more independent living will be put in place.

· The person should not be forced to leave his/her home against their wishes, even to facilitate another service user’s urgent need for accommodation.

· A resident should not have to make their bedroom available for other service users who need respite against their wishes. Separate accommodation must be made available to people needing respite.

· There is a need for more specific criteria on staff training, accessible information, advocacy groups, access to independent advocates etc.


· There is also a need for criteria about the supports a resident may need to monitor service provider compliance with standards.

· Procedures and protocols are required to cater for situations where a service user’s behaviour threatens the safety of others.
9. General Comments on Draft National Quality Standards

9.1 Compliance with Standards

The legal standing of the quality standards and the implications of not complying with the standards need to be stated more explicitly and explained in greater detail. There is a need to clearly indicate which standards are mandatory in the context of the statement on registration (p.12) that “failure to comply with standards that are not based on regulations will not necessarily lead to failure to register or loss of registration”. This will be a key factor in the enforcement of the standards.


The following additional criteria should be included:


1. Responsible persons for the standards should be clearly identified and training undertaken to ensure implementation as in the case of child protection and health and safety protocols.


2. There should be a named contact person in the HIQA who can be approached where necessary to clarify matters of compliance.


3. Mechanisms for reviews and for inventories of compliance with protocols should be put in place by management. The Social Services Inspectorate should require such reports on a regular (e.g. quarterly) basis.


4. There should be a requirement to have a Residents Charter of Rights.

5. All long-term residential services should be required to produce a quality assurance policy statement and a quality assurance service plan.


6. Provision should be made for activities and interactions in accordance with person-centred plans and the maximising of people’s potential. 

9.2 Principles 

There are a number of principles included in Section 3 (ps.5-6) which should be stated more explicitly as principles and highlighted at the beginning of the document. Also, the following additional principles should be included:


· The overall ethos within which the residential service should operate, i.e., as part of an integrated continuum of support services;


· Reference to the innate value of the person, respect for dignity, autonomy, individuality and choice;


9.3 ‘Representatives’

There is repeated reference throughout the document to the role of representatives (e.g., 1.3, 5.2, 9.14, 11.5). It is entirely unclear how these are selected and vetted to ensure that they reflect the wishes and views of the people they represent. It is not clear whether they are family members, guardians or advocates. 

10. Comments on Specific Standards


Standard 1: Autonomy and Participation

There is a need to define ‘community’ to include daily living situations other than the residential service setting, e.g., family, neighbourhood, age-group. 

1.3 How individuals are to participate in selection of staff or new admissions is unclear. There are examples of good practice in this regard where advocacy services support residents’ involvement in interview panels and in induction of staff.


Standard 2: Privacy and Dignity

2.9 The type of wishes and choices that a person may wish to exercise should be indicated.

Standard 3: Routines 

The term ‘routines’ has institutional connotations and may be in danger of undermining the type of individual approach and flexibility being promoted. It might be replaced by something like ‘Daily activities programme’.


Standard 5: Staffing

· Frequently staffing levels are dependant on funding which is sometimes attached to individual residents – this may limit the potential for innovative service provision

· Many day-to-day issues cannot be foreseen - therefore, there need to be people present at all times in the situation who can make whatever decisions are necessary at short notice.


· A key question is how will the criterion in 5.1 in relation to ‘competencies and personal attributes required of staff’ be assessed.


· There is a need to identify both minimum staffing ratios and optimum best practice staffing levels.

· The question of how language/cultural differences between staff and residents could impact negatively on a resident’s developmental potential is not sufficiently explored in the Standards.

· The requirement in 5.5 should probably focus on staff that interact daily with residents on the basis that these are the people who need to be able to communicate effectively as distinct from people who may have other roles in the service.


· Provision should be made for adequate skills development, training and support structures for key workers.


· There is a need for appropriate support structures for staff, in particular, supervision and debriefing in relation to difficult incidents.

Standard 6: Safeguarding and Protection

Behaviour Management

· Physical restraint and/or medication to control behaviour that is challenging must only be used as a last resort and should always be notifiable to the Inspectorate and to relatives and advocates. 
· Any plan to deal with behaviour that is challenging must be drawn up by a multi-disciplinary professional team (e.g., GP, psychologist and social worker) in consultation with the resident and relative/independent advocate.


· Physical restraint and/or medication to control behaviour should only be for a defined and limited period of time.

· Any sanctions applied should be time-limited.

The standard should note that risk assessments should include the participation of the service-user. Here the implications for other service users need to be taken fully into account.

6.17 - The fact that the person in charge may be centrally involved in dealing with the issue points clearly to the need for another mechanism, e.g., a committee rather than an individual to deal with such concerns (see Appendix 2: Case Example 3).
Standard 7: The Individual’s Finances


· 7.2 - Provision should be made for the function of offering “advice and support in the management of his/her financial affairs” to be vested in an independent person/body where possible (see Appendix 2: Case Example 2).


· There should be a written statement as to what in-service charges cover and what they do not cover. It should be made available to the service-users/individuals, their family, their key worker and their advocate. For many service-users, in-service charges can be up to 50% of their only income (Disability Allowance).


· There should be provision for day- to- day staff support for all residents with managing money - collecting social welfare payments, safeguarding cash, guidance in relation to the spending of weekly income, advice- giving and assessing competency in financial decision-making. 

· More consideration is required on the rights of families in relation to their involvement in relatives’ financial affairs, with or without the person’s expressed consent.

· Person-centred Plans should include a realistic consideration of the individual’s personal finances as well as whatever additional resources are being provided.


· Protocols around staff dealing with day to day spending by service users should be such as to allow an individual make an occasional ‘impulse’ purchase but to ensure that overall protection is guaranteed through the maintenance of adequate records. 

Standard 9: Health

· Personal Plans should include provision for gradual progress towards independent living options where this is appropriate – this is particularly relevant for people living in outdated facilities..

· There should be more emphasis on activities that promote health and well-being. In this regard, provision needs to be made for access to the arts and crafts, e.g., music, dance, visual arts and craftwork.


· There is a need to fully inform residents and relatives/advocates of the purpose, interaction and possible side effects of different medicines and to be sure that this is understood.

· There is a need for clear protocols and procedures around informing residents and relatives/advocates about medication errors.

·  9.11 –The standard should note that risk assessments should include the participation of the service-user and take into account: the needs of people with some, but limited capacity.

Standard 10: Information (see Section6 above)

10.1 and 10.3 - There is a need to ensure that any information provided to an individual is communicated to and understood to his/her maximum capacity. Provision should be made for one to one support and assistance in this regard.


Information should include details about alternative living options, both short-term and longer term. 


Information should be provided in appropriate ‘chunks’ depending on the ability/capacity of individuals to comprehend. 

There should be opportunities provided for the development and enhancement of self-advocacy
Section 11: Informed Decision Making and Consent

11.2 – This assumes that people have full information about options and choices which may not always be the case.

11.6, 11.7, 11.8.Capacity can only be determined by a suitably qualified professional and in accordance with legislation and current best practice guidelines and in accordance with the residential service’s policy. There should be a number of people involved in determining capacity, including the key worker, family member and professional. This is crucial where a major medical decision is being made. Also, it should be noted that the question of determining capacity has implications for advocates and raises the question as to whether and when a formal assessment of the person’s capacity is required in order for an advocate to become involved. This matter requires further consideration.

Standard 12: Citizenship Rights

12.3 – There is a need to emphasise the importance of the advocate being independent of the service provider

12.4 - “The individual is facilitated, where he/she so wishes, to obtain legal advice, when appropriate”. A concern here is that there are individuals who cannot or do not understand that they need legal advice (see Appendix 2: Case Example 2). There is obviously scope for involving an advocate in such situations.

Standard 13: Admission processes and Individual Service Agreements

Prior to any admission (short or longer-term), a case management meeting should be held and the service-user should have access to an independent advocate to attend such a meeting. If an admission occurs as an emergency, the case management meeting should take place as soon as possible. 

Standard 14: Complaints

· Easily understood procedures for making complaints should be clearly set out and made available to residents and families.


· There should be regular monitoring of complaints procedures to ensure that each individual is fully au fait with the procedures and supported in availing of them. Of particular importance here are those who never or only rarely make complaints. 


· There should be a named Complaints Officer within each service provider organisation and the person assigned the role should have a high profile in the service.


· ‘Whistleblowing’ should be acknowledged as an essential element of the complaints process and staff should be empowered and supported to make complaints about the system where necessary.


· All complainants should be given details of their rights to independent advocacy and given the contact details of such an advocate. Staff should be empowered and supported to make complaints on behalf of their client group.


· Special provision should be made for non-verbal service users.


· There should be a named independent arbiter who can be contacted by any staff member or service user. 

Standard 15: The Living Environment

· Article 30 of the UN Convention on the Rights of Persons with Disabilities (see Appendix), which refers to participation in cultural life, recreation, leisure and sport should be taken into account in designing the physical environment. 

· Standards for the design of the physical environment should include contemporary ideas relating to lifestyle and well-being, e.g., provision for alternative therapies such as massage, library, tea/coffee shop, library, Internet.


· Promoting autonomy should incorporate provision for:

· Access to kitchen, tea-making facilities and laundry/ironing;

· communal games (including outdoor);

· arts/crafts;

· opportunities for cooking/baking.


· All available enabling assistive technologies should be provided to facilitate independent living, bathing and toileting.

· 15.5 – The components of ‘appropriate and accessible indoor and outdoor recreational areas’ need to be set out in detail – this is essential in order to ensure a stimulating environment.

· Provision should be made for residents to fully and actively participate in gardening activities if they so wish. 

Standard 16: Health and Safety

There is a need to balance health and safety considerations with the service user’s need to have a range of normal and learning experiences. 
Standard 17: Governance and Management

17.3 There is need to spell out how will this be done, e.g., residents’ committees, self-advocacy groups, family representatives..
Standard 18: Purpose and Function

· This section might be better placed at the beginning of the Standards Document.
Standard 19: Records

· There should be provision for records to cover general well-being, levels of participation/involvement, health promotion activities and contact with relatives/broader community as these relate people’s personal plans.

· Criteria for access to resident’s records by family members and independent advocates are required.

8. Enforcement of Quality Standards 

The effectiveness of the quality standards will evidently be largely determined by the level of enforcement which in return will relate to the nature and consistency of inspections. The following criteria should apply in this regard:

· Number of inspections per annum;

· If inspections are carried out at night;

· If inspections are carried out without notice;
· Nature of follow-up and actions taken to address problems identified;

· Whether problems are more likely to be identified in specific complaints rather than in routine inspections;

· If there are structured interviews with residents, relatives and advocates;

· Whether inspections are sufficiently broad to provide information about the quality of life of residents as distinct from checking minimum standards.
 
9. Other Considerations

The Draft Standards document embraces the concept of people with disabilities being actively involved in developing their own design for living and thus lays the foundation for an empowering rather than dependency-based conception of need. The degree to which people with disabilities in residential services can define a quality of life for themselves should be the measurement of the effectiveness of the standards. In finalising the quality standards, care must, therefore, be taken to ensure that they facilitate and support residents in:

· Maintaining a sense of purpose, meaning and competence;

· Being able to retain involvement in valued aspects of life; 

· Engagement in meaningful activities; 

· Retaining continuity with place and relationships;

· Receiving social and personal care in ways that ensure autonomy and a sense of control. 

The putting in place of National Quality Standards for Residential Services for People with Disabilities provides a significant opportunity for dealing with such fundamental aspects of daily living. 

  Appendix One

United Nations Convention on the Rights of Persons with Disabilities

Article 30 - Participation in cultural life, recreation, leisure and sport
1. States Parties recognize the right of persons with disabilities to take part on an equal basis with others in cultural life, and shall take all appropriate measures to ensure that persons with disabilities:
a) Enjoy access to cultural materials in accessible formats;
b) Enjoy access to television programmes, films, theatre and other cultural activities, in accessible formats;
c) Enjoy access to places for cultural performances or services, such as theatres, museums, cinemas, libraries and tourism services, and, as far as possible, enjoy access to monuments and sites of national cultural importance.
2. States Parties shall take appropriate measures to enable persons with disabilities to have the opportunity to develop and utilize their creative, artistic and intellectual potential, not only for their own benefit, but also for the enrichment of society.
3. States Parties shall take all appropriate steps, in accordance with international law, to ensure that laws protecting intellectual property rights do not constitute an unreasonable or discriminatory barrier to access by persons with disabilities to cultural materials.
4. Persons with disabilities shall be entitled, on an equal basis with others, to recognition and support of their specific cultural and linguistic identity, including sign languages and deaf culture.
5. With a view to enabling persons with disabilities to participate on an equal basis with others in recreational, leisure and sporting activities, States Parties shall take appropriate measures:
a) To encourage and promote the participation, to the fullest extent possible, of persons with disabilities in mainstream sporting activities at all levels;
b) To ensure that persons with disabilities have an opportunity to organize, develop and participate in disability-specific sporting and recreational activities and, to this end, encourage the provision, on an equal basis with others, of appropriate instruction, training and resources;
c) To ensure that persons with disabilities have access to sporting, recreational and tourism venues;
d) To ensure that children with disabilities have equal access with other children to participation in play, recreation and leisure and sporting activities, including those activities in the school system;
              Appendix Two

           Selected Case Examples

Case Example 1

Julie is living in a Section 39 community house. She has a mild intellectual disability and needs very little support. The house is staffed by social care workers only. She was paying €130 in in-service charges weekly. She had to borrow money from her family at times to allow her to take part in social and leisure activities. If she had lived in a ‘Section 38’ house as defined by the Health Act 2004, she would have paid a maximum of €90 a week as the Regulations specify. The Citizens Information Centre has sought legal advice on the issue and have been told that Section 39 agencies are not covered by legislation and so can charge ‘whatever they see fit’. 
Case Example 2

Paul is in his 50s, has a mild to moderate intellectual disability. He has been in full time residential care for 5 years. Both his parents are dead. His father died 7 years ago and before coming into care he lived with his brother who over time could not give him the level of care he needed. Paul does not have access to any income having been refused the Disability Allowance on the basis that he is identified by the Department of Social and Family Affairs as having a separate income. This comes from a pension left to him on the death of his father. Paul has no access to the pension, it is controlled entirely by Paul’s brother. From time to time Paul’s brother drops into the residential centre with on average of €35 a week for Paul. The service provider has on several occasions looked for more money for Paul. His brother replied that Paul is spending too much and that he does not need to go out socially as much or buy new clothes as frequently as he does. Paul’s brother has now begun calling to the day service and according to the staff there, ‘gets Paul to sign things’. The service provider has been reluctant to ‘go the legal route’ because of fear of negative publicity. The service provider has referred the case to an independent advocate. 


Case Example 3 

 For more than three years, John had been sharing a community home with three others with an intellectual disability. John himself has a mild intellectual disability as well as schizophrenia. John has no history of physical violence. The service provider assessed that John and his fellow residents needed a minimum level of support from staff, mainly for cooking and budgeting. Following two incidents where John was verbally aggressive to a fellow male resident, he was moved out of the community home. It was decided by the service provider that John needed more support and they did not have the funding for it. He was not given any independent advocacy support at the time or later. The service provider have in place a Rights Forum which has been put in place to monitor and oversees rights restrictions and violations; but John’s case was not referred to it. The manager of the residential unit argued that John had agreed to the move. However, John is a timid man and told the advocate that he was in fear of being ‘sent back to the psychiatric hospital’ if he did not agree. 

Case Example 4: A woman in her sixties is living in a group home. Contact with her family is limited and she would like to work as she has done in the past. She had major health problems in the past year and feels that she is asked to do chores that she is not physically capable of. She now has a citizen advocate who is planning to take her to where she is originally from to visit her parents’ grave and help her connect with her past. She is also exploring possibilities of working in a paid or voluntary capacity in a hair salon as she is very interested in this area of work.

Case Example 5: A man in his sixties who lived in institutions in Dublin until he was in his thirties, he was then sent to Limerick where he was born. He lives in a group home with little support. He used to be more independent and travelled to Dublin frequently to visit friends. He used to travel to matches also. He says that he would like to move to Dublin and also to trace his relatives. His advocate is in her twenties and plans to help him explore the possibility of moving to Dublin and will try to trace relatives.

Case Example 6: T is a gentleman in his forties who has no family and no support outside of his residential service. He is physically and intellectually disabled. When he first moved to the service he could walk and talk more clearly. His physical condition continues to deteriorate. He is a wheelchair user. M is a lady in her thirties who has become his volunteer advocate. She very quickly understood and appreciated his communication methods. Staff working with T referred him to the Citizen Advocacy project and are very supportive. T seems to be flourishing in the relationship and he fully understands that she does not work in the organisation and that she is somebody whose only interest in the service is him. In the future M intends to provide social integration opportunities for T. 

� Social services mean any service provided by a statutory body or voluntary body that is available or accessible to the public generally and includes a service in relation to any of the following, namely, health, social welfare, education, family support, housing, taxation, citizenship, consumer matters, employment and training, equality, asylum and immigration.


� The establishment by the Citizens Information Board of the Personal Advocacy Service has been deferred by the Government in the light of current budgetary circumstances.


� Reference should be made to Access to Information to All: Guidelines on removing barriers and improving access to information for everyone (currently under review) available on � HYPERLINK "http://www.citizensinformationboard.ie" ��www.citizensinformationboard.ie� . This provides a checklist on how to make information accessible, under headings such as, Information in Alternative Formats, Telephone Services, Online Information, Face-to-Face Information and Making Offices Physically Accessible. See also National Disability Authority, Code of Practice on Accessibility of Services and Information Provided by Public Bodies, October 2005.


� ‘Advocacy Guidelines: Citizens Information Board’, published in October 2007, is available at � HYPERLINK "www.citizensiformationboard.ie" ��www.citizensiformationboard.ie�:. It contains a summary of the principles of advocacy practice, guidelines on planning and developing an advocacy service, and a list of the competencies of advocates.  


� See Weafer, J. (2003) The Jigsaw of Advocacy, Comhairle.


� Under Section 39 of the Health Act 2004, the HSE may give assistance to any person or body that provides or proposes to provide a service similar or ancillary to a service that the Executive may provide.


� S.I. No. 276/2005 – Health (Charges for In-Patient Services) Regulations, 2005
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