Future of Disability Policy in Ireland
A Submission by the Citizens Information Board

1. Introduction

The Citizens Information Board (CIB) welcomes the opportunity to make a submission on the future of disability policy in Ireland.  The Submission is based on feedback from our delivery partners – Citizens Information Services (CISs)
, the Citizens Information Phone Service (CIPS) and the National Advocacy Service (NAS). Queries from the public to CISs and CIPS cover a wide range of areas of living, including social welfare entitlements, disability-related matters, housing, education, transport and health
. 

The CIB has direct and ongoing experience of the difficulties and challenges faced by people with disabilities from its involvement in delivering the National Advocacy Service (NAS). The  NAS provides independent, representative advocacy for vulnerable people with disabilities.  The NAS was established in January 2011 and took over the work of 46 pilot advocacy projects which were located in different community and voluntary sector organisations throughout the country. These projects have served around 5,000 clients since 2005/2006. This submission is informed by feedback from NAS in relation to the issues encountered by NAS users in accessing services and supports to meet their individual needs. 
The primary function of the Citizens Information Board is the provision of information, advice and advocacy in the broad area of social services, including health and personal social services. The agency has a statutory role to assist and support people, particularly those with disabilities, in identifying and understanding their needs and options and in accessing their entitlements to public and social services. The CIB carries out its role by supporting the development of the nationwide network of Citizens Information Services (CIS); (ii) the Citizens Information Phone Service (CIPS) and (iii) the Citizens Information Website www.citizensinformation.ie The CIB also funds and supports the National Advocacy Service (NAS) and has responsibility for the nationwide Money Advice and Budgeting Service (MABS). 

In addition to the provision of information, advice and advocacy services, the CIB also has a role to: support, promote and develop 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.
2. General Observations
The CIB welcomes the Report of the Disability Policy Review prepared by the Expert Reference Group on Disability Policy as a very comprehensive document which sets out the context and challenges facing future disability policy in Ireland. The Board sees as most significant the following conclusions of the Expert Reference Group:

· People with disabilities and their families, more than anything else, are looking for more choice in the services they receive and more control over how they access them.

· Policy objectives for people with disabilities have not translated into specific objectives for disability services, or into desired outcomes for those using disability services. 

· There is a gap between policy objectives and what is provided by many disability services

The CIB notes the reference in the report that it is Government policy under the National Disability Strategy that services for people with disabilities should be, wherever possible, mainstreamed with such people having access to the same services as the general population. 
The CIB is in broad agreement with the Expert Reference Group vision for people with disabilities and the related proposal for a very significant reframing of disability services towards a model of individualised supports
, underpinned by mainstreaming of all public services. The Board also agrees that a policy of individualised supports is a natural progression to the mainstreaming of services for people with disabilities. It would also provide a timely model for a citizen-centred approach to the proposal to facilitate the move of all people with disabilities out of congregated settings. 
The core components of the proposed individualised support approach are:

(i) State funding would be allocated based on an independent assessment of individual needs


(ii)  Following the needs assessments, individual support plans would then be drawn up and individualised budgets allocated from which the supports and services needed would be purchased. 

A number of mechanisms are proposed by the Expert Reference Group to achieve this, including a broker system where the person has the choice and control but the broker administers the budget and commissions supports and services on their behalf, or direct payments where the person him/herself manages the budget and purchases the supports. While provision will need to be made for both of these options, it is the view of the CIB that a number of variations within each option will be required to cater for a range of individual needs.

3. The Proposed Model and the UN Convention on the Rights of Persons with   Disabilities

The model of individualised supports provides a necessary platform for implementing the provisions of the UN Convention on the Rights of Persons with Disabilities – maximising  individual potential; equal citizenship/participation; supported decision-making; non-discrimination; independent living choices and options; consumer choice; participation in cultural life and recreation; community/neighbourhood integration; information and advocacy support; individually-tailored health and social services and equality of educational and training opportunities. Article 19 of the Convention is particularly relevant in the context of the proposed model in that it requires States parties to recognise the equal right of all persons with disabilities to live in the community with choices equal to others, and to take effective and appropriate measures to facilitate full enjoyment by persons with disabilities of this right and their full inclusion and participation in the community.
The individualised support model offers scope for greater convergence between social inclusion measures (equality of access to health, housing, employment and welfare supports) and human rights and equality measures. The particular communities, families and environments within which people with disabilities live impact to a greater or lesser extent on their ability to assert their rights. Giving individuals more control over their lives clearly enhances their ability to shape and direct their own particular living context.

4. Developing an Individualised Funding Model: Core Elements
Ireland can build on the experience of other jurisdictions in developing a new delivery model and the Expert Reference Group identifies various options likely to be applicable here. In this Submission, the CIB identifies a number of elements that need to be in place if the individualised support model is to become effective, equitable and meaningful in the lives of people with disabilities and their families.
4.1 Independent Planning Mechanism

An independent planning mechanism is necessary in order to provide initial planning support and brokerage to individuals and networks. This is required in order to facilitate life planning, identify needs, strengths and goals. It is also necessary to help people explore the potential of community and family supports. Other aspects of such a mechanism would be costing supports, applying for funding, negotiating agreements, arranging support providers, funding management, and ongoing planning and support management. This independent planning mechanism needs to be directed by, and accountable to, individuals and support networks. It needs to be independent from service providers and funders while allowing for maximum collaboration between individuals, funders (the State) and service providers.

4.2 Personal Network/Relationship Development

Since individuals with disabilities often require support from trusted others (family, friends and professionals) it is important that the development and maintenance of such personal support networks is facilitated and enhanced as far as possible.

4.3 Clarity about Legal Capacity and Contractual Status

An individualised support model may become meaningless if a person does not have legal capacity to enter necessary agreements. Therefore, it is crucially important that this aspect of any individualised funding mechanism introduced is clarified and the necessary legal provisions, including supported decision-making, put in place to protect individuals who are deemed not to have the required capacity to enter into contractual service arrangements.  
The individualised support model must be governed by the presumption of legal capacity which needs to be addressed in new mental capacity legislation. This means that everyone has legal capacity but some people need more support than others in exercising that capacity. Capacity should be assessed in a way which is fair and appropriate and which is free from prejudices based on external factors such as old age, mental illness or intellectual disability. It is essential, therefore, that the move towards a new model of support is accompanied by legislative provision for both supported decision making where required and  fair and accountable mechanisms for substitute decision making. 

4.4 Provision for Supported Decision-making
Provision for supported decision-making is included in the proposed mental capacity legislation.  Where a person has reduced or limited capacity, supported decision making is often appropriate for everyday decisions, with substitute decision making reserved for major medical/financial decisions.  In many instances, support from an appropriately trained person can enable a person to work through a decision making process rather than have someone else make the decision on his/her behalf. The provision for the appointment of a Personal Guardian as set out in the Heads of Bill for the proposed mental capacity legislation – personal welfare (including living arrangements) and property and affairs – are extensive and would have a major bearing on the individualised support model. The CIB takes the view that this is an area where careful consideration is required in order to ensure that one individual does not exercise undue control over another. In this regard, the Board points to evidence
 of relatives managing the finances of people with an intellectual disability in a manner that may not always be in the best interests of the latter. The Board agrees with a view expressed by both Inclusion Ireland and the NDA
 that consideration should be given to appointing more than one person to act as ‘personal guardian’ for people deemed to lack capacity 

4.5 Service Categories

The CIB is broadly in agreement with the proposal in the Report of the Expert Reference Group to separate out central elements of services into three categories – clinical inputs, therapy units and personal social services. However the proposal that health services (clinical and therapeutic services) and the provision of personal and social supports should be managed separately may present some difficulties in that people for the most part see their needs and want them addressed holistically.   

4.6 Access to Social Care and Health Services
Despite improvements in recent years, the pathway to health and personal social services, i.e., getting from the starting point of identifying a need for a service to actually getting the service can still be complex and challenging for citizens. This is a particular difficulty for many people with disabilities and their families where frequently there continues to be a mismatch between general service provision and the ability of individual citizens to access health and social care services appropriate to their needs. There is a need to ensure that as far as possible support services that enhance health and well-being, including appropriate independent living arrangements, are accessible in a timely manner to those who need them. This will require funding pots for individuals commensurate with meeting their assessed needs.

4.7 Standards of Social Services

It is essential to develop criteria for quality standards in the field of personal social services to allow the quality of services provided under the individualised support model to be assessed and evaluated. The CIB notes that HIQA is committed to developing national standards for the quality and safety of health and social care services and that the Law Reform Consultation Paper (2009), Legal Aspects of Carers, contains a number of relevant provisional recommendations which would inform the criteria for such standards. 

4.8 Clarity about Individualised Funding Allocation 

Funding should be based on an individualised plan which addresses the disability-related needs of the person, includes individual goals across the life-cycle, identifies least costly alternatives consistent with principles of social and community inclusion and maximises the potential of personal and community support networks. Care needs to be exercised to ensure that those who do not have personal or community support networks are treated equitably. In order to ensure fairness in allocations, the principle of equality of outcomes (equal respect for reasonable individual life plans) should be the guiding norm. This would be essentially different from the principle of equal treatment (equal respect for same functional capacities).  
4.9 Accountable Management Support

Individualised funding should be provided in a manner which allows people (with the required support) to purchase disability-related supports in ways that are accountable and manageable by an individual or network and in a manner that can be monitored. Provision should, therefore, be made for support for individuals to help them to manage individualised support arrangements and to revise their supports as required. Such supports should be accountable to the individual and funded as an essential disability-related support for those using individualised funding (whether direct or agency managed).

4.10 Community Capacity Building
Community-capacity building (which has been regarded as a weak link in some other jurisdictions) would be an essential component of any individualised funding approach. The focus would be both on creating the capacity of communities to develop a supply of specialised supports and on enabling access to community-based services (e.g., recreation, transportation). This would require an investment in community capacity building in order to  provide the disability-related support needed and allow unpaid and natural supports to evolve. The CIB notes the view of the National Disability Authority that better outcomes for people with disabilities can be achieved through aligning services with the policy goals of promoting community integration, independent living, choice and participation. The challenge is to optimise (both from a resource efficiency and an individual need perspective) the potential respective contributions of family and community supports and mainstream services.
4.11 Role of Families

The respective roles of the individual, his/her family and the responsible service professionals in the planning and organising of services must be clarified in the new model. There is a need for clear guidance on how the family is to be included in decision-making in cases where a person’s capacity may be impaired.

4.12 Access to an Independent Advocate

The Scheme of Mental Capacity Bill (Heads of Bill) provides that the court may appoint a suitable person to act in the name of, or on behalf of, or to represent the person to whom the proceedings relate.  It also provides for the court to appoint a person (personal guardian) to make decisions on a person’s behalf. The move to an individualised support model of service delivery will require clear provision for independent advocacy for people who may be vulnerable because of diminished capacity. The CIB believes that there should be provision in the mental capacity legislation for people having access to an independent personal advocacy service. This would be consistent with the provision for the establishment of a Personal Advocacy Service in the Disability Act 2005 and the Citizens Information Act 2007. The role of independent advocates would be particularly important in assessing need in respect of individualised support requirements in order to minimise any potential conflict of interest between the individual being assessed, a person providing assistance/support and the assessor (the State). The National Quality Standards for Services for People with Disabilities includes provision for access to an advocate as a criterion underpinning informed decision making and consent.

4.13 Coherence with Other Measures

The individualised support model would be greatly enhanced by a number of other measures. The enactment of the proposed legislation on mental capacity and the ratification of the UN Convention would be of particular importance.  Also, mandatory standards should be set for all services, whether community-based or residential, and these need to be monitored. The Government’s stated intention to expedite the formal implementation of the National Quality Standards: Residential Settings for People with Disabilities is important. The introduction of a similar set of mandatory standards for community-based services requires urgent attention. In this regard, the concerns set out in the Law Reform Commission’s Consultation Paper on the Legal Aspects of Carers which dealt with the regulation of home care for vulnerable adults should be taken into account. It should also be noted that the recently published National Housing Strategy for People with a Disability has broadly the same aims of independence and inclusion for people with disabilities as the individualised model and, therefore, both should be implemented in tandem. 

 4.14 Right to Open a Bank Account

Legislative provision requiring financial institutions to implement protocols on the rights of people with reduced capacity to open bank accounts and manage their own money in accordance with Article 12 (5) of the UN Convention on the Rights of Persons with Disabilities would facilitate the implementation of the individualised support model.
5. Addressing Specific Consultation Questions

Do you agree that the current system of delivery of services for people with disabilities needs to be improved?

The need to improve services to people with disabilities on an ongoing basis is entirely evident on the basis of:  (a) the provisions of the UN Convention on the Rights of Persons with Disabilities (with particular reference to supports for independent living in the community); (b) the views articulated by people with disabilities and their families; and (c) difficulties in accessing services and supports regularly reported by CIS’s and  NAS advocates working with people with disabilities. Improvements must of course cater for all people with disabilities equitably through the provision of inclusive and accessible information and services, e.g., for Deaf people and people with reduced capacity.  

Do you agree that a move to individualised supports is the right policy to pursue?

An active citizenship approach to people with disabilities would be enhanced by a move to an individualised supports model. In a general way, Ireland can build on the  models developed in other countries, take what is relevant out of those models and implement them in a manner that takes account of the Irish service delivery system, in particular, the significant involvement of the voluntary/community sector as delivery partners. Building the new model around the considerable expertise already in place in the voluntary sector  will be a key consideration. 

In pursuing an individualised support model, it is crucial to acknowledge that there are some people (those with severe or profound disabilities) who will require long-term state guaranteed specialised services. Indeed, the Commission on the Status of People with Disabilities highlighted the particular vulnerability of this group of people stating that “…they will inevitably be dependent on significant state support throughout their lives, irrespective of the resources of their families. Thus, the state has a special responsibility to act as guarantor of their health services, safety, and quality of life.”
  
Do you agree that the definition of individualised supports in the report is adequate and comprehensive?

The definition of individualised supports is a useful starting point. However, it is essential that an approach to individualised supports reflects the natural authority of the person with the disability and recognises and respects his/her autonomy. While families can be, and are, great supporters and are often advocates for people with disabilities, access to independent advocacy may be necessary to ensure that potential conflict/divergence of views among family members does not limit the choices and options of the individual.
How do you feel the Government’s policy of mainstreaming has worked so far?

Mainstreaming encompasses three elements: (i) the provision of supports to enable people to access generic services and facilities; (ii) the provision of reasonable accommodation by mainstream providers to ensure full access and participation; and (iii) design, modifications or adaptations of mainstream services and facilities.   All three aspects of mainstreaming are equally important and all three have been somewhat underdeveloped. This is due to some extent to a lack of joined up working across services. For example, feedback from NAS indicates that some individuals who have moved out from congregated settings have not been provided with sufficient support or training for a move into the community.
Do you think a move to individualised supports will further the mainstreaming of services?

An individualised supports approach has strong potential to further the mainstreaming of services. The mainstreaming of services for children with disabilities is already underway with a strong emphasis on supporting families to care for their child at home. However, careful consideration needs to be given to the experiences in other jurisdictions in relation to the way weightings are to be given to the cost of different types of services. While efficiency and value for money will be a key consideration, a clear focus must remain on ensuring that people have access to quality services. This applies both to the person with the disability, his/her family and the State. Evidence from NAS suggests that that some people lack the confidence to assert their needs because of a fear of being perceived as ‘demanding’ too much and may, therefore, settle for services that do not meet their needs. Also, the individualised support model must ensure that the supports provided by families are not seen as a replacement for more formal and professional supports where these are necessary.  This is crucial in order to avoid a situation where a family caring system breaks down with severe consequences for all involved.  
Do you agree that people with disabilities should have the choice to select different services from different service providers and at a time of their choosing?

Even if you are happy that the service currently being provided to a service user is appropriate, do you agree that the overall system of funding has to change to tie in with the need to provide more control and more choice for individuals?

As people with disabilities make the choice to live in ordinary independent settings which are integrated into their communities, what do you see as the impact of the reconfiguration of existing services on other service users, their families and staff delivering these services?

See responses to these questions in a separate Submission from the CIB’s National Advocacy Service (NAS) for people with disabilities.
6. Implementing the Individualised Support Model: Points for Consideration

The CIB very much welcomes the proposal to move to a more person centred individualised support model in the funding of services for people with disabilities. However, the Board also acknowledges that this will present major challenges for service users, service providers and funders (the State). The Board strongly suggests that the model be introduced on a pilot and phased basis with inbuilt protocols for monitoring and evaluation
.  

There is a need to put in place at the outset clear protocols as to how the experiences and perspectives of service users are to be captured and issues identified addressed. Of particular importance here is how the system takes on board issues identified by users who experience difficulties or inequities and/or make valid complaints about the way their needs are assessed or about their ability to access the services required. 

The separation of the funding, planning and service delivery elements of the model will be paramount. Mechanisms for assisting individuals and families in the management of funds and in ensuring accountability should be built into the model at the outset. The needs assessment process should be fully comprehensive of all domains of a person’s life, including his/her education.  
The transition from block-funded services to individualised supports is a complex task which is not simply a case of replacing one set of mechanisms with another.  The success of the transition will depend on the extent to which several critical factors are taken into account and included in the process.  A primary consideration in a successful transition is the adoption of a vision and a strategy for change which includes all stakeholders. While the proposed personalised support model as set out in the policy report reflects a vision for change, more work is required in order to ensure that an equally important consideration – embedding the voice of people with disabilities in the service delivery system – is realised.

A potential risk of an individualised support system is that it might dilute the focus on people with more complex needs, for example, people who are not in a position to exercise the choice to live in independent settings integrated into their communities. It is important that the new model ensures equitable and optimum provision for such people. 
A crucial element in progressing the new model would be the provision of clear, comprehensive and accessible information on all aspects of the model. This is necessary in order to ensure that potential fears and insecurities on the part of current users and providers of services are minimised and, also, to ensure that clarity about what is on offer is achieved at the outset. The availability of transparent information would be an essential platform for the type of open engagement of all stakeholders that will be required in order to move forward. 
A significant challenge will be how to safeguard people’s income and supports in the context of the need for overall government cutbacks, given the particular difficulties people with disabilities encounter in accessing supports and services.  

� There are 42 Citizens Information Services (CISs) in the national network providing information, advice and advocacy through 268 locations nationwide.


� In 2010, there were 666,837 CIS users and CIPS responded to 144,513 requests for information and advice from the public. In the first half of 2011, there have been 339,432 callers to CIS’s and 520,814 queries were handled.


� “Individualised supports are a personal social service which includes a range of assistance and           interventions required to enable the individual to live a fully included  life in the community” (p.15). 





� Feedback from NAS 


�� HYPERLINK "http://www.nda.ie/website/nda/cntmgmtnew.nsf/0/66292BBCC27B2914802575B7003D5E83?OpenDocument" �http://www.nda.ie/website/nda/cntmgmtnew.nsf/0/66292BBCC27B2914802575B7003D5E83?OpenDocument� ; � HYPERLINK "http://www.inclusionireland.ie/documents/ObservationsfromInclusionIrelandonMentalCapacityBill.doc" �http://www.inclusionireland.ie/documents/ObservationsfromInclusionIrelandonMentalCapacityBill.doc� 


� A Strategy for Equality, Report of the Commission on the Status of People with Disabilities, Government Publications 1996, Section 23.2


� The CIB is aware of one pilot  initiative (Áiseanna Tacaíochta)  already in place
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