VALUE FOR MONEY AND POLICY REVIEW OF DISABILITY SERVICES

Submission by the Citizens information Board

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 in relation to public and social services. The CIB is required to assist and support individuals, particularly those with disabilities, in identifying their needs and options and in accessing their entitlements to social services.  The Board also has a role in monitoring the effectiveness of current social policy and services and highlighting issues which are of concern to users of those services. The Citizens Information Board welcomes the opportunity to contribute to this review. This submission addresses the areas in the on line questionnaire which are deemed most relevant to the CIB’s main areas of responsibility.
Citizens Information Services and Advocacy Services 

The CIB supports and funds the nationwide network of Citizen Information Services (CISs)
 and the Citizens Information Phone Service (CIPS). The Board also funds and supports the provision of advocacy services to people with disabilities by 46 voluntary/community organisations around the country. The development of a Personal Advocacy Services for people with disabilities under the remit of the CIB was deferred by the Government in 2008 due to budgetary constraints.

The demand for CIB and CIS services is substantial.   In 2008, Citizens Information Services dealt with over 900,000 queries from 670,000 clients and CIPS dealt with 130,000 callers. Queries from the public to CISs and CIPS cover a wide range of areas of living, including social welfare entitlements, disability –related matters, housing, health and community care services for older persons and people with disabilities.  While social welfare is the most common subject of enquiry to CISs, there is a significant number of queries which refer to more than one area of entitlement and which frequently arise from difficulties in coping with the costs associated with having a disability. 

The experiences of users of CISs and CIPS and of the voluntary/community disability advocacy projects are a valuable and significant source of feedback to the CIB on the effectiveness of social policies. 
Advocacy has always been an integral part of the remit of the Citizens Information Board (CIB) and is one of the key elements provided for in the National Disability Strategy. Mainstream advocacy is delivered through the Citizens Information Services (CIS) network. People with disabilities are encouraged to use these services which have particular expertise around social welfare benefits and employment rights. (Some 6% of
CIS users have some type of disability).   The community based advocacy services supported by the CIB represent a coming together of a range of partners in the disability services sector to deliver advocacy services in a variety of settings. These projects have served around 5,000 clients since 2005/2006 and are currently being evaluated with a view to establishing a permanent programme. Projects report back twice yearly to CIB and this provides a significant insight into the operation of disability services around the country. 
The CIB defines advocacy as: “a means of empowering people by supporting them to assert their views and claim their entitlements and where necessary representing and negotiating on their behalf.” (Advocacy Guidelines 2007)  Part of the process involves assistance, back-up and information so that people with disabilities can advocate on their own behalf.

The advocacy services provided by the pilot C&V programme are geared towards enhancing objectives (a) and (c) of the VFM questionnaire: i.e. improving opportunities for people with disabilities to live a full and independent life in their own communities and enabling access to appropriate health and personal social services. The service is also designed to ensure people’s basic human rights are protected (particularly where they are unable to communicate) and that they are supported in making their views known at case conferences and formal meetings. The availability of an advocacy service independent of service-providers increases accountability and goes some way to improving standards. It is widely acknowledged that independent advocacy is crucial for people living in residential services – without such a service it is difficult for them to make a complaint.  The reaction of people with disabilities to the advocacy service has been very positive – there is considerable value in having an independent advocate to assist the person with disabilities in assessing the options open to them.

B1The extent to which the objectives for the disability services programme are still relevant to the needs of people with disabilities? 

The high level objectives as set out continue to be valid. However, the implementation of these objectives needs to be evaluated in terms of important underlying principles of service development, including, in particular,


· Access to services for people with disabilities must be delivered according to principles of equity and social inclusion so that people in need have equality of access to quality services regardless of age, domicile, geographical location, diagnosis or service boundaries. 


· People with a disability should be supported to maximise their capacity and enabled to live with dignity, independence, optimum function, to direct their own lives and to minimise the barriers to full participation in society created by either organisational systems or social perceptions.


· The life cycle approach, strongly endorsed in Towards 2016, refers to the provision of supports to meet the particular needs of people in different phases of their life - childhood, working age and older people. The particular focus on people with a disability envisages the development of mainstream measures through all stages of the life cycle to meet their needs.

B4 Have the objectives been met?
To provide the individual with a disability, to the greatest extent possible, the opportunity to live a full and independent life with their family and as part of their local community.


It is not at all clear that this objective has been met. Recurring themes in research findings relating to people with a disability are inequality of access, lack of choice, significant gaps in the delivery of community supports and a mismatch between theory and practice. Despite the evolving focus on these aspects of disability services, policy and practice in Ireland are frequently not tailored to maximise individual freedom, choice and developmental opportunities. This is evidenced by difficulties experienced by people with a disability in accessing transport, accommodation and assisted living services relevant to their needs. 

To support the individual with a disability, as far as possible, to participate in work and in society and to maximise their potential.


The availability of transport to work/training, service centres (e.g., day centres, hospitals) and for social activities is a critical issue for people with disabilities. Queries to CISs and CIPS and cases referred to community/voluntary disability advocacy projects indicate that, despite the various quality service initiatives introduced in recent years, people with a disability are not always able to access social services appropriate to their needs. Difficulties in accessing public services arise for a number of reasons including a shortfall in resources, the rigidity of the regulatory system, lack of clarity about allocation systems, repeat assessments/means tests, having to move between agencies and delays in processing applications for services. It is sometimes the case that a person’s needs do not fit easily into existing frameworks or eligibility criteria. People may not be fully au fait with their rights and entitlements, particularly where services are provided on a discretionary basis. Some people with a disability lack the skills to deal with officialdom and may not always be aware of the help available in this regard.

To ensure that the individual with a disability would, consistent with their needs and abilities, have access to appropriate health and personal social services.


There have been significant developments and innovation in recent years in the provision of services to different categories of people with disabilities, including, in particular, the emergence of innovative assisted living housing models. However, there are significant ongoing issues identified by Citizens Information Services (CISs) and community/voluntary disability advocacy projects, including, in particular:


·  Absence of an integrated continuum of support and assisted living services 


· Uneven service distribution and different practices in different parts of the country


·  Lack of transitional living accommodation regionally and locally for people discharged from hospitals who require further rehabilitation


· Shortage of community-based physiotherapists, occupational therapists and speech therapists


·  Lengthy waiting periods for house adaptations


·  Lack of clarity on what services and supports are available from service providers


· Difficulties in accessing services because of lack of suitable transport


· Lack of, or an insufficient level, of  Personal Assistance hours for those wishing to move from residential services to allow them live independently, even in cases where suitable accommodation had been sourced


· Lack of support from their current service provider and/or their family for the move to independent living


· Waiting lists for consultants, such as, neurologists


· Shortage of mental health services in general


· Homelessness due to mental illness


To support and acknowledge the role of carers in their caring role


While income and other supports for carers have been significantly enhanced, insufficient attention has been given in policy provision to the vital contribution of family carers.  A key issue for family carers of people with a disability is that frequently the formal services are simply not available when required and the “cost” has then to be borne by the family. Also, the fact that many carers are in low income situations (4 out of 10 people with disabilities are at risk of poverty) coupled with a lack of social opportunities associated with full-time caring mean that carers are at high risk of social exclusion.

The interface between ad hoc informal caring arrangements which many people depend on and the ‘formal criteria’  for entitlement to services is sometimes blurred which makes it difficult to have a ‘seamless’ support service involving the family, the voluntary community sector and the State in place. Many carers are in a situation where in practice they do a lot of caring on their own, without support from the health and social services.  As a 2007 survey of carers in Ireland shows, this has negative consequences for their health and wellbeing.  Currently carers’ own health may be given low priority even though it is of fundamental importance for the sustainability of community based care in Ireland.

Transport and access to services is a particular problem for carers who do not have access to a car and who live in rural areas. While transport may be provided for a care recipient, the transport needs of carers may be hidden from view.  As far back as 2003, the Joint Oireachtas Committee on Social and Family Affairs recommended that carers in rural areas should be able to use a subsidised private taxi service through their free travel pass.

There is widespread variation in the amount and nature of respite care that is available, depending on geographical location. The lack of flexibility of respite care provision in some instances makes it very difficult for carers especially in times of crisis.  There is also a perception that access to respite care services may be jeopardised by service rationing processes that deny services where a carer is deemed to be 'available'.

C3 Whether the range of services available is having a positive impact on the lives of the people who use them?

There are still major problems for people with disabilities who have significant care needs. Few people with disabilities wish to live in large residential centres; most wish to live in a community house or in a home of their own with appropriate community supports. The experience of advocates with residents of Cheshire and with residents of many intellectual disability services suggests that this can be very successful, but it does depend on a more flexible approach from agencies and on the availability of personal assistance services and link workers. On a macro-level it also points up the vast difference in the life style of a person with a disability in a residential-based service and that of the same person in his/her own home supported by a care-package. The latter option allows the person to take part in his/her local community and is usually less costly to the State. 

A key aspect of service provision to people with a disability is the extent to which services enable people to assert their human rights. Article 19 of the UN Convention on the Rights of Persons with Disabilities states that:

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 [should be] available on an equal basis to persons with disabilities and are responsive to their needs.

A service delivery system that acknowledges and supports the rights of people with a disability needs to operate on the basis that 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. Also, 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. 

Making a positive impact on the lives of people with a disability requires a broadening of 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.

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 a long-term residential service against their will, particularly if this is because of the absence of accessible and/or supported housing options or alternative independent living services in the community, as is sometimes the case. Having a real home, one comparable to that of most people, is a need that is fundamental to the well-being of people with a disability. 
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;

C5 Has there been a change in the quantity, range or quality of services offered to people with disabilities over the last five years re:


With regard to the range of services available and their impact on those who use them, CIB’s impression is that until 2008-2009 the range had been increasing, but this is beginning to be affected by cutbacks. 

C7 Satisfaction with the following:

a. The amount of choice people with disabilities have over the services they receive from service providers?

The spread of a person-centred planning process to many disability services has meant that people are more often offered a choice of day service or activity rather than “a place” in a residential service. In most cases there has also been some shift from a medical model of service to a more social and holistic model. This sometimes results in people with disabilities being able to access mainstream education and employment. However, this process is not complete and in some services the options open to service users are very restricted. 

b. The independence people with disabilities have in how they live their lives?

Transport and access to services is a critical factor in enhancing the independence of people with a disability. A number of specific issues relating to   people who have a need for transport or a transport/mobility subsidy that is not being met under current provisions are identified in a forthcoming Citizens Information Board Social Policy Report (Getting There: Transport and Access to Social Services). The issues identified include:


· Lack of public transport in many rural areas and the consequent inability of people to avail of ‘free travel’
 

· Limitations of current transport and mobility support schemes


· The continuing poor accessibility of some public transport, particularly outside the main cities


· Difficulties in getting transport to and from hospital services

· A heavy reliance on Supplementary Welfare Allowance (SWA) Exceptional Needs Payments to cover the costs of transport to and from hospitals – this scheme was never intended to meet such costs – and difficulties in accessing such payments


· Poor linkages between the SWA system and the HSE Non-Emergency Patient Transport Services scheme


· Transport and the cost of disability – people with disabilities regularly have no option but to pay for taxis to access vital health and social services


· Difficulty experienced by some people in accessing information about public transport and transport options and transport supports


· Impact of lack of appropriate transport on people with disabilities taking up employment or training opportunities.

c . The amount of control people with disabilities have over their Iives?

The issue of Independent living and access to personal assistance comes up in many of the reports from C&V disability advocacy projects and is closely linked to choice for the person with the disability and his/her overall satisfaction with the service they receive.

The option of designing an individual service for oneself through control of the funding allocated for one’s care is not yet available in Ireland.

d. The support people with disabilities receive from service providers to facilitate their inclusion in the mainstream life of the community

Some service providers make great efforts to encourage service users to share in local community events, but others do not. Some are inhibited by work practices which make evening outings or catering for individual interests difficult. Individual care packages for people – particularly those with physical disabilities – are difficult to access and slow to arrange, leading to people spending longer than necessary in hospital or other residential services (with concomitant costs).

C12 Measures which could be taken (whether alternative policies or organisational approaches) to improve effectiveness, taking into account service to the user and value for money? 

There are six broad areas where change is required in order to improve the effectiveness of service delivery to people with disabilities:

· Service co-ordination and integration

· Consultation with service users

· Needs assessment

· Case management

· Supports for carers

· Housing and supports for independent living 


Coordination and Integration of Services

While the demand for services may sometimes outstrip supply, the shortfalls in the availability of services are sometimes compounded by poor joint working, particularly between housing and health authorities. There has been much discussion about the need to co-ordinate and integrate services at the point of delivery. While much of this is provided for at policy level, there are notable shortfalls in actual practice.  The difficulty is compounded by the multiplicity of public sector agencies and the number and range of voluntary/community organisations and private bodies delivering services on behalf of the State.  Providing citizens with a seamless service often requires much higher levels of co-operation between statutory agencies and between these agencies and other service providers in the private and voluntary sectors.. 

The experience of CISs, CIPS and disability advocacy projects shows that service providers at local level tend to define need in line with the type of entitlement or service they offer.  This has a tendency to create ‘provider-centred’ definitions of need according to which people whose needs are not met by a given provider or do not come within its functional responsibility are outside its line of vision. It may be the case that when service providers come across cases for which they have nothing to offer, there is an implicit assumption that a person’s needs will be met elsewhere, by another agency or through some other entitlement.  Also, a person may frequently require the co-ordination of several elements to meet a particular service need (e.g., housing, supports for independent living and income supports). There continues to be a basic question as to whose responsibility it is to ensure that appropriate integrated support systems between housing, income and personal social services are in place for people with disabilities with complex needs.  For example, people with disabilities regularly experience difficulty in putting in place the housing element and the support/care package required for independent living in a manner that is adequate and sustainable. 
There is an obvious need to ensure that, as far as resources allow, income support provisions for both people with a disability and their carers continue to support and enhance people's ability to live independently in the community. 

Consultation with Service Users

While it is increasingly recognised that services for people with disabilities can only become truly people centred when their perceptions, concerns, experiences and expectations of services are fully taken into account, protocols for engaging effectively with some categories of people with disabilities, particularly people with intellectual disabilities, are still largely underdeveloped in Ireland. More work is required to develop and target services to the needs of people with a disability. This requires a consultation system that acknowledges that needs assessment must reflect expectations and needs that are likely to change over time.
Needs Assessment

Needs-based assessment is now widely recognised in legislation and policy statements relating to people with disabilities in order to facilitate “individual choice and the provision of a range of support options to take account of individual circumstances.

Current provision for needs assessment does not cater adequately or inclusively for the needs of some categories of people, either individually or collectively. There is frequently a lack of clarity and transparency on the part of service providers as to how need is measured. Two aspects of needs assessment require particular attention:
 

(i) Provision for carers should be included as a core component and integral 

    to Needs Assessment of people with a disability


(ii) The needs of those people with disabilities inappropriately placed in long- 

     stay residential services needs to be fully recognised and ways of  addressing 
     these needs explored.  

Case Management
Effective service coordination frequently requires that an individual care/support plan is co-ordinated by an assigned case manager who would be responsible for sourcing appropriate services, ensuring referral to these services and monitoring the uptake and delivery of the service. The Supplementary Welfare Allowance (SWA) Review Working Group Report (2006) emphasised throughout the need for a case management approach and a multi-agency solution tailored to the needs of the individual. People with a disability were identified among the groups having particular needs in this regard . Inter-agency collaboration could be significantly improved by the adoption of a stronger community-based case management approach (involving key workers). This concept should be applied in all instances where people have multi-faceted needs.

Feedback from CISs and community/voluntary disability advocacy projects frequently refers to difficulties that people with a disability and their carers have in liaising with the HSE and, in particular, identifying an official who will deal with their query/request. Carers regularly report being sent from one official to another and sometimes failing to find a person to take responsibility for dealing with the matter in question.

Supports for Carers

Supports for carers must be provided in a manner which overcomes blocks arising from the current divisions in the HSE service delivery system between older people, people with disabilities and mental health services. This requires increased awareness about the needs of carers amongst all professionals and other service personnel and the implementation of systematic procedures for identifying carers and referring them on to the appropriate services.  Those with key roles to play in this include: general practitioners, public health nurses, discharge personnel in hospitals and staff involved in assessment of applications for social or community welfare payments such as Carers Allowance and Domiciliary Care Allowance. Voluntary/Community organisations also need to be actively involved in identifying and targeting carers as in practice they frequently provide the services.

The range and availability of respite care services (home-based and residential respite) should be expanded to enable a flexible and responsive service to be provided that will help sustain the capacity to care and maintain the health and wellbeing of carers. Respite care services should be available in a planned and systematic manner in total contrast to the present system where availability in many instances is haphazard and piecemeal. Both full time carers and carers working outside the home need access to adequate respite care services, offered in a flexible and responsive manner.

Housing and Supports for Independent Living

Towards 2016 envisaged that “every person with a disability would have access to … appropriate housing… and be supported to enable them, as far as possible, to lead full and independent lives.” Accessibility emerged as a major issue in a CIB/DFI 2007 social policy report
 on the housing and accommodation needs of people with disabilities.
 

Recurring issues relating to housing for people with disabilities identified both in the research and by those working in CISs and in voluntary/community disability advocacy projects include:

· Shortage of accessible housing


· Insufficient support for people wishing to move from residential care services to community housing


· Young people with a disability inappropriately housed in nursing homes because no other option was available


· Poor quality housing (dampness, draughts) occupied by some people with a disability (with detrimental effects on health and well-being)

Housing adaptation and mobility grant schemes play a significant role in providing accessible accommodation and enhancing mobility in the home. However, there are significant shortcomings in the delivery of the schemes related mainly to the shortfalls in funding, information deficits around assessment criteria and case progression and the challenge of prioritising applications for the various grants on the basis of need. The role and contribution of housing adaptation and repair schemes needs to be assessed in the overall context of the range of housing and accommodation issues experienced by people with disabilities
. Cognisance also has to be taken of the desirability of community living as opposed to living in a residential setting and the significant costs of the latter. 

D7 Satisfaction with the quality of services being provided to people with disabilities?

Access to Suitable Support Services

The Primary Care Strategy, (Primary Care-A New Direction), published in 2001, referred to the need for improved integration of services so as create a seamless people-centred service. It also referred to the need for new ways of working by providers of primary care services. Feedback to CISs and disability advocacy projects indicates that many people with disabilities experience long delays in gaining access to essential services, such as occupational therapy, home care packages, physiotherapy, speech therapy or home adaptation grants. In practice, access to necessary support services by carers and care recipients is dependent on where one lives and whether there is an active support organisation in the area. It may also depend on a person’s ability to negotiate with health and social care personnel. The practice of making carer 'availability' a factor in determining whether or not to allocate home and community care services is seen by some carers as inequitable.
D11 Satisfaction with availability, quality and accessibility of information regarding the range of services provided?

People with disabilities requiring support services frequently have to navigate through uncharted territory and, therefore, require clear and concise information at service delivery points on eligibility, entitlement and availability, and supports to access appropriate services. The pathway to services for a person with a disability is not always  clear and frequently people have to rely on advocates.
Without good quality, accessible information, it is not possible for people with a disability to vindicate their rights or to make valuable contributions to the policy-making processes.  While public services generally have embarked on comprehensive programmes of information provision about their services, feedback from CISs /CIPS suggests that access to good quality information varies very much from one statutory agency to another depending on the agency and/or the official a person is dealing with. For example, it is sometimes the case that information about an individual application is not passed on from one public official to another (even within the same agency) and the person has to supply the same information all over again with a consequent delay in the application process. It is also the case that information about statutory services is not always fully transparent in respect of actual service availability at local level as distinct from what might be available nationally.


Advocacy is a key element in accessing public services. For example, the information may be there but people have to search it out and may need help in this regard.  The presence of an advocate (family member or other) is frequently a significant factor in a person accessing appropriate services. The fact that some people, e.g., those involved with voluntary/community organisations, have someone to act on their behalf may be a crucial factor in accessing appropriate services and supports and may point to some inequity in the allocation system.

Carers report particular problems with lack of information in the community care sector and there are also complaints about the lack of information given to carers when a care recipient is discharged home from hospital.  Another problem reported to CISs is communication problems arising from high staff turnover in some agencies.  
Conclusion
The Citizens Information Board (CIB) welcomes the VFM Review of Disability Services being carried out by the Office of Disability and Mental Health.

While the current economic climate is not conducive to the development or expansion of disability support services, there are key areas which need to be kept firmly on the longer term policy agenda:
· Consultation with service users, integration and improved processes for delivery of

      services
· Extension of provision for assessment of need under the Disability Act 2005
· Introduction of the Personal Advocacy Service


· National Housing Strategy for People with Disabilities
· Implementation of National Quality Standards for  Residential Services for People with Disabilities on a statutory basis 
· National Carers Strategy

� There are 42 independent Citizens Information Services (CISs) covering 254 locations throughout Ireland.


� The Right living Space: Housing and Accommodation Needs of People with Disabilities (Citizens Information Board/Disability Federation of Ireland 2007) � HYPERLINK "http://www.citizensinformationboard.ie/downloads/report_housing_needs_disability_2007.pdf" ��http://www.citizensinformationboard.ie/downloads/report_housing_needs_disability_2007.pdf�


� Citizens information Board Submission to Centre for Housing Research - Evaluation of Housing Adaptation Grants for Older People and People with a Disability (2009) 
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