NESF Review of Implementation of Home Care Packages

A Submission by the Citizens Information Board

1. Introduction

The Citizens Information Board (CIB) welcomes the opportunity to make a submission to the National Economic and Social Forum (NESF) in respect of its review of the implementation of the Home Care Packages initiative. The Submission is based mainly on feedback from Citizens Information Services (CISs) and CIB-funded disability advocacy projects
. A number of selected case examples are included as an Appendix.

The CIB notes that work is ongoing in the Department of Health and Children to carry out specific commitments included in Towards 2016. Work in process includes an evaluation of the home care packages
, a standardised financial assessment process for the Home Care Packages and the development of national protocols for case management in respect such packages. 
2. Positive Aspects of Home Care Packages 

The CIB takes the view that in general terms the Home Care Package initiative (Home Care Support Scheme) has been an important development in enhancing the quality of life for older people and people with a high level of dependency living in the community and in ensuring that they continue to live in their own homes. Research and policy documents have continually stated the primacy of community or home-based care over institutional care
. Research
 and anecdotal evidence indicates that those who succeed in getting a Home Care Package are usually satisfied, even where the grant falls short of what they feel they actually need.

The following have been identified as positive aspects of the Home Care Package approach
:


· Enabling older people who are at risk of having to go to a nursing home to remain living at home, where that is their preferred option

· Enabling families to continue caring for their older relatives

· Giving older people and their families a greater say regarding the source and types of care services used

· Providing a more cost effective response relative to the cost of nursing home or extended hospital care (except in the case of those with the highest levels of dependency requiring extensive nursing or medical care)

· Reducing the number of delayed hospital discharges

· Reducing pressure on existing, often over-stretched, HSE services, such as public health nursing and home help services 

· Stimulating employment creation in the area of care services 
In looking at the impact of the Home Care Packages initiative, it should be noted that in many instance the alternatives would be either increased pressure on carers and/or the person with care needs having to move into a long-term care residential setting which would often be much more expensive. 

One of the strengths of the Scheme is its flexibility - services may be provided directly by the HSE, by voluntary groups or private agencies on behalf of the HSE or by way of direct cash grants to enable the person or his/her family to purchase a range of services or supports privately. In some instances the package may consist of a combination of direct services and cash payments. Schemes vary in different parts of the country depending on the local population, individual needs, the personnel available to deliver services and demand. The obvious downside of this is a difficulty in delivering a standardised service in each part of the country in accordance with identified need.   

3. Issues Identified by CISs and Disability Advocacy Projects

Issues Identified by CISs and Disability Advocacy Projects in respect of Home Care Packages include: 
· difficulty in getting a Home Care Package in the first instance (anecdotal evidence indicates that there are no packages available in some areas); 
· the package provided being inadequate to meet need; 
· difficulty in getting information about Home Care Packages; 
· waiting lists for home help services; 
· shortage of good quality respite services; 
· people being inappropriately placed in nursing homes; 
· a failure to recognise the need for carers to have supports in their own right; 
· difficulties many people have in taking on an employer role when they are offered a cash grant.

3.1 Right to a Home Care Package

The Home Care Support Scheme is not established in law and, therefore, people do not have an automatic right to the Scheme, nor to avail of services under the Scheme. 


3.2 Availability of Services/Supports

While support packages are in theory  tailored to individual needs and, broadly speaking, may include a combination of the services of nurses, home care attendants, home helps, physiotherapy services, occupational therapy services, respite and day services and meals-on-wheels,  depending on the medical condition and the level of care required, in practice such services may not always be available at the level required to meet need. While community care services have been expanded in recent years, they are currently not sufficient to meet the demand for home-based services.
3.3 Eligibility for Home Care Package

Eligibility criteria for home care packages have evolved on a very ad hoc and pragmatic basis in response to local need and demand and there is little clarity about entitlement other than in broad terms. This means that it may be unclear as to whether a person is refused on medical grounds or on income grounds. In the case of the latter, options may not always be explored with the people involved. The link between level of need and level of income in relation to assessing a Home Care Package needs to be clearly set out in eligibility criteria.

3.4 Information

Lack of awareness of the Home Care Package and information about how it operates is a crucial concern for people with care needs and their carers. CIS clients complain of a lack of information at local level about both eligibility criteria and approved service providers. While people are advised in a general way to contact their public health nurse for an assessment of need and /or their Local Health Office for further information on the Home Care Package and the application process involved, this does not always yield a successful outcome for the person/carer involved because people are either deemed not to meet HSE criteria (which are ill-defined in any case) and/or resources are not available.

The nature of Home Care Packages and the range of services currently available to support those who could continue to live in the community as an alternative to long-term residential care should be set out in a much more transparent manner at local level than is currently the case.

Information about the Home Care Package should be made available from service deliverers in a more systematic and proactive manner to people with high dependency needs.  Procedures for dealing with and addressing complaints about issues such as delays and poor quality services also need to be established.
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3.5 General Shortage of Community Services

The operation of the Home Care Package Initiative is undermined by the general scarcity of community-based services, such as home help, respite services and supports for full-time family carers. Also, in some rural areas people have great difficulty in accessing private services. Home Care Packages should enable people with care needs and their families to access services that the HSE and HSE-funded voluntary organisations are not currently providing. There is a significant risk that in some instances Home Care Packages funding may be used to provide services instead of rather than in addition to already existing core services. This clearly undermines the potential of the Home Care Package. Inadequacy of basic home help services, due to funding constraints, recruitment difficulties and lack of adequate structures, is causing a problem. Large numbers of older people in need of help experience problems accessing services. Lack of adequate day care and respite care services, and the uneven distribution of these services across the country, also poses a problem. 

3.6 Unmet Care Needs

CISs and voluntary/community disability advocacy projects around the country regularly highlight the high level of unmet care needs among older people in their areas. Despite the Home Care Packages Initiative, there are many older people returning to their homes after a hospital stay to live in circumstances that are far from satisfactory. It is clear that the need for community-based home care services and subsidies currently exceeds the availability of such services. This situation is expected to worsen in the future as the population ages. Improving and extending the Home Care Packages initiative and other community services for older people should therefore be given a high priority in policy development.  It should also be noted that at present there is no provision in the context of Home Care Packages for the social and companionship aspects of care which is often a crucial component in quality of life. 

3.7 Impact on Carers

The availability of family carers, particularly in the case of individuals with a high level of dependency, is a prerequisite for a successful Home Care Package. In many cases the Home Care Package alone, in the absence of family inputs, would not be sufficient to maintain the person in his/her own home. Considerable family support is in many cases already in place and the family is strongly committed to keeping the dependent person at home. The Home Care Package should ensure that carers are supported in their own right on an ongoing basis in terms of the availability of regular respite and personal supports. 

4. Assessment of Need

There are no national guidelines regarding eligibility criteria for a Home Care Package or how income or means are assessed. There is no overall standardised scale of dependency for assessing the person’s level of need or his/her family circumstances. This could arguably mean that two people with identical needs could be assessed as requiring a very different amount of support and help. Also, an assessment carried out while the dependent person is in his/her own home (as opposed to while s/he is a hospital in-patient) may provide a very different picture and provide a more accurate assessment of the person’s practical need for assistance. A further complicating factor is that care needs can change very rapidly, e.g., when the person’s condition worsens or his/her family circumstances change 
The assessment protocols used at present may focus more on the services available rather than on the nature and level of need. In determining eligibility for a Home Care Package and the level of payment, there is a need to determine the relative priority of each of three factors - dependency level and related care and nursing needs, financial means and availability of support from other sources. The mechanisms currently in place, while attempting to take these factors into account, are not sufficiently systematic and, therefore, may result in considerable inequities in access to a Home Care Package, which may not take sufficient account of differences in people’s circumstances. Assessment of needs should be made more objective, transparent and systematic than is currently the case in order to achieve equity between applicants in the assessment of their needs and in order to facilitate the work of HSE personnel involved in assessment.

While it is acknowledged that it would be difficult to agree on a single scale of dependency, a more standardised approach than is currently the case is required  taking into account the person’s medical and physical condition, cognitive ability, social situation and availability or not of family members and friends who can contribute to care.

5. Monitoring of Standards

There are currently no national objective standards or procedures in place for objectively checking the quality of the services provided under Home Care Packages. There appears to be little systematic information being collected about the source, amount, nature and quality of the services provided under the Home Care Packages initiative. While the HSE at local level maintains an overview of providers, there are no independent protocols for measuring the standards of services provided or the standards of training provided to their staff by private care agencies. The onus appears to be on the private care agency or voluntary organisation to ensure that it complies with the care plan at all times and also to ensure that staff are trained and supervised to an adequate standard. There is a clear need for the equivalent of HIQA quality standards for community services with in-built monitoring and enforcement. Such standards should include regulation of providers.

6. Need for a Continuum of Supports 

A key issue is how the concept of ‘home care packages’ is understood and defined. As it currently operates, it is primarily a HSE–funded package operated by other agencies which is not integrated with other aspects of community support, for example, house adaptations, income support, transport and heating, mobility aids and supports for carers. The ability of a person to remain at home can frequently be determined by one or more of the above factors in addition to the availability of the HSE package.  CISs regularly record issues experienced by older people and people with disabilities and their carers relating to house adaptation/improvement grants, heating costs and transport to hospital appointments and day care services. While the HSE works with the DSFA and the Department of the Environment, Heritage and Local Government in developing a more coordinated approach to the provision of services and supports, to date there has been relatively little integration between the HSE Home Care Packages and schemes administered by other government agencies which is a cause for concern. 

7. Case Management

A care and case management approach should be a fundamental part of the Home Care Package scheme. The presence and involvement of case managers would improve the efficiency and functioning of the Home Care Package in a number of ways. A case manager would also accumulate considerable experience through assessing the needs of large numbers of applicants and for that reason would develop a broader view of care needs. The advantage of care managers is that they can co-ordinate both assessment of need (from the perspective of nursing, home care, occupational therapy, physiotherapy etc.) and the delivery of services from more than one source. A central tenet of case management is consultation with the client and communication with family carers in the development and review of the care plan.

8. Targeting the Home Care Package Scheme

A key question is whether the primary focus of the Home Care Package initiative is to give people a realistic option of remaining in their own homes or to expedite hospital discharge – the latter is likely to result in a continuing piecemeal and ad hoc approach. If the primary aim of the Scheme is to ‘divert’ people with high levels of dependency away from nursing homes and towards home-care, it is essential that the level of the Home Care package available   is equivalent to the level of nursing home subvention and should be clearly targeted at those on the margins, i.e., those with multiple care needs who would otherwise have to go into a residential care setting    People need a  realistic choice between a Home Care Package and the Fair Deal Nursing Home option when that becomes fully operational. 

9. Factors to Be Taken Into Account

9.1 Funding of Home Care

Homecare should not be seen as the cheap option, despite the fact that in some cases it can yield substantial cost savings to those who fund care of older people. Clearly, realistic levels of funding are required to ensure that those with higher levels of need (those on the margins of nursing home admission) can access additional services over and above the services that are routinely available from the HSE.

9.2 Number of Home Care Packages

It has been estimated that during 2008 there were some 8.800 persons in receipt of a Home Care Package at any one time and that 11,500 persons benefited from a package at some stage during the year. The total cost of Home Care packages was in the region of €120 million.  In 2005, the National Council on Ageing and Older People estimated that between 12,000 and 16,000 people would need intensive care supports in 2006
.

9.3 A Rights-based Perspective

The Home Care Packages initiative should be underpinned by a rights based model of service provision for people with care needs, as for all citizens, with an appropriate legislative base to strengthen entitlement to services. (Both the National Council on Ageing and Older People (NCAOP) and the Equality Authority have argued strongly that community care services should be underpinned by clear legislative entitlement and dedicated funding).  The NCAOP has called for clear and universal guidelines for the assessment of eligibility on the basis of need to be established at a national level. 

9.4 Choice

In order to maximise choice, people with care needs and their carers should be able to choose between a range of high quality care/support options either in the community or in a residential setting. This requires not only that options are available but also, that people have comprehensive and transparent information in order to make an informed choice about moving into a residential care setting or remaining in their own homes.  This should include information about alternative choices and options, including remaining living in the community - strengths and weaknesses of various options; information (objectively assessed) about different community-based providers and different nursing home/residential care settings. In this context there is a need for a comprehensive national and local databases on community care providers and residential care facilities detailing in a comparative manner costs, levels of staffing, facilities and services available and potential difficulties.

9.5 Need for Additional Data  

There are no national figures available on who exactly receives Home Care Packages.  For example, while the majority (80%) of recipients are older people, services under the scheme are also provided to people with disabilities.  There is no information at national level regarding the number of agencies involved or the number of applicants dealt with by each agency. Assessing the operation and effectiveness of the Home Care Packages initiative is not possible in the absence of more systematic data at both local and national levels on the profile of recipients, the methods of delivery and the way dedicated funding for the scheme is used in practice.

10. Overview and Conclusion

The Home Care Packages initiative has much potential for being a real alternative to long-term nursing home care even for some people with very high levels of dependency.  The initiative is valuable for the individuals availing of support packages and represents an important step forward in shifting the focus from hospital/nursing home care to community-based provision. While the diversity of implementation has some merit, there is a clear need to set out at national level the components of best practice, including standardised assessment tools (including means-testing), quality control mechanisms and better targeting towards those most dependent (i.e., on the margins of admission to nursing homes).  While the high cost of residential/hospital care may be a motivating force for developing the Home Care Packages initiative, providing care in the community for those with very high levels of need, even with the availability of family carers, may not always be a cheaper option than residential care. 

APPENDIX

Selected Case Examples
Inadequate Community Supports

A woman living with and caring for her mother in her late 80s also works outside the home. The HSE provides a home help for 5 hrs per week plus a care attendant for 7.5 hrs per week -the rest of the time she is looking after her mother and finds it very difficult to manage. The woman does not want her mother to go into a nursing home but stated that she may be forced into this position unless more help is forthcoming.
 

Also, the woman told the CIS that her mother went into a nursing home for 1 week respite and received very inadequate care with the result that she would be very reluctant to avail of this option again.
Inadequate Community Supports/Inappropriate Nursing Home Placement

A man in his late forties has been living in nursing homes for the past 8 years. He has a mild intellectual disability and is in part-time paid employment. He is in good physical health and does not need any medical care. He was placed in nursing homes because of the lack of support to live in the community. 

Housing Aid for Older People Scheme

A couple dependent upon Non-Contributory State Pension has been turned down by the Local Authority for a grant toward the cost of replacement windows.  They are in receipt of full-time care from a relative who lives with them and whose only income is Carer's Allowance.  This is the technicality that is denying them the grant, i.e. to be within the qualifying conditions one cannot be living with anybody under age 60. 
Difficulty in Getting Comprehensive Information

A woman is taking care of her mother who has terminal cancer.  She is now finding the going very tough and wanted to know from the CIS what services exist.  She does not want her mother to go into hospital. She would not qualify for Carer’s Allowance.  There was little information easily available and what services there were available appeared to be poorly coordinated with no one person taking overall responsibility for organisation and referral. 
The situation that emerged following checking by the CIS was that there would be a long delay before the person could be assessed and that service availability would depend on the HSE area the person lived in.
Eligibility Criteria for Carer’s Allowance 

A family of 3 siblings are availing of the HSE Home Help Service to help them care for their 93 year old mother and are also paying a private home care service for a couple of hours each day. None of the family are entitled to the Carer's Allowance or the Respite Care Grant because they will not individually satisfy the 'full-time care and attention' aspect of the criteria. The family feel that the Carer's Allowance and Respite Care Grant schemes should be restructured to allow for situations where a number of family members are sharing out the care time. If they were not providing this care, their mother would have to be looked after in a nursing home which would be much more expensive to the State. 

Difficulty in Coping with Employer Responsibilities in respect of Home Care Package

A woman contacted a CIS for more information on a Home Care Grant Scheme which has been approved by the HSE.  This grant is paid directly to her and then a direct debit was set up from her account to the carer whom she pays to come into her home and support her in looking after her severely disabled son.  Her question to us was who is liable for the carers PRSI and tax.  On checking her contract it does state that the recipient of the grant is responsible for PRSI etc.  However she did not understand what this meant. She was genuinely shocked to hear this as nobody from HSE who assisted her in getting the grant had explained the terms in the contract to her. She has a very stressful and difficult home life as it is and finds it very difficult to cope with taking on the role and responsibility of being an employer. 
Lack of Community Provision at Time of Hospital Discharge

A woman aged 86 who lives alone was hospitalised as a result of having fallen and broken her hip. The woman is also in the early stages of dementia. The woman’s daughter who worked full time and lived 30 miles from her mother told the CIS that her mother was being put under severe pressure to go home "as the bed was needed" and that there was a total lack of information and a lack of service integration. She was not given any names or numbers (e.g., of public health nurse, community care liaison person etc.,) by the hospital staff. The woman’s daughter told the CIS that she was notified by hospital staff that her mother would be sent home the following Friday and that she would have to make provisions for her care. She felt that her mother was not well enough to go home, but was not given any choice in the decision.
 

� The Citizens Information Board (CIB) funds and supports the nationwide network of 42 Citizens Information Services as well as 46 voluntary/community disability advocacy projects. 


� The aim of the evaluation is to assess through quantitative and qualitative research that the objectives of Home Care Packages are being met in the most economically viable manner, including examining the impact on, and benefit to, families, delivery models in use throughout the country, impact on residential services, on acute hospital services and on private providers market.
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