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1. Introduction

The Citizens Information Board (CIB) (formerly Comhairle) has over the years called for the introduction of a National Carers Strategy, which “would contain targets for service development and a plan for co-ordinating support services”
.  The 2002 Report, Supporting Carers, published by the Board stated that the situation of family carers in Ireland needed to be enhanced and developed, particularly for carers who are providing the highest level of care.

The Board very much welcomes the opportunity to contribute to the deliberations on the development of the Strategy.  

The Board welcomes also the fact that a study on young carers is to be commissioned by the Office of the Minister for Children, and the commitment to develop a National Positive Ageing Strategy for Older People. The proposed evaluation of Home Care Packages is also welcome. 

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. 

CIB sources, produces and integrates information on social services. It is involved in the development of Citizens Information Services (CIS), including the development and support of the nation-wide network of Citizen Information Centres (CICs), the Citizens Information Phone Service (CIPS) and the Citizens Information Website (www.citizensinformation.ie). The citizens information website is administered directly by the CIB while the CISs and CIPs are delivered by independent voluntary bodies. 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 voluntary/community organisations around the country.  

The demand for CIS and CIPS services is substantial. In 2007, there were 612,840 CIS users and 133,407 CIPS users.  

CIB captures feedback based on the needs and experiences of users of the Citizens Information Services (CISs) and the Citizens Information Phone Service (CIPS) to highlight issues which are of concern to users of social services.  CISs and CIPS report queries with a social policy dimension to the CIB (Social Policy Records) where they are analysed and used as the basis for policy submissions and reports. In 2007 a total of 1,427 Social Policy Records were returned to the CIB.


Social Policy Records refer to situations where the CIS user was unable to get a service commensurate with need, including:
support services available being inadequate or inappropriate;

lack of information from statutory agencies or the information available lacking clarity about what is actually available or about waiting periods;

inequities, inconsistencies or anomalies in the social welfare system;

delays in the application process for benefits/services.
A wide range of matters, including income supports, back to work/education supports, housing, employment rights and consumer issues are included in Social Policy Records. Issues relating to older persons and people with disabilities feature regularly and consistently as do issues in relation to carers. The level of supports available in the community remains a concern for many carers and there are still information deficits for carers taking on this responsibility for the first time.  Concern is also frequently reported about access to and the operation of Home Care Packages. Many of the issues relating to income support refer to means-testing and other eligibility criteria as well as the basic rates of payment for Carer’s Allowance and Carer’s Benefit.  There have been difficulties identified for some carers accessing the Carer’s Allowance arising from the Habitual Residency Condition.  There are also work/life balance issues for those who are not caring full time but yet have to devote many hours towards that role.  Also, many carers continue to report long delays in gaining access to essential services, such as occupational therapy, home care equipment (e.g. hoists) or home adaptation grants.
2. Profile of Carers

Carers are not a homogenous group and their diversity needs to be fully recognised. Factors relating to age, level of dependency of care recipient, income, household circumstances, labour force participation, availability of extended family and social networks characterise individual carers. 
Differences also arise because of social class or geographical location and also, and more importantly, perhaps, on people’s ability to deal with and utilise existing support systems.

Table 1: Socio-economic Characteristics of Carers (Census 2006)
	Gender       %
	Marital Status   %
	Age                  %

	Female    62.3

 Male       37.7
	Single                  27.8
Married                62.5

Separated             6.0

Divorced               3.6
	                              7.6

25-44                               35.8

 45-64                               45.3

 65 years and over            11.3



	Total      160,917
	160,917
	160,917                              100  


While over 60% of carers are women, the growing proportion of male carers also needs to be taken into account.  Carers span the total age spectrum with almost 8% between the ages of 15 – 24 years, 36% in the age range of 25-44 years, 45% aged between 45 and 64 years and just over 11% aged  65 years and over. A significant minority (3.4%) are under 19 years and almost 2% of carers are aged 80 years and over.

Over a quarter (25.4%) of carers  spend 43 or more hours caring with over half (58%) indicating that they spend between 1-14 hours caring.

Table 2: Number of Hours Spent Caring (Census 2006)

	No. of Hours
	No. of Carers
	           %

	  1 – 14 Hours
	93,363
	58.0

	15 – 28 Hours
	17,093
	10.6

	29 – 42 Hours
	9,578
	6.0

	43 or more Hours
	40,883
	25.4   

	Total
	160,917
	100


At the end of 2007, there were 33,067 recipients of the Carer’s Allowance and 2,080 recipients of Carer’s Benefit. In 2007, a total of 38,200 people received the Respite Care Grant.  The estimated expenditure for these 3 benefits for 2008 is €490.81 million.

3. Principles Which Should Underpin National Carer’s Strategy

· The Government The Strategy should make provision for the development of a comprehensive statistical database on care needs and carers in Ireland, building on census data;


· Family carers make a significant contribution to the economy and this should be acknowledged and made explicit when examining the costs  of providing supports to carers;


· The availability of family carers masks the real cost of providing care in the community. In this sense care in the community is not necessarily cheaper than care in residential settings;


· While the support needs of care recipients must always be kept to the forefront, carers should also be  acknowledged as clients of the health and social services in their own right, with their own needs  for appropriate support – the needs  of both carer and care recipient need to be assessed and addressed;


· Access to support services should not be jeopardised by an approach which rations support services from the State  on the basis that a carer is deemed to be available;


· There are additional costs associated with providing care in the home relating to the cost of disability, including additional heating, transport, special dietary requirements and house adaptations;


· There are some people caring for people with less visible needs, especially people with mental health difficulties, who need to be recognised and have their needs addressed;


· The availability of family carers in the longer-term will be dependent on factors such as more flexible work arrangements, the availability of a range of respite care supports and provision for income supports to cater for a variety of life-work situations;


· Older people have a strong preference  to continue living at home rather than in a nursing home setting – this should be a key factor in determining the level and nature of support to be given to carers;


· Principles of Quality Service Delivery should be applied consistently  and the provision of information to carers by service providers should be based on these principles:

· integrated and based on a partnership approach;
· needs-focused, person-centred, holistic and flexible;
· facilitating choice, fostering  self-esteem and self-respect and maximizing well-being;
· based on information materials that are accurate, comprehensive, relevant and up to date;
· fully transparent in respect of actual service availability at local level in different parts of the country;

· Support services should be geared towards ensuring that carers (and potential future carers) are in a position to make choices regarding the extent to which they are involved in care work and in employment outside their care-giving role. In practice, this would mean that carers could combine care work and paid work outside the home with the help of support services that they could rely on to take over the care work when necessary;

· There is a need to clearly articulate the respective responsibilities of the family and the State in respect of care provision for dependent people. The 'grey area' of interaction between state and family responsibilities in the provision of care needs to be identified;

· A key underlying theme of the National Strategy  should be to ensure that the approach taken by all  statutory and voluntary support services enables and supports the carer to move away from a negative experience of caring, which has an adverse effect on both the carer and  the care recipient;

· Sufficient availability and accessibility of good quality home and community care services is essential for sustainable family care.

4. Family Carers  

4.1 Recognition of Carers and Their Work

While home-based caring is based on the principle of a partnership between the State and families, it may be the case to date that insufficient attention is given to the role and vital contribution of family carers.  A key issue for family carers is that frequently the formal services are simply not available when required and the “cost” has then to be borne by the family.

In addition to managing their home situation, full-time carers are frequently carrying out the same tasks and have the same responsibilities as a team of people within a residential care setting – assistance with personal care needs, cooking, assistance with eating, monitoring medication and diet, seeking medical and nursing assistance and respite services as deemed necessary and providing or arranging transport to day care, clinics and hospitals. In addition, carers frequently play an essential role in providing personal support and companionship to the care recipient.

CIB acknowledges that caring can be enriching and rewarding work, if the expectations placed on carers are reasonable and carers are properly supported.  For this to happen, policies must focus on, support and reinforce the human and social dimensions of family caring.  Caring is an expression of familial, social, societal and inter-generational bonds and relationships, and is one of the core expressions of the social capital of communities and societies. People must be allowed the opportunity and facilitated to care. 

Many people experience a conflict between the call of duty and social pressure to provide home-based care for dependent relatives and the personal and financial rewards of work outside the home. Policies to date in Ireland have done little to enable people to combine the two. 


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. 

The care of older people and people with disabilities in Ireland has traditionally been carried out primarily by women working full-time in the home. However, women’s participation in the labour market has been increasing rapidly in recent years with a consequent lessening of the pool of available carers. The traditional care model is, therefore, becoming increasingly unsustainable as the number of those who need care increases due to population ageing while the number of those who are available to provide unpaid care in the home decreases.

4.2 Social Inclusion

Social inclusion, understood as a process which ensures that people “gain the opportunities and resources necessary to participate fully in economic, social and cultural life, and to enjoy a standard of living and well-being that is considered normal in the society in which they live”
, is particularly apt in responding to the needs of family carers.  By nature of their caring role in the home carers can easily become excluded from mainstream society and this aspect of caring is often not sufficiently recognised.  

While the relationship between the caring role and social exclusion is complex, recognition of and support for carers is an essential and fundamental social inclusion measure in that a stressful work/care provision environment impacts negatively on people’s mental and physical health. Difficulties that people with disabilities and their carers have generally in relation to access to services and income supports are compounded by a lack of recognition of the caring role. 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 mean that carers are at high risk of social exclusion.


Carers need to be identified as a priority target group within social inclusion policy.  Specific measures for carers should be implemented to address the various dimensions of this, including social participation, isolation, poverty and social recognition of the caring role.

4.3 Life Cycle Approach
The life cycle approach is strongly endorsed in Towards 2016.  It refers to the provision of supports to meet the particular needs of people in different phases of their life - childhood, working age, older people. A particular focus is placed on people with a disability and on the development of mainstreamed measures through all stages of the life to meet their needs.

The life-cycle approach is also appropriate in relation to carers and the Strategy should explore how supports over the life-cycle can be mainstreamed to ensure that carers of people with disabilities, children, younger adults, middle-aged adults and older persons are adequately supported. The life-cycle changes arising from school/education, family formation, work, for both carers and care recipients, need to be factored into the analysis. 

4.4 Targeting Carers in Policy Development  
Carers should be named as a target group in the formulation of social and economic policies and targets should be developed accordingly aimed at strengthening the family dynamic in relation to work-life balance and supporting carers in the context of a growing population of older persons and the fact that people with disabilities are living longer.

The Inter-departmental Committee drawing up the National Carer’s Strategy should engage fully with the agencies delivering support services on the ground to ensure that initiatives being proposed in the Strategy are realistic and commensurate with carers’ actual day-to-day needs. This engagement should take full cognisance of the current serious shortfall in support services, particularly in the areas of respite care and the availability of supports for full-time carers.

5. 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
.

Carers should be included as an integral part of an overall Needs Assessment and, in this regard, the commitment in the current Programme for Government to “examine a needs assessment protocol for family carers, incorporating health and social issues” (p.56) is to be very much welcomed
. 

The assessment should also include a full assessment of the household income needs which should be carried out by the Department of Social and Family Affairs. 

5.1 Needs Assessment Protocol
A Needs Assessment Protocol should be introduced which would:

· look at both the care recipient’s needs and all aspects of the caring role, including the carer’s health and physical and emotional well-being;

· carry out a health and safety audit of the caring situation in the home;
· ensure that practical and social considerations, as well as health ones, are taken into account;
 
· identify the range of services and levels of support to be provided to both carers and care recipients;

· assign responsibility to a key worker to carry out the Needs Assessment and to manage the support packages put in place.
5.2 Identifying Carers

Initially carers must be identified so that their needs can be assessed. This requires increased awareness about 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 as in identifying and targeting carers as in practice they frequently provide the services.

5.3 Responding to Needs Identified

There is a need for a stronger package of tailored supports which addresses the needs of carers as well as those of care recipients taking into account the fact that needs in each instance may change over the period of the caring role. This will involve the following:


· a health and social risk assessment measure; 
· training courses in skills required, based on the needs  of care recipient;

· easy availability of appropriate equipment and home adaptations, based on the Needs Assessment;

· easy access to health services, in particular GPs, and regular  health checks;

· a publicity campaign to promote awareness among both carers and health sector personnel about the importance of carers looking after their own health and well-being. 
More awareness-raising amongst carers themselves is necessary, to alert them to the need to look after themselves and to encourage them to get advice and support.


5.4 Consultation with Carers

The design and delivery of services for carers needs to be informed by the views and practical expertise of carers themselves.  There are two levels at which this is needed.  In terms of overall policy and service development, carers need to be formally represented in the consumer panels and other consultative mechanisms that are being implemented by the health authorities.  In addition, carers need to be given formal recognition and a formal role in the management of care services for the care recipient.

6. 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 CIB from CISs indicates that many carers continue to report long delays in gaining access to essential services, such as occupational therapy, home care equipment (e.g. hoists) or home adaptation grants. Also, while the concept of home care packages is viewed positively by carers, the uncertainties, ambiguities and variability in what is on offer, as well as the lack of sufficient availability, present difficulties.
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 carers as undermining the role of the carer.  
Access to public services or to financial supports for private purchase of services should be based on appropriate and standardised Needs Assessment.


Fragmentation of Services

Carers provide care for people with different types of disability, including people with mental health difficulties, as well as dependent older people.  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.

6.1 Home Care Packages
State and family inputs should be combined, appropriate to each set of circumstances. Under such a model, families may continue to provide significant care, but without an automatic presumption on the part of the State of an availability to care and within a much more transparent and equitable framework than is currently the case.  
Adequate publicly-provided respite, home care and day care services would ensure that carers had equal choices as regards working, caring or a combination of the two, as well as ensuring that caring roles were sustainable for family carers. This would require significant expansion of flexible, mostly home-based services, such as respite, home help, occupational therapy, physiotherapy, chiropody, social work and counselling services. These different services need to be designed to facilitate both the continuation of home care in the long term and the provision of opportunities for carers to maintain their own health and to engage in activities outside their caring role. In addition, if a mix of public and privately purchased care is to continue, there is a need for the private home care service sector to be developed and regulated in Ireland.  

The fact that some people require care but may not have required hospitalisation needs to be acknowledged.  Such people and their carers should be targeted for home care packages taking into account the supports required by both carer and care recipient.  


The following provisions are required in respect of home care packages generally:

· Publicly provided home care and community day care services should be increased to meet demand;

· Measures to stimulate private supply of such services and regulate the quality of privately supplied services should be introduced;

· The availability of home care and day care supports that can provide care whilst family carers are at work should be extended and  such services should be organised in a manner that fits with the requirements of working carers, for example, hours of availability;

· 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;

· A specific counselling service for carers should be introduced  as many carers may experience emotional difficulties particularly at the beginning and towards the end of the caring role;

· Provision should be made for additional resources to ensure an adequate level of Carers Support Groups at local level.
6.2 Respite Care (Home Based, Day and Residential)

While carers welcome increased provision of respite care services and increases in the amount of the Respite Care Grant and the extension of eligibility for the grant to all full-time carers, they point to 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'.

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;


· Opportunities for respite need to be substantially expanded as part of the National Carer’s Strategy to include a mix of both residential and in-home respite care. 

· More provision needs to be made for day 'respite' in the form of homecare that would enable carers to get out of the house, attend a course or engage in work and, most importantly, take a break/holiday;

· The establishment of an enhanced Respite Care Grant Scheme should be explored which would enable a family to directly purchase respite services – this would allow for choice, flexibility and a more person centred approach;

· Targets should be set for minimum respite hours  in respect of individual carers and carer recipients taking into account level of dependency, provision for necessary work outside the home (for either economic or social reasons) and whether or not other family supports are available. These targets should be applied when the assessment of need is being conducted. 
· Increased provision for respite care for emergency situations is essential. 
6.3 Home Help Services

Home help services are one of the essential components of the home care infrastructure, aiming to provide regular help with cleaning, cooking, laundry, shopping and other practical activities of everyday life for those who need it.  However, carers report problems on an ongoing basis with levels of availability of home helps and with the nature of the support provided.  In addition, the time of day the home help is scheduled may often be unsuitable and the service may lack flexibility to cater for changing circumstances and needs.

6.4 Public Health Nurses
Public health nurses are another key component of the home care infrastructure, providing basic nursing care in the community as well as advice and other assistance.  The Public Health Nurse is ideally placed to act as a point of access and referral to other community care services.  As in the case of the home help service, carers report variability in the availability and quality of the public health nursing service depending on what part of the country one lives in.  There is a perception among carers that if a household appears to be coping satisfactorily, it tends not be prioritised in the allocation of the Public Health Nurse resource.  

6.5 Carers’ Access to Health and Social Services

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 recent 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.

There is a need to ensure that both carers and care recipients have easy access to necessary health and social services, including relevant specialists and home visits by GPs. The latter, even though very important for carers who have difficulty in attending GP surgeries, have become increasingly difficult to arrange in recent years.

More generally, as already stated there is a wide range of services that support the role of the carer.  These include occupational therapy, carer support groups, home nursing, physiotherapy, social worker support, counselling, chiropody, as well as home adaptation.  

Assistive technologies and telephone-based alerting systems also have an important role to play and can provide an additional support to carers. These should become an integral part of home adaptation services.

6.6 Coordinating Support Services at Local level

Care co-ordinators have been appointed in some HSE local health offices with  a range of roles, including information provision, needs assessment referral, training, promoting partnership and health promotion for carers.  

· The HSE Carer Co-ordinator role should be extended to streamline the services provided by both voluntary and statutory organisations at district as well as at local health office level.

6.7 Carers as HSE Customers

Feedback from CISs frequently refers to carers’ difficulties 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.

The HSE should put in place mechanisms for dealing with carers in a responsive and customer-friendly manner. In this regard, consideration should be given to appointing carer liaison personnel in each local area who would have responsibility for dealing with queries from carers and making referrals as appropriate to the relevant statutory or voluntary service providers.

This liaison role would be different than the carer co-ordinator role who would have a broader responsibility in terms of developing support services for carers. 

6.8 Transport

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.  

· Carers in rural areas should be able to use a subsidised private taxi service through their free travel pass, as recommended by the Joint Oireachtas Committee on Social and Family Affairs (2003).
6.9 Reliance on CE Workers

The current situation where voluntary/community organisations have to rely on people employed on CE projects to deliver essential support services to carers is unsatisfactory because of the temporary nature of the employment. The Strategy should make provision for essential community support services to be mainstreamed and funding allocated accordingly.

6.10 Quality of Home and Community Care Services 

Currently, there is very little regulation of home care services – this needs to be addressed as a matter of urgency. Quality standards for home and community care services should be developed as a matter of urgency by HIQA and adequate monitoring and enforcement mechanisms put in place.

6.11 Monitoring Extent and Nature of Care Provided 

There is some evidence emerging from CIS feedback that, in a minority of instances at least, people in receipt of the Carer’s Allowance are not actually providing the care. This has obvious implications for the person who needs the care and is an area that needs to be taken fully into account in the Needs Assessment and the monitoring of the support structures put in place. 

7. Income Supports for Carers
A comprehensive National Carers Strategy must deal with the twin issues of providing   support towards the costs of care and income support for carers.  Recently there has been quite a lot of attention to the issue of payments to carers.  The pilot introduction of home care subvention payments to provide families with financial help to purchase home care services privately and the rolling out of home care packages have provided a useful vehicle for supporting the costs of care in the home.
It is noted that the issue of payment for carers which has received some attention in recent years is not to be dealt with in the Carer’s Strategy.  It is an important issue in the lives of full time carers, in particular those providing the highest levels of care. 
The Review of the Carer’ Allowance, carried out by the Department of Social, Community and Family Affairs in 1998 recommended the introduction of  a new non-means tested payment for carers “to promote care in the community and to formally recognise the work of the carer” (p.ix). Such a payment was envisaged by the Review Group as being “similar in nature to the Domiciliary Care Allowance”.
  
· CIB believes that this proposal has merit and should be considered in the context of other supports, including the Carer’s Allowance and Carer’s Benefit, the Domiciliary Care Allowance and a Cost of Disability payment.
7.1 Social Welfare Payment to Carers

Carers Allowance and Carers Benefit are income supports which are not intended to recompense carers for their loss of income from paid employment. Currently, these payments are pitched at a level that represents less than one-third of net average weekly earnings in Ireland.  In addition, having to meet the expenses associated with caring, for those who do not have a medical card, e.g., attending a GP, paying for a prescription, paying for dental treatment, presents major challenges. 

7.2 Means-testing of Carer’s Allowance

Despite increases over the years in the level of means disregards applicable for entitlement to the Carer’s Allowance, there is a strong view among carers and their representative organisations that the means-test should be abolished completely. Indeed, this was recommended by the Joint Committee on Social and Family Affairs in 2003
.  There is also, understandably, a strong view that if means-testing is to remain, it should be based only on the carer's own means and not take into account spouse’s income.


CIB considers that the issue of the means-test for Carer’s Allowance, based on household income, needs to be kept under continuous review in the context of both ensuring equity of access to income supports and dealing with the more complex area of recompensing carers adequately for their role. 

7.3 Carer’s Benefit

There is a case to be made for the same criteria to apply to Carers Benefit as to Maternity Benefit where the amount of benefit is based on a percentage of the person’s salary.

7.4 Interaction of Tax and Social Welfare

There is a range of tax credits and allowances available to carers – the Home Carers Tax Credit, the Incapacitated Child Tax Credit, the Dependent Relative Tax Credit and the allowance for employing a carer.  There is no overall policy behind these credits and allowances.  By their nature, tax credits and allowances are only relevant to people who have taxable income, thus excluding significant numbers of carers.  These credits and allowances should be examined to see if they have any significant impact on the target groupings and to see if the expenditure involved would be better used to finance direct payments.

· The various tax credits and allowances available to taxpaying carers should be rationalised and the advantages of transfer to a direct payment approach be explored;

· The current mix of supports under the health and social welfare systems and within the tax system should be harmonised  to ensure equitable access for all;

· The possibility of using tax credits to provide income support for carers should be explored, both where a carer must reduce working hours to care and where they must leave the workforce for a period.  Both individualised credits and shared credits between couples should be given consideration in this regard.  The current Home Carer Tax Credit could be a vehicle, but it would need to be substantially increased and redefined;

· Consideration should be given to allowing tax relief to carers for expenses incurred as a result of caring - technical aids, home adaptations, bought–in support (e.g., respite).
7.5 Alternative Model of Payment to Carers
The model used in some Nordic countries where a carer can take up a Home Help position and provide a service to his/her relative should be explored with a view to its applicability in Ireland.

7.6 Homemakers Scheme: Disregards

The use of ‘disregards’ rather than awarding credits disadvantages some people, as pointed in the 2007 Green Paper on Pensions. “It is generally thought that credits would be a more appropriate way of recognising periods of caring …. They are also more beneficial to a person than a system of disregards … Credits also will keep a record alive, complete and transparent during periods of mobility between the paid workforce and work in the home” (p.92). 

7.7 Contributory Pensions: Change in Qualifying Conditions
A mechanism should be introduced which would ensure that full-time carers availing of the Homemakers Scheme will not  be disadvantaged by changing qualifying conditions for retirement and contributory pensions which are due to come into effect in 2012 when 520 paid contributions will be needed to qualify for  a contributory pension (compared to 260 at present).

7.8 Long-term Funding Arrangements

The Mercer Report (2002) proposed a Long-term Care Benefit payment to carers and dealt in detail with how the necessary changes in such provision for carers should be funded. Its major proposal for a social insurance approach with universal provision which would provide for a single, integrated benefit payment for home care merits some further consideration.
CIB supports the general principle of introducing a Long-term Care Benefit (cash payment for care at home), based on the degree of care required. The introduction of the Long-term Care Benefit should be based on an assessment of need, as discussed above, and should in the longer term be developed as a new support package for care in the home.  


7.9 Costs of Disability 

Many people with disabilities have significant extra costs related to their disability. These costs vary according to the severity of a disability. Initial outlay on aids and appliances and the loss of paid employment places a considerable strain on people with disabilities and on family carers. Groups representing people with disabilities have long campaigned for the introduction of a Cost of Disability Allowance. This issue has been under examination for a number of years and there is a commitment in the Programme for Government to “publish a review of the Cost of Disability payment” (p. 56).  CIB believes that a long-term plan now needs to be put in place to introduce such a payment based on an overall Assessment of Need.
· A Costs of Disability Allowance, based on an Assessment of Need, should be introduced to cover extra transport, heating, health and assistance costs for people with significant disabilities and to thereby ease the situation of full-time carers.
7.10 Domiciliary Care Allowance 
Consideration should be given to replacing the Domiciliary Care Allowance with a Child Disability payment based on the assessment of need of children under the Disability Act.  This could involve the integration of the Incapacitated Child Tax credit so that, in effect, the Child Disability payment becomes a cost of disability allowance for children.  While the assessment of need does not currently include an assessment of income needs, it should be possible for the DSFA to build on the assessment and the subsequent statement of services to determine whether or not individuals incur extra costs because of their disability.

7.11 Carers in Paid Employment

The situation of carers who are in paid employment needs to be examined, particularly carers whose caring commitments only allow for part-time working.  Also, lengthy absences from the paid workforce because of caring can have serious implications for pension entitlements. Mechanisms for compensating such people for the loss of income that results from reduced hours of work need to be explored.

7.12 Other Supports for Carers


· The commitment in the Programme for Government that the National Fuel Scheme should be extended to all eligible carers should be implemented.

· Where a carer is entitled to a Free Travel Pass, the care recipient, e.g., a person with a Domiciliary Care Allowance or a person in receipt of Illness Benefit, should also be entitled to a pass;

· The Habitual Residence Condition should not apply in situations where a person returns to Ireland to provide full-time care for a relative and who would otherwise be entitled to a Carer’s Allowance.
8. Access to Education, Training and Employment

8.1 Education and Training for Carers

Apart from contributing to better quality care in the community, enhanced skills for carers would also contribute to health and social gain for carers.  

Carers, depending on the circumstances, may require a wide range of skills, including, in particular:  

· “hands-on” skills, for example, dressing and undressing and help with bathing;
· technical skills, where assistive technologies like hoists or other equipment are used by carers;
· management skills, to deal with the various health and social services and to generally juggle the competing demands of caring and other aspects of the carer’s life;
· skills required to cope with the caring situation and to deal with the emotional aspects.

Education and training for carers should include provision for:

· practical training for carers;
· stress management;
· personal development skills;
· health and well-being;
· how to access to health services;
· negotiation skills;
· access to life-long learning;
· return-to-work training for those who have finished caring;
· supports in re-entering the paid workforce.

Methods of delivery should include:


· supports to ensure that young carers can remain at school;

· the necessary respite services to enable carers to participate in training;

· availability within easy geographic reach;

· the use of TV and eLearning where appropriate;

· formal recognition of caring skills and experience and appropriate accreditation.

8.2 Re-integration into Paid Workforce

Particular attention needs to be given to people, mostly women, who have been outside the paid workforce for a long time, perhaps due to child rearing and caring responsibilities. Additional personal development and back-to-work courses may be needed in some parts of the country, as well as more targeted training in particular occupational skills, for such people. Work related training and return to work programmes with a specific focus on carers which would also help to maintain a link with the world of work for carers who are outside the paid workforce.


8.3 Carers in the Workforce: Work-Life Balance

Carers who are in the workforce also need supports and there is a need for greater consideration of carers’ needs in work-life balance provisions.  Most work-life balance provisions in the workplace have been developed with the needs of parents of younger children in mind.  While some of these may also be useful for carers, the requirements of the caring situation, for example, the unpredictability of demands, call for additional measures that are more tailored to the specific needs of carers.

Some carers may need to reduce their hours of working in order to be able to manage their caring responsibilities.  It is important that their employers afford carers the opportunity to do this and that income maintenance support is available to offset loss of employment-related income. 

Other carers may need to stop working entirely for a period of time from their paid jobs.  The Carers Leave provisions provide a statutory right to take time out and return to one’s job later, for carers who meet the requirements as regards employment and social insurance history.  However, there is a need for more flexibility in current provisions.  For example, some carers might prefer to opt for part-time working or to take their leave in more flexible ways than having to opt for fixed blocks of time.

· There is a need to carry out research to identify the specific work-life balance provisions that are needed to ensure that working arrangements are carer-friendly;

· The Carers Benefit should be reviewed with a view to making it more flexible and more  conducive to real life caring situations rather than having to take time off in blocks;

· Stronger links should be developed between Trade Unions, employer’s representative groups and carers support groups to facilitate a sharing of information and needs in this area of work-life balance for carers;
9. Supporting Home-Based Care 

The proposal to introduce a new system of paying for long stay care A Fair Deal on Long-Term Nursing Home Care includes a provision whereby a person may be refused any assistance with long stay care if that person could be maintained at home with appropriate supports.  In theory, this is fine but, in practice, there are no guarantees that the appropriate home support will be available.  This could result in older people being unable to get assistance either with home care or with long stay care.

This new system will involve an assessment of need but there do not seem to be any provisions to correlate this with the assessment of need provisions under the Disability Act 2005 even though many of the people concerned will become entitled to Disability Act assessments.  

A fundamental prerequisite to the implementation of A Fair Deal is a requirement for the development of a common assessment process to ensure a uniform approach to the assessment of need for long-term care.   

Where possible the funding of long-term care should favour home subvention care where adequate supports and services for carer and the care recipient are put in place and where this option is acceptable to both carer and care recipient. The scale of home subvention should relate to the needs of both care recipient and carer as identified in the Needs Assessment. 

The Fair Deal scheme must take full cognisance of the need to provide for:

· parity of financial support between long-term home-based care and long-term residential care.
· a right to home care;

· co-ordination with the provisions of the Disability Act;
10. Information

Access to information from statutory agencies on the supports available to carers is not always fully comprehensive or transparent. 

Carers report particular problems with lack of accessibility of information in the community care sector and there are also complaints about the lack of information given to carers when the person they care for is discharged home from hospital.  Another problem reported to CISs is the sometimes unhelpful attitude of officials as well as communication problems arising from high staff turnover.  


As stated in 6.7 above, the HSE should put in place mechanisms for dealing with carers in a responsive and customer-friendly manner. 

· Consideration should be given to appointing carer liaison personnel in each local area who would have responsibility for dealing with queries from carers
11. Additional Research

Provision should be made for:

(i) a study to quantify in monetary terms the contribution  of unpaid carers to the exchequer;

(ii) the actual cost to carers of providing full-time care over an extended period;

(iii) the development of a comprehensive national care needs and carers database.  
12. Overview

A key issue to be addressed in the National Carer’s Strategy is the need to promote through policy discourse and development a partnership approach which shares the caring responsibilities between the family and the State in an equitable and transparent manner. This would be in stark contrast to the present situation where frequently caring responsibilities are borne by one person in a family and where carers and their needs are often invisible in the workplace and in society generally.

Caring is an issue that cuts across all aspect of society and has relevance for all of the social partners –Government,  employers and Trade Unions as well as for  service providers, educational institutions, communities, neighbours and families.  The Strategy needs to promote and support a more 'carer-friendly' society generally.

The Strategy needs to make provision on a phased basis for a fair system of income support and support services across the life-cycle and across the wide spectrum of carers and their differing financial circumstances. In this regard, there is a   need for some ‘scenario’ analysis of caring situations to underpin the Strategy.


The deliberations on income supports need to take into account comparative schemes already in existence, such as the Domiciliary Care Allowance, the Respite Care Grant and the Early Child Care Supplement and explore how the universalist (non-means tested)  principle which underpins these schemes might be used to develop equitable income supports across the life-cycle for family carers. 

13. Main Recommendations

Needs Assessment

· The commitment in the Programme for Government to introduce a needs assessment for carers is welcome and this should become an integral part of the Strategy.  Carers should have the opportunity to participate in the process of determining their support needs.

· The HSE should give all people being cared for at home  a services support statement (akin to the service statement required for health and education services in the Independent Needs Assessment required under Part 2 of the Disability Act 2005) setting out the type of supports required and how they are to be delivered.

· The National Carer’s Strategy should contain targets and a plan for co-ordinating support services for carers. There should be a phased implementation plan based on agreed priorities

Home Care Packages

· Comprehensive home support care packages, based on an integrated approach to care planning for individuals in need and their carers, should include night-time support and week-end support.
 
· More personal support services for individual carers and families, including key workers, should be put in place.
Respite Care Services
· Opportunities for respite need to be substantially expanded as part of the National Carer’s Strategy to include a mix of both residential and in-home respite care. More provision also needs to be made for day 'respite' in the form of homecare that would enable carers to get out of the house, attend a course or engage in work.
 
· The HSE should enter into partnerships with private nursing homes and relevant voluntary organisations in this regard.
Quality Standards in Home-based Care Support Services 

· Quality standards for home and community care services should be developed as a matter of urgency by HIQA and adequate monitoring and enforcement mechanisms put in place.
Income Supports
· The various tax credits and allowances available to taxpaying carers should be rationalised with particular regard to income support measures and consideration of direct payments;
· The provision of an additional income support for carers (so called 'continual care payment') should be considered, as recommended in the 1998 Review of the Carer's Allowance, in the context of other supports, including the Carer’s Allowance and Carer’s Benefit, the Domiciliary Care Allowance and a Cost of Disability payment;

· CIB supports the general principle of introducing a Long-term Care Benefit (cash payment for care at home), based on the degree of care required. The introduction of the Long-term Care Benefit should be  developed as a new support package for care in the home;

· A Costs of Disability Allowance  should be introduced to cover extra transport, heating, health and assistance costs for people with significant disabilities and to thereby ease the situation of full-time carers;


· The means-testing for the Carer’s Allowance should be kept under continuous review in the context of both ensuring equity of access to income supports and dealing with the more complex area of recompensing carers for their role;

· Consideration should be given to replacing the Domiciliary Care Allowance with a Child Disability payment based on the assessment of need of children under the Disability Act.  This could involve the integration of the Incapacitated Child Tax credit so that, in effect, the Child Disability payment becomes a cost of disability allowance for children.  

· The use of tax  credits rather than ‘disregards’ should be applied to the Homemakers scheme;

Information, Advice and Advocacy

· Integrated information services run jointly by HSE, Citizens Information Services and other relevant statutory and voluntary bodies should be developed.

· All carers should have easy access to support to help them to navigate the services. Funding of voluntary/community organisations for this purpose should be developed and expanded;

· Consideration should be given by the HSE to appointing carer liaison personnel in local areas who would have responsibility for dealing with queries from carers.
Combining Caring and Paid Work outside the Home


· New legislative provisions should be made to allow for more flexible working arrangements so that people can combine caring in the home with part-time work outside the home.
· Employers should be encouraged through the Social Partnership process to contribute to the family care responsibilities of workers by adopting more flexible work policies.
Education and Training for Carers
· Education and training for carers should include provision for both practical training in relation to the caring role and support for re-entering the paid workforce with appropriate accreditation. New models of education/training should be developed.
Supporting Carers at Local Level
· More opportunities, for example, in the form of consultative forums, should be provided for carers to be involved in the process of policy making and service planning;

· The HSE Carer Co-ordinator role should be extended to streamline the services provided by both voluntary and statutory organisations at district as well as at area level;

· The possibility of establishing further dedicated Carer Help Lines should be explored;
Funding

· Additional resources will be required if carers are to be adequately and equitably supported. Increased funding and resources are required at a number of levels to meet the needs of family carers:
· stimulate innovative developments that offer choice and flexibility;
· cater for changing circumstances, e.g., health of carer, level of dependency of care recipient;
· provide a person-centred approach;
· training in carers’ needs assessment for frontline statutory agency personnel involved, both in the HSE and DSFA;

· Voluntary/community organisations providing essential support services should be funded to a level which ensures the highest quality of provision;

· The National Carer’s Strategy needs to be underpinned with the provision of additional resources to ensure that all of the agencies involved in its delivery can give greater priority to services for people with disabilities in their overall planning and budgeting.

Selected Case Examples

The CIS has had queries regarding the extension of the 2 years leave of absence from work to a further 2 years for people on Carers Benefit.  Some people on Carer's Benefit are finding that 2 years leave of absence is not enough so they are required then to apply for Carers Allowance. Looking after a dependent relative can extend into a long- term commitment (longer that the 2 years allowed).  It would be worth considering a longer exemption from work for those on Carers Benefit.

A client presented to our service enquiring about home help for his wife who suffers from severe heart disease and who had been very recently released from hospital. This couple are both aged 80 years and live alone without the benefit of home help or family. The man has been caring for his wife for several years but is unable to continue doing so without assistance. 
The CIC has come across this situation many times where older people in transition from hospital to home are falling through the care net. It would appear that the public health nurse was totally unaware of the needs of this couple.   

A CIS client lives in Scotland and has her home there - a mortgaged property.
Her father in Ireland is in need of full-time care and she has returned to 
Ireland to provide the care.  She applied for Carer's Allowance and in the process she declared rental income from her home in Scotland, which pays the mortgage.  DSFA Carer's Allowance section informed her that the capital value of her home would be taken into account in the means test for the Allowance. In other circumstances a person's own home is never assessed against them.


In this instance the client would receive little or no Carer's Allowance, even 
though her father satisfies the medical conditions for the Allowance and 
the client had no other means.


This client's home should not be assessed against her, and she intends to 
return home when her caring duties have ended.  This restriction 
will mean that she cannot afford to care for her father and the burden of 
caring will fall on the state at high cost.  

� Comhairle (2002), Supporting Carers


� EU Charter of Fundamental Rights


� A new HSE system of statutory independent needs assessment (INA) for people with disabilities commenced in June 2007 for those aged under 5 years and is due to be extended to all age groups by 2011 in line with the implementation of the statutory requirements of Part 2 of the Disability Act 2005. INA signposts the various services required by an individual across different statutory and non-statutory agencies


� In the UK, the Carers and Disabled Children Act 2000, gives carers aged 16 or over who provide a regular and substantial amount of care for someone aged 18 or over  the right to an assessment of their needs as a carer. The Carers (Equal Opportunities Act) 2004 places a duty on local authorities to ensure that all carers know that they are entitled to an assessment of their needs, and to consider a carer's outside interests - work, study or leisure - when carrying out an assessment.








�Carers Association (2008) Listening to Carers, Report on a Nation-wide Carer Consultation.





� Care Alliance Ireland (2007), Study on Family Carers Health: Interim Findings


� Joint Committee on Social and Family Affairs (2003), Report on the Position of Full-time Carers.
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