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Abstract

Welfare regimes in Europe and the western world are reorganising their concept and practice of respite care with often different rationale.

The concept of independent living in the UN Convention on the Rights of Persons with Disabilities raises new questions concerning ‘holidays,’ ‘respite’ and ‘short breaks.’ Canada and the US reveal different models of choice which may or may not be of use in Europe.

The provision of a legal basis to respite/break provision as a stand- alone service appears to be gaining ground with the simultaneous reduction of investment in institutional care in some countries. 

There is often more to be learned from the overall approach of countries and organisations, than in their practice, since the latter is often culturally or nationally specific. In this sense respite care models can be exported only with caution.

This paper is an extension of discussion on short breaks promoted by Inclusion Ireland. The views expressed are exclusively those of the author. 
Pauline@ralaheen.ie

Who has a right to short breaks?

An international perspective

Changes in the welfare state

Across the developed world, many states are planning and implementing changes to their welfare regimes to expand or restrict social service provision to take account of such factors as recession, ageing populations, declining birth rates and the desire to raise revenue for public budget deficits. In this respect, care work, paid and unpaid, is at the centre of an important global debate between large international 

organisations such as the European Union (EU), the Organisation for Economic Cooperation and Development  (OECD) the International Labour Organisation (ILO) and the International Organisation for Migration (IOM). Much of that discussion revolves around the costs of care in different environments, and the mobilisation and selection of particular groups –family members, professional care workers and migrant workers - to undertake care work.
Some countries in Europe have got caught in a paradox. On the one hand they have committed to increasing the paid employment rate of women by lifting barriers to women’s employment outside the home. The thinking here is to promote gender equality and equal opportunities between women and men on the European labour markets and to increase Europe’s employment rate overall to the level of  the United States. On the other hand, faced with an ever greater proportion of persons with disabilities, including the frail elderly population, they need to promote family cohesion so that everyone has the right to live out their lives close to their families or in their own homes. So in policy terms, the push to get women out to work engages in conflict with the pull to keep women at home.
Public perceptions of disability discrimination have altered in Europe. Some 27,000 Europeans were surveyed. In 2008, the majority view of 27 Member State Europeans polled was that discrimination on the grounds of disability was rare (49%); the majority in 2009 feel that it is widespread (53%), very widespread (3%) or fairly widespread (40%).

Data on short breaks requires interpretation. In Ireland, for example the number of people with intellectual disabilities who obtained planned respite breaks 2004-2008 increased by 20%. The number of people who received crisis respite breaks declined by 15% over the same period.

The demographic stream of thought

At European and international level, there is another stream flowing into this river of change. This stream is a Europe and Western world concern over long-term care in aging populations – the demographic question of fewer babies and less adult workers to care for the next generation of retired and older persons. The subject of who is caring, how is care organised and who is paying for it has been examined in the 2009 Austrian based study of 56 countries.
 A most interesting feature is their study of how institutional care consumes public funds at the same time as the rhetoric of home-based care beams out. In Canada for example 3.4% of people over 65 years are in institutional care which consumes 83% of the public expenditure on care. Could this be the case for Ireland too? 

The authors calculate that in

· Ireland, 40% of long term spending goes to home care and 60% to institutions (2007). 

· Austria the majority of long-term care spending goes to home care. 

· Ireland, long-term care consumes only 0.6% of Gross Domestic Product. 

· Austria, Belgium, Denmark, Canada, Iceland, Norway Sweden, Luxembourg and Italy, spend twice this proportion or more. 

A number of initiatives in the US under the Obama administration are coming to fruition. The US Department of Health and Human resources Office on Disability is putting $6 million into research over two years to promote comparative research on care for persons with disabilities including care models which work best.
 This is taking place under the American Recovery and Reinvestment Act of 2009. Separately, Vice President Biden has been authorised to proceed with a new 2010 Caregiver Initiative. The Lifespan Respite Care Act implementation is getting $2.5 million – a large increase. In Financial Year 2011, there will be an experiment with long-term voluntary care insurance, further support to Money Follows the Person Programmes, and increased funding to Ageing and Disability Resource Centres under the new Health Reform Legislation 2010. A number of these initiatives have been prompted by State wide alliances of not-for-profit programmes, providers and lobbies which culminated last year in the formation of the Middle Class Taskforce Caregiver Initiative. 

Care and breaks from care is a highly gendered question. 
A large scale US study on the relationship between parental employment and children with disabilities was published in the US in 2009. It specifically focussed on low income families in receipt of Supplemental Security Income (SSI). In a carefully planned questionnaire and cautious analysis, the authors found that the common sense presumption that parents with children with significant disabilities would alter their working arrangements to adapt to their caring role, did hold true, but not in every instance, when other factors such as the parent having a College Degree or a disability themselves, were brought to bear. The study found very low levels of non-family support being provided to the more than 600 families in the study and noted that parents parenting alone were at a particular disadvantage in having no other adult with whom they could share care work.

Table 1 below shows that there are changes in the proportion of older women of working age who take up paid employment full-time or are self employed; changes which are somewhat associated with support in their countries for formal or informal care. For women aged 60 to 64 years, the employment rate in Norway is 31% while in the UK – which supports informal caring – the equivalent employment rate of women is only 9 per cent- or three times less. There are other factors operating here of course, such as retirement ages, family size and cultural and social policies towards care work in a society.

Table 1 Employment Rates for women aged 45-64 years

	Total employment including dependent employment and self employment 2003 (%)



	Full time
	Part time



	
	45-49
	50-54
	55-59
	60-64
	45-49
	50-54
	55-59
	60-64

	Countries with extensive formal home care but only limited financial support  for informal care



	Sweden
	71.7
	70.0
	62.3
	37.1
	13.5
	13.7
	14.8
	16.4

	Norway
	59.9
	57.1
	46.9
	31.0
	21.5
	23.8
	25.2
	21.3

	Denmark
	67.5
	66.9
	57.1
	21.8
	15.2
	14.4
	13.8
	5.7

	Netherlands
	26.0
	21.6
	13.9
	3.9
	48.3
	41.1
	28.8
	11.0

	Countries with limited/average provision of formal home care but extensive financial support –informal



	Germany
	46.7
	42.7
	30.5
	6.8
	29.2
	26.8
	21.3
	8.2

	UK
	49.9
	45.9
	32.9
	9.1
	28.0
	27.4
	28.3
	18.2

	Austria
	55.8
	50.8
	26.5
	4.4
	21.5
	16.9
	8.8
	3.0

	Luxembourg
	33.9
	34.9
	18.2
	4.2
	20.4
	14.2
	9.2
	3.9

	Other countries



	N. Zealand
	55.1
	51.9
	41.9
	24.5
	25.0
	23.1
	23.2
	18.7

	U. States
	66.1
	63.3
	54.3
	33.8
	9.4
	8.7
	8.7
	9.9

	Canada
	61.1
	56.3
	40.6
	18.7
	16.3
	15.8
	15.8
	11.4

	Australia
	47.5
	40.4
	27.7
	12.4
	27.5
	25.7
	21.0
	14.6

	Ireland
	33.2
	28.3
	18.3
	9.3
	25.7
	24.0
	22.5
	14.8


Source: OECD (2005) Health Working Paper No.20, Jens Lundsgaard, extracted from Table 3, page 35. 

The UN Convention

The United Nations Convention on the Rights of Persons with Disabilities has been ratified mainly by countries in the developing world. Just 14 – or half- of the Member States of the European Union have ratified the Convention (see Appendix 1).Many ratifications have been done so with Reservations attached to particular clauses or the meanings attached to them. Some of the reservations concern exemptions for military services, exemptions for immigrants or exemptions on the meaning of consent. Under the UN procedures, other countries have objected to certain Reservations on the grounds that they are too fundamental in scope to be a reservation.
The Preamble to the Convention includes a reference to families.
 
…Convinced that the family is the natural and fundamental group unit of society and is entitled to protection by society and the State, and that persons with disabilities and their family members should receive the necessary protection and assistance to enable families to contribute towards the full and equal enjoyment of the rights of persons with disabilities. 
Later in the Convention a clause on respect for home and the family is to be found in Article 23. Its section (3) states:

States Parties shall ensure that children with disabilities have equal rights with respect to family life. With a view to realizing these rights and to prevent concealment, abandonment, neglect and segregation of children with disabilities, States Parties shall undertake to provide early and comprehensive information, services and support to children with disabilities and their families.
While there are no enforceable sanctions for breaches of the Convention it carries a strong moral authority and is becoming the standard for comparable assessment of human rights. This is the view of the European Court of Human Rights which cited the Convention as a standard in the recent case of Glor v Switzerland. Switzerland has not ratified the Convention.
 Meanwhile the Spanish EU Presidency has asked all Member States to ratify the Convention and is proposing a Code of Conduct to allow the Convention to enter into force in the European Union.
  This will be further advanced following an informal meeting of Member State Ministers responsible for disability under the Spanish Presidency in Zaragoza on May 19th. However the Council is likely to concentrate on areas of EU competency such as employment rather than family status, informal care and social inclusion. In somewhat of a contrast, the European Commission has invested in research and co-ordination in relation to the status of people with disabilities outside the workforce and especially to those who face significant difficulties and challenges in their lives.

What Europeans want
In relation to care of the elderly, a very large scale European study has tested public opinion across Europe (27 countries) on family breaks for carers of elderly persons in 2007. Asked whether, from time to time, the state should pay for professional carers to take over from family carers so that family carers can take a break, an overwhelming (average) 91 % of respondents agreed. Men, young people and students were among those more likely to disagree, albeit slightly. The 91% average hides some important differences illustrated in Table 2 below. In countries like Finland and Sweden there is an overwhelming majority in favour of short breaks for carers. In Romania or Italy 15 to 19 per cent of respondents did not agree with professional carers being paid to support short breaks.
The following table shows some of the differences in opinion.

Table 2
The state should pay for professional carers taking over from family 
carers/ taking a break 2007*
	Country

	Agree (%)
	Disagree (%)

	EU 27 
	91
	6

	Bulgaria
	85
	8

	Italy
	85
	11

	Romania
	81
	10

	Finland
	97
	3

	Sweden
	96
	3

	Cyprus
	96
	2

	Ireland
	95
	2

	UK
	95
	3


Source: Extracted from Eurobarometer No. 283, Health and Long Term Care
 in the European Union, 2007, responses to question A8.7.
* Note: Percentages do not add up to an exact 100.

Respite – the legislative road

In the European Union, the European Community has adopted 48 different Regulations and Directives related to disability, each of which is a legal instrument. An examination of these Regulations and Directives reveals that none relate to respite care or breaks for carers.
 However there are occasional, non-binding communications emanating from Europe such as conclusions adopted by the Council of Ministers in 2009, which states:

A significant part of social care is provided within informal settings. The conditions for quality informal care could be supported through adequate training, guidance and support to informal carers, if needed.

In a number of countries specific respite laws have been passed conferring some rights on families and households to respite care. The actual implementation appears to be either not investigated or unevenly provided. This approach places respite care or breaks in caring as a stand-alone phenomena detached from other services and transparently visible as a service of its own.
In Finland, as far back as 1987, their Services and Assistance for the Disabled Act was based on independent living. Only 10 per cent of those with intellectual disabilities, for example, live in communal institutions. Half live with families and 40% are in community based housing. The Finnish Act on Family Caregiving, 2006 provides for three days respite per month in law and 36 days per year for carers offering continuous care. However, the individual care plans envisaged by the Act have not apparently worked out so well due to lack of investment.

In Sweden, a 1994 Act concerning Support and Service for Persons with Certain Functional Impairments

provides for supports to independent living or living more independently consumes 80% of the disability budget. Some 57% of people with intellectual disability live in community group homes and 23% live on their own. The Act identifies nine key and free entitlements:
No 4 Personal contact for recreational activities and advice

No 5 Relief Service in the home

No 6 Short stay away from home

As in Finland, there have been some difficulties reported when local municipalities do not have enough revenue to spend on personal services.

In Australia a National Respite for Carers Programme has been implemented (NRCP) under which local agencies provide advice, support, replacement services or residential respite care, including in some states, a data base of domestic help services, nursing homes and walk-in shop fronts for information.

Legislation is underpinning much of this development on a regional basis. The Western Australia Carers Recognition Act, 2005, Northern Territories Carers recognition Act, 2006  provide a statutory recognition of carers’ contribution to the society, provide for the formation of Carer Advisory Councils, and oblige public bodies to account of carers as partners in provision. They do not confer on the carer any particular right to a break. Other innovations have been more attention given to mental health respite programme.
In the UK ,The Carers (Equal Opportunities) Act 2004 applies to England and Wales and amended earlier legislation to place duties on local authorities to assess carer’s needs, inform them of their right to an assessment, even where they have not asked for one, and to engage with carers. These duties may increase in relation to short breaks when ring-fenced child funding for carers expires in 2011. It is estimated that short breaks for children costs UK£6,635 per child a year to provide.

Germany is complicated as its unique Long-Term Care Insurance Act 1995. While the goal for people with disabilities is a self determined life, there is actually heavy reliance on the family as caregivers and developments of personal budgets to provide people with disabilities self-directed services. Caregivers in the home can register as caregivers and become entitled to training, skills up dates, home visits and contributions to a state pension (reduced working hours and increased caregiving) and four weeks holidays (respite) a year. What Germany appears to be doing is to encourage low income mothers and women to take on the caring services which, in the case of the frail elderly, the states (Länder) have difficulty providing, despite the fact that all employees are paying into compulsory long-term care insurances since 1996. 
 The OECD has commented negatively on these arrangements on the grounds that they incentivise women to stay at home as carers while admitting that older women  in their late fifties and sixties, on low incomes, entering or staying in the labour market will earn only minimal wages. An OECD working paper remarks:
A particular concern is the adverse incentives for labour supply that can arise from programmes where persons needing care are given cash which they pass on to informal care givers – in practice without it being reported to tax and benefit authorities. Indeed where the person needing care and informal care giver are living in the same household, a cash allowance for care naturally enters the common household budget.

In Denmark, the municipality must provide breaks to carers under the Consolidation Act on Social Services, 2007. The breaks can be at home, residential care or sitting services but residential care can be difficult to obtain.
 

The question of choice
Non-governmental organisations and families play a major part in delivering Canada’s respite care programmes. Each programme varies by Province or Territory and by whether the programme is being delivered to First People or War Veterans. Many programmes are private and have to be paid for which can problematic for low income families. There is a Minister of State for Families and Caregivers created in 2004 to deliver supports across provinces and territories to care givers to older people and people with disabilities. This is to a backdrop of a National Caregiver Agenda (2006). A key goal of the latter is for the public authorities to recognise respite from caregiving responsibilities – a goal yet to be achieved.
The adoption of the Lifespan Respite Care Act of 2006 by the US Congress marked the culmination of a huge lobbying and campaigning effort by hundreds of organisations across the US. Many of these were led by the 100 organisations making up the National Respite Coalition Taskforce and which was in turn supported by hundreds more from the ARCH National Respite Coalition. The passage of the Act gives respite care a statutory basis and separates it out as a distinct and special service in its own right. It recognises family caregivers in public policy and allows Congress to allocate specific funds to respite care. $53 million was set aside for 2009 and $71 million for 2010.

State of New Jersey Statewide Respite Care Program
The New Jersey respite programme is a stand-alone programme that is not an add-on to another service. A part of its funding comes from taxes on gambling in its famous Casinos, a part comes from the Tobacco industry. It is part of community services as opposed to hospital or residential services. Like the State of Oregon, it stresses the options that must be flexible to the needs of family caregivers.

 It suggests eight options or choices and it is this diversity which has attracted considerable attention to the programme.

· Companion service of an adult on an hourly basis in the service user’s own home. Companions were in some instances paid, others were volunteers

· Caregiver directed option- funds are provided to caregiver to purchase what is required

· Homemaker who comes hourly or overnight and works as a personal assistant

· Out of home care in a day centre or social or health programme –social day care or medical day care

· Private nursing by qualified nurses

· Adult family care by placement in the home of a trained, approved individual or family

· Short term care in a residential facility such as a nursing home or hospital

· Attendance at an accredited summer camp facility

 An early review of the New Jersey Programme found that the most popular option was the hourly paid support in the home and, at the other extreme; the second most popular option was a nursing home.
 New Jersey offers a large number of local ‘point of contact’ access to the programme across the State. Its respite services come under the New Jersey Department of Health and Senior Services.

Conclusions

· There is now a global trend for  respite/short breaks services  to be placed on a statutory basis, some of which recognise the carers and some of which go further and provide some entitlement to be assessed or provided with a break,
· Respite/short breaks as a stand-alone service relatively autonomous from other service provisions appears to be an emergent trend, and, it may be argued is a goal in the UN Convention, 

· The variable structures of welfare regimes provide the backdrop to the differing patterns of provision in Europe and North America,
· The concept of choice of provision can be stimulated and formed, 
· The gap between discourse and actuality can be quite wide and startling with a choice-based narrative accompanied by institutional construction,
· The gendered nature of care is such that policies can compete for the remunerated and non remunerated time of women caregivers.
Appendix 1
Ratifications of UN Convention on Rights of Person with Disabilities

April 2010

Algeria 

- 4 December 2009

Argentina 

- 2 September 2008

Australia 

- 17 July 2008

Austria 

- 26 September 2008

Azerbaijan 
- 28 January 2009

Bangladesh 
- 30 November 2007

Belgium 

- 2 July 2009

Bolivia 

- 16 November 2009

Bosnia and Herzegovina - 12 March 2010

Brazil - 

-1 August 2008

Burkina Faso 
- 23 July 2009

Canada 

- 11 March 2010

Chile 

- 29 July 2008

China 

- 1 August 2008

Cook Islands
 - 8 May 2009

Costa Rica
 
- 1 October 2008

Croatia

 - 15 August 2007

Cuba

 - 6 September 2007

Czech Republic 
- 28 September 2009

Denmark

 - 24 July 2009

Dominican Republic - 18 August 2009

Ecuador 

- 3 April 2008

Egypt 

- 14 April 2008

El Salvador 
- 14 December 2007

France

 - 18 February 2010

Gabon 

- 1 October 2007

Germany
 
- 24 February 2009

Guatemala 
- 7 April 2009

Guinea 

- 8 February 2008

Haiti 

- 23 July 2009

Honduras

 - 14 April 2008

Hungary
 
- 20 July 2007

India 

- 1 October 2007

Iran 

- 23 October 2009

Italy

 - 15 May 2009

Jamaica 

- 30 March 2007

Jordan
 
- 31 March 2008

Kenya 

- 19 May 2008

Laos

 - 25 September 2009

Latvia 

- 1 March 2010

Lesotho
 
- 2 December 2008

Malawai 

- 27 August 2009

Maldives

 - 5 April 2010

Mali

 - 7 April 2008

Mauritius 

- 8 January 2010 
Mexico 

- 17 December 2007

Mongolia 

- 13 May 2009

Montenegro
 - 02 November 2009

Morocco 

- 8 April 2009

Namibia 

- 4 December 2007

New Zealand
 - 25 September 2008 

Nicaragua

 - 7 December 2007

Niger 

- 24 June 2008

Oman 

- 6 January 2009

Panama 

- 7 August 2007

Paraguay 

- 3 September 2008

Peru 

- 30 January 2008

Philippines 
 - 15 April 2008

Portugal 

- 23 September 2009

Qatar

 - 13 May 2008

Republic of Korea - 11 December 2008

Rwanda

 - 15 December 2008

San Marino 
 - 22 February 2008

Saudi Arabia 
- 24 June 2008

Serbia

 - 31 July 2009

Seychelles 

- 2 October 2009

Slovenia 

- 24 April 2008

South Africa
 - 30 November 2007

Spain

 - 3 December 2007

Sudan 

- 24 April 2009

Sweden 

- 15 December 2008

Syrian Arab Republic - 10 July 2009

Thailand

 - 29 July 2008

Tunisia 

- 2 April 2008

Turkmenistan
 - 4 September 2008

Turkey 

- 28 September 2009

Uganda 

- 25 September 2008

Ukraine                   - 4 February 2010

United Kingdom of Great Britain and Northern Ireland
- 8 June 2009

United Republic of Tanzania - 


                           -10 November 2009 

Uruguay 

- 11 February 2009 

Vanuatu

 - 23 October 2008

Yemen

 - 26 March 2009

Zambia 

 - 1 February 2010

Appendix 2 Press Release

Department of Social and Family Affairs, Ireland
55,000 Carers to receive Respite Care Grant 2009

Over €110million being spent to provide respite for Carers – Hanafin

Some 55,000 Carers are due to receive the Respite Care Grant this week. This grant of €1,700 is available to all carers providing fulltime care and attention to an older person or a person with disability, regardless of their means or social insurance contributions.

Mary Hanafin TD, Minister for Social and Family Affairs said that:
“this payment helps Carers to get respite care for their loved one or can be used to take them on a break. This payment is made in the first week of June each year, since it was introduced by the Government in 1999. It can be used in whatever way the Carer wants and so gives them great flexibility. 

The Government is fully committed to supporting carers and we maintained income supports for all carers in the recent Budget. A break from caring is one of the greatest needs identified by family carers. The Respite Care Grant provides a significant contribution to enable carers to get a much deserved break which can benefit them as well as their family members.”

Minister Hanafin continued “this year the grant will benefit almost 55,000 carers. More than 48,200 people in receipt of the Carer's Allowance and Carer's Benefit schemes will receive the Grant along with approximately 6,500 additional full-time carers who are not in receipt of one of these payments. The estimated cost of the scheme in 2009 is over €112.2 million.” 

Carers who are providing full-time care for more than one person may be entitled to €1,700 in respect of each person that they are caring for. For example, a person giving full-time care to two people

with disabilities will be entitled to €3,400.

Press Release 02/06/09 Department of Social and Family Affairs

Minister Hanafin said the Government is acutely aware of the sacrifices made by carers and has sought to make many improvements in services and supports for carers. “Over the past decade, weekly payment rates to carers have greatly  increased, qualifying conditions for Carer’s Allowance have significantly eased, coverage of the scheme has been extended and new schemes such as half-rate Carer’s Allowance and Carer’s Benefit have been introduced and extended. The combined expenditure on Carer’s Allowance, Carer’s Benefit and the Respite Care Grant is expected to be in the region of €650 million in 2009.”

Editors Note:

The annual Respite Care Grant was first introduced in June 1999 at the rate of €254 in recognition of the importance of respite to carers. It has been increased each year since then, rising to the current rate of €1,700. In 2005, the Respite Care Grant was improved in a number of ways:

· It was extended to all full time Carers, regardless of means [or social insurance contribution record] but subject to certain other conditions and

· The grant could now be paid in respect of each care recipient to recognise the particular challenges which are faced by carers who are caring for more than one person.

Further information on the Respite Care Grant is available:

· from Respite Care Grant Section, Department of Social and Family - Affairs, Landen House, Townsend Street, Dublin 2,· at - www.welfare.ie,  from all Social Welfare Offices and-  at LoCall 1890 66 22 44 (from the Republic of Ireland only) 9.30 a.m.- to 5.00 p.m. Monday To Friday.

Appendix 3

Respite Services Physical and Sensory Disability Data Base

Services Used (excludes waiting lists) Ireland  2008

	Service


	Numbers
	% of 27,303 persons

	Planned respite


	
	

	Residential with high support
	664
	2.4

	Residential with low support
	472
	1.7

	Home-based respite
	149
	0.5

	Residential summer camps
	193
	0.7

	Day summer camps
	625
	2.3

	Breakaway and befriending schemes
	253
	0.9

	Holiday respite placement
	989
	3.6

	Emergency respite


	
	

	Residential high support
	161
	0.6

	Residential low support
	96
	0.4

	Emergency home-based
	74
	0.3

	
	
	


Source: Health Research Board (2009) National Physical and Sensory Disability Data Base 2008,
 Table 18, page 46.
� European Commission (2009) Discrimination in the EU in 2009 Special Eurobaromer 317 Report, Luxembourg. p.78.
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� Center of Excellence in Research on Disability Services at Mathematica Policy Research Inc.
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� Public Law 109-442 Dec. 21, 2006 109th Congress
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