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Executive Summary

The National Disability Authority commissioned this review of literature on women and disability in order to explore where gender issues and disability issues intersect - where the issues for disabled women are significantly different because of their gender or the issues for women are significantly different because of their disability. The purpose of the research was to synthesise and summarise the state of knowledge in this area both in Ireland and internationally. 

Women with disabilities have historically been neglected by the literature in the field of disability and by feminist scholars, as well as by the disability and women's movements. Research often assumes the experience of disabled men to be representative of the disabled experience in general and consequently the majority of research on people with disabilities has not included a gender perspective. There has been a dearth of research-based information about the social, economic, and psychological circumstances of women with disabilities along with theoretical analysis providing a framework to understand and interpret their lives and experiences.

The following topics were considered in the review:

· the developing 'visibility' of disability, women and gender as a topic in the theoretical and research literature; 

· social welfare status of women with disabilities; 

· women, disability and poverty; 

· the labour market attachment of women with disabilities, exploring their participation in the labour force, income levels, work facilitation and assistance and how this impacts on their experience as women with disabilities; 

· issues for disabled women around personal assistance, examining economic and social issues associated with care and how these affect women's experience of disability; 

· the relationship between disability and sexuality and reproductive freedoms and how this impacts on women's gender and disability identity and their human rights; 

· communication difficulties of women with disabilities.

The review does not consider the issue of violence against disabled women, access to general health services, or power and representation as the NDA has commissioned separate research where the literature is reviewed in these areas.
The review focussed on gathering research-based literature that involved both qualitative and quantitative data equally on the situation of women with disabilities; incorporated a range of perspectives; searched for literature with cultural/economic comparable contexts to Ireland; and covered a timeframe of 1995 - 2004 inclusive. 

The key empirical findings are presented first, followed by key policy findings for each thematic heading:
Personal Assistance and Care Issues

Key Empirical Research Findings

· Recent literature has re-examined the concept of care, focusing attention on the needs of women as care-receivers and care-providers, and on the nature of caring, whose definition is being expanded to encompass emotional and relationship aspects as much as physical tasks. A need to incorporate disabled women as carers into debates and analysis on care was highlighted. In the UK, it has been found that there has been a failure to respond to the personal assistance needs of women in relation to their roles as carers within the household, and in providing help outside the home; 

· The situation of disabled women demonstrates that the caring role is not synonymous with the caring function. Disabled women may require practical and technological assistance and support from others when carrying out caring tasks, including formal services input; 

· In the UK and Northern Ireland disabled women have reported that the way that social service departments have allocated their resources and delivered their services has created a need to rely on family members, including children. In Ireland too, it has been recognised that additional funding for community-based services such as personal assistants, care attendants and home help is required in order to help reduce the need for children and young people to provide care on an everyday basis; 

· In Northern Ireland, the complexities of care within families and over-protection were issues raised in a qualitative study in relation to disabled women's need for personal support and also in relation to women's control over their own income. Partners of disabled women being perceived as carers has had a negative impact on relationships. A lack of support and/or information for partners of disabled people was highlighted. This lack of support means that partners must assume a caring role; 

· The value of someone carrying out the caring role in both quantitative and qualitative terms to both service provider and service user is rarely recognised. There is a danger that disabled women may be drawn into undervaluing their caring role and responsibility if they cannot undertake all the tasks without assistance. Qualitative research in the UK has found that disabled women have denied themselves the practical help they needed so as not to make themselves vulnerable to the charge of not coping.

Key Policy Findings

· Public policy on care is of huge importance for individual women and men and serves to either alleviate or intensify gender inequalities, irrespective of whether the work is paid or not; 

· A critique of care policies has emphasised the interests of the care recipient as well as the care provider in relation to: choice/quality and rights/obligation; gender equity; putting policies in place that recognise and value care; the demand for and supply of paid and unpaid labour; and the tendency to frame care policies in terms of the costs of alternative ways (in view of the fact that family members may no longer be available) of providing it through the public budget; 

· Systems of care create and maintain gendered inequalities in opportunities and income across the life course, in relation to pay and pensions, and in terms of their effects on women's choices about participation in the labour market and economy more generally. Whether policies provide income, time or services, they are affecting the demand for and supply of care and labour; 

· Women's unpaid work of looking after disabled and older family members has made living in the community possible rather than in residential care; 

· When making cash payments, welfare states make a payment either to the care-giver or to the care-receiver. Time as distinct from money and services is under-developed as a policy response in Europe; 

· If a payment is made to the care-giver, they are likely to see themselves as the one person mainly responsible for the well-being of the care recipient. Furthermore, the most likely outcome of such a measure is to encourage the provision of care in an informal or private setting. Payments for the providers of care tend to be negative for gender equity also as they are rarely generous enough to attract men and therefore tend to confirm women as the most appropriate care providers; 

· Making the payment to the person requiring care may improve the degree of choice available to the care receiver (in that she/he can choose the preferred form of care) and also reduces the public costs of care; 

· Features of 'high quality' care identified from the care receiver perspective were the calibre of the services and/or income compensation; choice of carer and care locus, especially to allow people to remain in their own homes; satisfaction of emotional needs; and understanding that care is embedded in a relationship; 

· Features of 'high quality' care identified from the perspective of the care provider included: an emphasis on the emotional over the physical tasks; the moral value of the work rather than its technical quality; support and recognition; choice for the potential provider about whether to get involved in providing care; 'conditions of work' including payment, hours, support structures and matters of security; 

· Models of good practice exist in relation to personal assistance, e.g. Swedish legislation. Good practice features of this system include choice in selecting a care provider; adequate funding for all the personal assistance costs involved; training/education for assistants; assessment of needs based on a person's total life situation; rights given to relatives to be assistants and provision of short-term stay and relief services; 

· Some of the best-quality programmes are those that have directly involved users and workers in the design and the setting of indicators, performance targets and development of good practice at local level. The introduction of mechanisms for involving users in the development and monitoring of quality is a challenge for the social public services; 

· For mental health service users, a safe and supportive environment, opportunities to talk with workers and other women using the services, promotion of self-esteem, alternatives to medical treatments and support with childcare were highlighted as valued aspects of service provision.

Poverty and Social Welfare

Key Empirical Research Findings

· Research has shown a clear link between women with disabilities and poverty. Disabled women who are poor in Ireland are most often poor because of their dependence on low levels of disability-related welfare. They are also more likely to be in receipt of short-term disability related payments than men; 

· The literature recognises that someone who is socially excluded is at a greater risk of becoming disabled, and someone who becomes disabled is at a greater risk of becoming socially excluded; 

· The impact of becoming disabled in adulthood on household income, earnings, and expenses has been investigated. Changes occur because an individual ceases employment or changes job, because other household members increase or decrease their hours of paid work to adjust to the new situation, or because benefit entitlement changes; 

· It has been recognised that the responsibility for income support rests with government and there has been an over-emphasis on family/community as supporting structures; 

· Disabled women with intellectual disabilities have been found to be a particularly vulnerable group and services to provide for them in Ireland have been found to be under-resourced; 

· Poverty has been found to be associated with mental illness. Gender-based differences exist in diagnoses of mental health problems with women more likely to experience anxiety and depression. Depression has also been found to be one of the most frequently mentioned secondary conditions among women with disabilities; 

· Costs in relation to personal assistance were found to be the biggest single cost for disabled people who participated in UK research. Substantial additional costs have also been found as a consequence of being both disabled and having parental responsibilities; the benefits system was not sensitive to the needs of disabled parents; 

· Research in the UK and Canada has demonstrated gender differences in eligibility decisions for insurance-based payments relating to type of disability and in particular to mental health disabilities. Women with chronic fatigue syndrome and depression may have increased difficulties in qualifying for a disability pension, due to the stigma and the 'ill-defined' nature of some of these conditions. Disabled women have been excluded from insurance-based benefits because of their work patterns and caring responsibilities; 

· In the UK, Canada and elsewhere the replacement rates of benefits are considered to be too low. The earnings-related nature of disability insurance in the Netherlands means that they have better replacement rates.

Key Policy Findings

· The lack of an independent source of income for disabled women has been highlighted. In the Irish context, the onset of disability for women who are married/co-habiting has consequences in terms of exclusion from income supports, loss of benefits and the negative effects of means-testing. Eligibility for a medical card is considered to be crucial in meeting the costs of disability; 

· It was recognised that those who acquire a disability early in life and women who have been out of the labour force due to caring responsibilities or who have interrupted work patterns are less likely to have built up entitlement to contributory payments and are thus more likely to depend on means-tested payments; 

· Research in the UK has indicated that many spouses who take on caring responsibilities of less than 35 hours per week when their partner becomes disabled also leave employment. Therefore, it was considered that including 'part-time' caring within the scope of benefits designed to compensate for lost earnings of carers may be appropriate; 

· The carer's allowance has been considered to be only effective for carers who are on low incomes, many of whom are already in receipt of social welfare payments. Furthermore, its uptake is limited by the means-tested nature of the allowance, based on household (usually spouse's) income, which acts as a major barrier to women's eligibility for the allowance; 

· A change in homemakers 'disregards' into homemakers 'credits' to enable women to qualify for Old Age Contributory Pensions has been recommended; 

· The need to develop indicators including intra-household resource allocation, decision making and resource management within households have been identified for inclusion in the EU Survey on Income and Living Conditions (SILC).

Labour Market Attachment

Key Empirical Findings

· The literature demonstrates that priority should be given to issues relating to the socio-economic position and security of women with disabilities, irrespective of whether this position is based on employment or on social benefits. In the Irish context, many disabled women describe themselves as looking after a home or family and are therefore less likely to acquire entitlement to an independent income through the social welfare system; 

· The instability and disadvantaged position of women with disabilities on the labour market and evidence of gender and disability-based discrimination have been documented in various countries; 

· Disadvantage in terms of disabled women's exclusion from mainstream paid employment, segregation into specific sectors, i.e., stereotypical female occupations including routine clerical and personal service work, and concentration in low-paid, part-time jobs is reflected in the employment situation of disabled women; 

· Research in the UK has shown that women with disabilities were over-represented in increasing numbers working from home, which can reinforce their invisibility or social exclusion; 

· Australian research has shown that women with disabilities are less likely to seek to use employment services and less likely to be referred to rehabilitation services or enter labour market programmes; 

· It was considered that while women and men with disabilities are generally affected by the same barriers to employment, they are not always affected to the same degree or in the same way. Disabled women's caring responsibilities, and the time and energy spent on household tasks combined with insufficient supports affects their labour market participation. Assumptions that women with disabilities are being taken care of by somebody else and therefore don't really need to work continue to persist; 

· UK research has shown that mothers of disabled children are much less likely to be in paid work, and to experience restrictions on their ability to increase their incomes through paid work due to the lack of suitable childcare; 

· Irish research has shown differential employment rates depending on type of disability, with those with sensory disabilities having the highest employment rate while those with mental health difficulties have a very low employment rate; 

· Disclosure of mental health problems to employers was seen as the main obstacle to employment in a small qualitative study in the west of Ireland; 

· In relation to onset of disability, research in the UK demonstrated that the factors associated with leaving employment generally were also relevant to disabled people (lack of educational qualifications, short job tenure, and poor employment protection). Risk factors specific to the onset of disability included increased risk of leaving employment for those with mental health problems, those aged 45 or over and for those in regions where there was low labour demand; 

· The effectiveness of supported employment has been demonstrated in a number of countries.

Key Policy Findings

· There is insufficient policy development in relation to personal assistance supports in both the education and work environments; 

· A significant disincentive for women with disabilities in taking up employment is the potential loss of the medical card, which is a means-tested support; 

· In Ireland, gaps in relation to social welfare employment supports have been identified. The fact that there is no provision for partial (in)capacity for work is particularly problematic for women with disabilities given their caring and family responsibilities. The option for women of moving in and out of the workforce, full or part-time, and earning income while continuing to receive disability-related payments has been recommended. In addition, the lack of a meaningful assessment of employment potential, the low level of active engagement with those with employment potential and the lack of follow-up on completion or cessation of employment have been highlighted; 

· It has been recommended that 'disadvantage' in the labour market rather than 'incapacity' be used, i.e. one should be able to retain a disadvantaged status, be in paid work and continue to receive welfare benefits; 

· In the UK, it has been recognised that benefits and employment supports in terms of eligibility need to reflect the non-continuous nature of some disabilities; 

· The important role that personal advisers/job brokers play has been recognised; 

· In the UK context, analysis has identified an over-emphasis on employability or making individual disabled people more 'attractive' to potential employers, rather than on making the workplace more accessible and supportive of disabled employees.

Sexuality, Reproductive Freedoms and Motherhood

Key Empirical Findings

· Research carried out in a number of countries has demonstrated that negative attitudes and stereotypes of disabled women as asexual and dependent have resulted in barriers to accessing sexual and reproductive services; 

· Women with disabilities have indicated that they need more information and resources to help them understand and resolve issues relating to their sexuality. Research in the US showed that disabled women mainly received their information on sexuality from other disabled women and counsellors; 

· Psycho-social factors such as self-esteem, self-image, social status and psychological factors have had a substantial influence on research participants' sexual activity and sexual functioning, not on physical functioning; 

· In the Irish context, sex education and knowledge of concepts related to sexual intercourse and intimate relationships were found to be poorer for younger people with disabilities; 

· Negative attitudes and stereotypes held by service providers and family members can constrain disabled women's reproductive freedoms and rights through the withholding of information, misdiagnosis, coercive contraceptive practices, inadequate and factually incorrect sexual and reproductive health information and lack of access to sexual and reproductive health services; 

· Research in the US, Canada and Ireland has demonstrated that there is a lack of adaptive equipment to support the sexual and reproductive health needs of disabled women.

Key Policy Findings

· In Ireland any changes to the existing Relationship and Sex Education (RSE) programme should take into account the particular sexual and reproductive issues for young girls and women with disabilities. A sex education programme, where there is active participation by the students themselves so that their concerns may be defined, is the preferred model. Early intervention in relation to sex education for girls with learning disabilities was recommended; 

· Provision of disability awareness training is required for both health and social-work professionals with specific emphasis on the issues faced by women with disabilities; 

· Parents of disabled girls need training and education so that they can support their daughters' understandings of their sexuality; 

· The existing content of personal assistance training in Ireland should be adapted to include sexuality; 

· Information on sexuality and sexual and reproductive health should be provided in a sensitive and comprehensible fashion in accessible formats (print, Braille, audiotape); 

· Research has pointed to the need for a specialist midwife to provide pre-natal and post-natal support for disabled women; 

· Research in the UK and Canada has highlighted the need for increased support for disabled parents including accommodation support, parenting supports and commercially available adaptive equipment.

Communication Barriers
Key Empirical Findings

· Women with disabilities risk being marginalised by negative attitudes and a lack of disability awareness among health professionals when communicating in healthcare settings; 

· UK research has shown that many women with disabilities have been hindered in communication by the unsuitability of health information dissemination and a lack of alternative means of communicating information; 

· Research in the UK and Ireland has shown that additional linguistic barriers for disabled women from different ethnic groups coupled with a lack of support from social and health services can lead to isolation; 

· Communication for women with disabilities has been shown to be severely impeded by the non-availability of interpreters in social, health and employment settings. Ireland currently has 15 qualified sign-language interpreters available to 4,000 Irish Sign Language users; 

· Assistive technology has significantly enabled women with disabilities to communicate in employment and in their wider social network.
Key Policy Findings

· A need for increased disability-awareness training for health, employment, education and social work professionals with specific emphasis on the communication issues faced by women with disabilities has been identified; 

· The importance of alternative forms of communicating information (e.g. Braille and Typetalk), in models that are comprehensible and accessible to all women with disabilities, and an increase in the availability of qualified sign language interpreters was emphasised; 

· The need for increased funding for, and availability of, adaptive equipment and assistive technology to support communication for women with disabilities were highlighted; 

· Specific recognition of, and provision for, the additional cultural and language communication barriers encountered by disabled women from different minority ethnic groups needs to take place.

Research Gaps

The following gaps relating to the specific themes investigated in the review emerged as priority areas for future research resource allocation:

Personal Assistance and Care

· Exploration of disabled women as care givers and the care supports available to them; 

· Analysis of existing strategies that are working towards independent living, particularly in relation to women with disabilities; 

· Personal assistance needs specific to disabled women within an independent living framework, taking into account such factors as roles of family members, and disabled women's caring roles and responsibilities; 

· Exploration of 'cash for care' systems in relation to public responsibility for costs of care, and policy implications for both care-receiver and care-giver; 

· Exploration of parenting experiences of disabled women including women who are parenting alone; 

· Exploration of gender-based differences in access to and receipt of care and assistance related services.

Poverty and Social Welfare

· Quantitative and qualitative research on the gender specific additional costs of disability, income and care needs of women with disabilities living in poverty and current measurements of poverty; 

· Gender specific costs of disability relating to women's roles and responsibilities as care providers and care receivers; 

· Numbers of women in receipt of disability related payments, length of time on such payments, reasons why there are more women on short-term allowances than men and adequacy of these payments as income supports; 

· The impact on living standards and on the household situation following onset of a serious health problem or impairment taking into account women's caring responsibilities and social welfare circumstances; 

· Gender specific costs of disability and the specific needs and situations of older women with disabilities; 

· Disabled women's decision-making and control over resources within households; 

· The relationship between women's mental health and poverty.

Labour Market Attachment

· Quantitative and qualitative research on the labour market needs and experiences of women with disabilities; 

· Reasons for early school leaving amongst girls with special educational needs; 

· Efficiency of existing labour market supports in meeting disabled women's needs in making the transition into employment and identification of appropriate systems of support; 

· Personal assistance needs of disabled women in the workplace environment; 

· Costs of disability in relation to support needs in the workplace; 

· Gender disaggregated data on open supported employment needs; 

· Following the onset of disability, the factors involved in job retention/leaving employment.

Sexuality, Reproductive Freedoms and Motherhood

· Assessment of the level of service usage and experience of contraception and sexual health services for girls and women with disabilities; 

· Exploration of the specific needs and experiences of disabled mothers relating to health and social care services; 

· Exploration of the needs of disabled women in relation to pregnancy and childbirth and of the supports available to them; 

· Assessment of the extent, quality and effectiveness of relationship and sex education received by young girls and women with disabilities; 

· Examination of the attitudes of health and social work professionals to women with disabilities and their specific sexual health, contraception and parenting needs; 

· Exploration of disabled women's access to preventative health services including breast examinations, mammograms and Pap smears; 

· Assessment of issues surrounding sexuality, reproduction and motherhood as they affect disabled women at different stages throughout the life cycle, especially older women with disabilities; 

· Consideration of specific sectors of women with disabilities such as ethnic minority women and lesbians in research on sexuality, sexual health, contraception and parenting.

Communication Barriers

· Assessment of the level of service usage and experience of telecommunications use among women with disabilities; 

· Evaluation of the communication supports and needs of Irish women with disabilities in healthcare, employment, home and other settings; 

· Examination of the attitudes of health and social work professionals in relation to women with disabilities and their specific communication needs.
Chapter 1: Introduction
The National Disability Authority commissioned this review of literature on women and disability in order to explore where gender issues and disability issues intersect - where the issues for disabled women are significantly different because of their gender or the issues for women are significantly different because of their disability. The purpose of the research was to synthesise and summarise the state of knowledge in this area both in Ireland and abroad.

In a preliminary consultative exercise, the following issues were raised by networks of disabled women in Ireland as important ones to research: representation of disabled women in power structures; violence against disabled women; social isolation; particularly of rural women or those without access to transport; lack of independent social welfare coverage; poverty; access to women's health services; communication difficulties; and, issues for women around personal assistance. 

The literature review on disability and women sought to:
· review the Irish and international literature and to synthesise and summarise findings; 

· identify the key issues raised in other countries as being of concern to disabled women; 

· highlight good practice models of addressing the concerns of disabled women; 

· consider the following topics identified by disabled women's networks, while not being confined to these: 
· social welfare status of disabled women
· poverty levels among, and experiences of, disabled women 

· communication issues for disabled women 

· issues for disabled women around personal assistance.
The review does not consider the issues of violence against disabled women, access to general health services, or power and representation as the NDA has commissioned separate research where the literature is reviewed in these areas. 

The following research questions were therefore, identified:
· To provide a synthesised and summarised overview of key debates, issues and findings highlighted in research-based literature on disability, women and gender and on their intersection; 

· To identify the key issues cited as being of concern to women with disabilities; 

· To highlight the ways in which women with disabilities have experienced and negotiated inequality with reference in particular to the development of the concept of 'dual oppression'; 

· As well as charting the challenges and oppressions encountered by women with disabilities, the review will set out to reveal the achievements women with disabilities continue to make; 

· To identify good practice models of addressing the concerns of disabled women in Ireland and internationally; 

· To highlight any gaps in the literature particularly with reference to the Irish material that need to be addressed through future research; 

The following topics were considered in the review:
· the developing 'visibility' of disability, women and gender as a topic in the theoretical and research literature; 

· social welfare status of women with disabilities; 

· the income and care needs of women with disabilities living in poverty; 

· the labour market attachment of women with disabilities, exploring their participation in the labour force, income levels, work facilitation and assistance and how this impacts on their experience as women with disabilities; 

· issues for disabled women around personal assistance, examining economic and social issues associated with care and how these affect women's experience of disability; 

· the relationship between disability and sexuality and reproductive freedoms and how this impacts on women's gender and disability identity and their human rights; 

· communication issues for women with disabilities.
Methodological Approach
A systematic literature review guided by Slavin's (1986) 'best-evidence synthesis' approach was followed. This approach features:

· Systematic literature search techniques; 

· Consistent, well justified and clearly stated inclusion criteria; 

· Synthesis of quantitative and qualitative evidence; 

· Attention to substantive issues; 

· Attention to methodological issues.

The review incorporated empirical based findings as well as policy-related research involving both qualitative and quantitative evidence. Most of the literature reviewed originated in the UK, Canada, and other parts of Europe. Identifying relevant literature in the fields of gender and disability involved the following searches:

· Computerised data-bases including Web of Science incorporating Social Science Citation Index; Sociological Abstracts; Econlit, PsycLit; PsychInfo; and Cambridge Scientific Abstracts; 

· University library catalogues using the IRIS system which facilitates queries of the collective catalogues of all Irish university libraries as well as the leading research libraries in the UK and US; 

· Key web-sites of EU bodies and government departments, statutory bodies, research organisations, disability rights organisations, women's organisations and relevant non-governmental organisations; 

· Following-up citations in identified literature.

Members of an Advisory Group provided guidance and assistance in identifying and accessing relevant documents included in the review. The members of the Advisory Group were:

· Liz Brosnan, Western Alliance for Mental Health 

· Roisin Dermody, Disabled Women's Working Group 

· Eithne Fitzgerald, Senior Research Officer, National Disability Authority 

· Dr. Anne Good, Senior Research Officer, National Disability Authority

The inclusion criteria for the literature review were as follows: 

· Range of perspectives: incorporate perspective of a social model of disability as well as the traditional medical model and have regard to perspectives emanating from feminist, equality and human rights approaches; 

· Study types: qualitative and quantitative studies including surveys, in-depth case studies, cross-sectional, longitudinal work and policy reviews/analysis; 

· Reliable: rigour applied in application of the methodological approach used and in analysis of the data; 

· Valid: arguments, findings and recommendations are supported by empirical evidence; 

· Context: studies from cultural/economic settings where the level of economic and social development makes living standards and social policy substantively comparable with Ireland; 

· Substantive issues: address all or at least one of the substantive issues outlined in the aims and research questions set out above as well as other issues identified as relevant to the topic through the review whilst avoiding replication with other NDA-funded research; 

· Timeframe: 1995-2004 inclusive as well as any key texts before this period.

The review placed an equal focus on gathering research-based literature that involved both qualitative and quantitative data on the situation of women with disabilities. Feminist research has typically favoured qualitative inquiry as it seeks to make women visible, creating a space for an absent voice, as well as making visible the difference and diversity of women's lives. Qualitative based research informed by a feminist analysis has provided rich in-depth insights into the reality of disabled women's lived experiences and has formed the main body of available research. The value of quantitative methods lies in observing and measuring patterned situations, behaviours and processes and in producing generalised findings. Research based on quantitative findings on disabled women's experiences was more difficult to find than that based on qualitative research. With a few exceptions regarding quantitative findings, gender disaggregated data and indicators extracted from generalised data sets of the disability population, as well as national population and health sample surveys formed the main sources of quantitative information on women with disabilities.

The review is structured under the main topics outlined above. Chapter Two provides a context for the review. Chapter Three examines personal assistance and care issues for women with disabilities; Chapter Four explores poverty issues and social welfare status of disabled women, and Chapter Five focuses on their labour market attachment experiences. Chapter Six provides a focus on disabled women's sexuality, reproductive freedoms and motherhood and finally, Chapter Seven outlines issues surrounding enablers and barriers to communication. At the end of each chapter the key practice and policy related findings are outlined as well as the research gaps identified in the Irish context.

Chapter 2: Context

This chapter will provide an overview of the situation of disabled women in Ireland based on recent quantitative data, comment on definitional issues relating to women and disability, and discuss the developing 'visibility' of disability, women and gender as a topic in the theoretical and research literature.

Overview of the Situation of Disabled Women 

The following is a brief overview, based on data from the Census 2002, of the extent to which women with disabilities are represented in different sectors of Irish society with reference to a number of key socio-economic indicators. This overview is drawn from the National Disability Authority's recent report measuring how equally people with disabilities are included in Irish society (NDA, 2005). 

According to the Census 2002, there is a slightly higher number of disabled women than men in Ireland, 172,000 women and girls compared to 152,000 men and boys. Among the under 20s, disabled boys outnumber disabled girls by about 50%. There are slightly more disabled men than disabled women in the working age groups, but there are over 30,000 more disabled women than disabled men aged 65 or over. Almost half of all disabled women are aged 65 or over.

Table 1: Numbers of Disabled People, by Age Group and Gender 

	Age
	M
	F

	0-19
	16,000
	10,000

	20-64
	84,000
	78,000

	65+
	52,000
	84,000

	Total
	152,000
	172,000


Census 2002, rounded

Looking at the gender gap by type of disability, using the categories of disability distinguished in the 2002 Census, physical disabilities and to a lesser extent learning/remembering disabilities account for most of the higher incidence of disability found in older women than in older men. 

There is a significant difference between the education levels attained by people with disabilities and the rest of the population; 46% of people with disabilities left after primary school compared to 18% of the overall population (NDA, 2004a). A slightly higher proportion of disabled girls aged 15 to 19 than of boys are in education. However, because more boys generally than girls leave school early, the gap between the education participation rate of disabled and non-disabled boys is narrower than the corresponding gap for girls. Fewer educational opportunities for people with disabilities compounds their disadvantage in the labour market. Overall, nearly three times as many people with disabilities of working age have no qualifications beyond primary education. In the age-group 25-34, 21% of people with disabilities have primary level education only, compared to 4% of non-disabled people and 11% have a degree compared to 27% of non-disabled people (NDA, 2005).

Table 2 shows the percentage gap in employment rates in each age group between people with disabilities and the rest of the population, using the 2002 Census figures. Apart from teenagers, most of whom are still in school rather than at work, there is a large jobs gap in each age group and for both women and men.
Table 2: Gap Between Employment Rates of Disabled and Non-Disabled People, by Gender
	Age
	Men
	Women

	15-19
	7.0
	2.1

	20-24
	31.1
	25.8

	25-34
	45.7
	40.8

	35-44
	49.1
	37.7

	45-54
	53.9
	35.9

	55-64
	49.2
	22.2

	Total
	152,000
	172,000


Source: Census 2002, Principal Economic Status "at work"
Women and men with disabilities are severely disadvantaged on the Irish labour market. For both disabled women and disabled men, employment rates are well below those of their non-disabled peers. The average employment rate for people with disabilities is two and a half times lower than for non-disabled people. For women generally, employment rates are lower than those of men, with older women less likely to hold a job. It is evident from the data that the participation rate of women with disabilities in paid employment is doubly lowered by their status as women and by their disability status (Chart 1, Chart 2). Chart 1 overleaf illustrates the differences between the employment rates of disabled and non-disabled men and women.
Chart 1: Comparative Proportions of Disabled and Non-Disabled Women and Men in Work
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Census 2002
As this chart shows, the employment rate of people with disabilities in each age group is roughly half that of non-disabled people, and falls to about a third in the fifty-plus age group (NDA, 2004a). Employment rates among women with disabilities are extremely low, only rising to over 30% in the two youngest age categories 20-24 and 25-34 while the rate falls to less than 20% for those in the middle and older age categories. Gender differences among women and men with disabilities are evident from the data in chart 2 which shows that women with disabilities experience consistently lower levels of paid employment than their male counterparts.

Chart 2: Employment Rates, Men and Women with Disabilities
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Recent data indicates that people with disabilities may earn around â‚¬1.25 an hour less than their non-disabled equivalents (Gannon and Nolan, 2005). Furthermore, lower hours worked also reduce average weekly earnings. It has been observed that people with disabilities are more likely to work part-time than their non-disabled counterparts. About two-thirds of people with disabilities of working age reported restrictions on the amount of work they can do (QNHS, disability module, 2002) [1]. The potential loss of welfare payments may also be a factor in working part-time hours. A situation where a person's welfare payment and secondary benefits may be affected upon taking up a job may be particularly problematic for people whose earning power may be low because of their disability and/or their level of education. Other data reveals that people with disabilities are over twice as likely to be at risk of poverty. EU-SILC data for 2003 estimated a 54% risk of poverty for people with a disability, based on a risk of poverty of 58% among women with disabilities and 52% among men (CSO, 2005). Low employment rates, along with reliance on social welfare incomes, significantly increase the risk of experiencing poverty among all those with disabilities and to a particularly high level among women with disabilities.
Most people with disabilities live at home, but people with disabilities are over three times more likely to live in communal accommodation or some form of residential care than other citizens. Women with disabilities, principally older women, are disproportionately likely to be in a care home or hospital. While 53% of people with disabilities are women, they constitute 60% of those not living at home. One in five disabled people lives alone, with an absence of the informal daily care and support that is there in a shared household (NDA, 2005). The lack of availability of data and evidence on the extent to which the care needs for different groups are being met has already been highlighted by the NDA (NDA, 2005).

The picture generated by the available statistical data on people with disabilities is incomplete. However, it clearly highlights the high levels of disadvantage and exclusion experienced by women and men with disabilities. This research will focus on the need for research and analysis particularly around the position, situation and needs of women with disabilities. 

Definitional Issues

Research and data collection on women with disability throws up a number of important definitional issues. Women may identify themselves in a number of different ways including, for example, as women, mothers, women with disabilities, disabled women, disabled mothers, mothers of children with disabilities and women taking care of both their own children and their parents. 

The movement of people with disabilities doesn't use the term 'disability' to mean impairment but to refer to the disabling barriers of prejudice, discrimination and social exclusion. Disability in the literature refers to the social limitations and role restrictions placed on people with impairments by their interaction with the environment (Doe, Rajan and Abbott, 2003). Disability in this review also refers to what most people know as 'impairment' (i.e., a difference in function that impacts daily activities in an ongoing way) as well as to oppression. The term 'women with disabilities' can be interpreted as implying that the disability rests with the woman, whereas the term 'disabled women' implies that it is external circumstances that have 'disabled' her. Disabled women are women with impairments who are disabled by society. These terms have been used interchangeably in the literature and for the purposes of this review we also use 'women with disabilities' and 'disabled women' interchangeably. 

The National Disability Authority have stressed that it is important to remember when interpreting or comparing findings from different sources of data that the different criteria that are used to identify disability show different numbers of people as disabled in different sets of data (2004a). Hanson (2002) has been critical of the impact of equating disability with illness on modern thinking. Being placed in an 'illness' category is not appropriate for many women with disabilities. McLean (2003) observed that studies of people with long term illness or disabilities are often incomplete because of the lack of a consistent definition of what constitutes long term illness or disability. 

Data has shown that there is an escalating growth in the ageing population with older women with disabilities being a particularly vulnerable group. However, self-definitions, and how women describe themselves in statistical surveys can often add to their invisibility in the data. Russell and Fahy (2004) have observed that the proportion defining their economic status as unable to work due to sickness/disability was lowest in the oldest age groups and lower amongst women than men. Using a labour market attachment definition of disability in current statistical surveys, e.g., 'unable to work due to permanent illness or disability' has implications for those women with disabilities not at work for other reasons. For example, women may categorise their principal economic status as in 'home duties' and their disability will be missed by the labour force statistics.

Visibility of Women with Disabilities in the Literature

Women with disabilities have historically been neglected by the literature in the field of disability and by feminist scholars, as well as by the disability and women's movements. Research often assumes the experience of disabled men to be representative of the disabled experience in general and consequently the majority of research on people with disabilities has not included a gender perspective. According to Traustadottir (1997), having a disability seems to have obscured experiences related to one's gender, social class, ethnicity, and sexual orientation in the literature. As Schriner et al (1997) have pointed out, we still know very little about the social and economic dimensions of disabled women's lives and even less about the ways in which they are impacted by public and social policies. Research is beginning to demonstrate the combined discrimination of gender and disability experienced by disabled women. This, however, has not yet been reflected for the most part in the design of policies and practices to meet the specific needs of women with disabilities. Models and examples of good practice targeting the specific needs of women with disabilities are scarce and still in the process of development in many cases. 

There has been a dearth of research-based information about the social, economic, and psychological circumstances of women with disabilities along with theoretical analysis providing a framework to understand and interpret their lives and experiences. In response to this lacuna, the past ten years in particular have seen an increase in scholarly writing, much of it devoted to identifying the barriers women with disabilities face in education and employment, in achieving income adequacy and social supports and in their access to sexuality and reproductive freedoms. Lloyd (1992) concluded that the primary discrimination experienced by women is around sexuality and reproduction and indeed, the literature demonstrates that disabled women have concentrated on these issues when identifying disabling barriers in society. 

Traustadottir (1997) points out that the existing literature on women with disabilities is somewhat limited in scope because it has been overly focused on women who have physical disabilities. That situation is changing though and there is an increasing body of work focusing on women with developmental disabilities and mental health problems.

The review of literature demonstrated that there is a growing body of work in which the voices of women with disabilities are being heard through personal narratives and stories articulating needs, the barriers women with disabilities face, and their experiences of oppression. Women's experiences have provided information on the gendered nature of disability, revealing how women and men are affected differentially and has told us that disablism is inseparably interwoven with sexism, racism and homophobia. 

At EU level, there exist legislation, initiatives and communications on equal opportunities for women and men with disabilities. In the Irish context an evaluation demonstrated that changes in the disability field have occurred mainly at the macro level of law and policy without as yet having any significant impact on the lives of people with disabilities (Lundstrom et al, 2000). While Irish policy has kept pace with many international directives related to people with disabilities, Ireland has been slow in enacting legislation to mandate or fund required changes. There have been some positive action measures undertaken by the Irish government but these do not extend to all areas critical to the social, cultural, economic and physical well-being of women with disabilities. 

In Ireland it has been recognised that there is a significant data deficit on women with disabilities which greatly limits the extent to which their situation can be measured and addressed (IHRC, 2005). More accurate and systematically gathered social, economic and cultural information disaggregated by gender is essential in building a picture of disabled women's needs and experiences so that targeted policy measures can be introduced.

The literature reviewed is underpinned by the social model of disability, which has demonstrated that wider power relations significantly affect the pattern of disability disadvantage. It has provided the framework within which the experience of disability may be understood as a socially constructed phenomenon. A shift in thinking about disability over the past 20 years has emphasised political and economic processes that generate disabling environments. Prior to this, medical models had gone unchallenged. 

A human rights framework underpins global policies with respect to women and girls with disabilities including conditions that guarantee a life of quality, equal opportunities for personal dignity, full participation in the life of the family and community and participation in society.

The review encompassed the experiences of women with physical, sensory, and learning disabilities as well as mental health illnesses. Clearly women with disabilities are not a homogenous group, differences exist based on type of disability, whether a woman has been disabled since birth or whether it is an acquired disability, and on characteristics including her age, socio-economic and cultural background, and sexual orientation.

Chapter 3: Personal Assistance and Care Issues
Introduction

This section of the literature review will contain an analysis of issues for disabled women in relation to personal assistance, examining social and economic issues associated with care and how these affect women's experience of disability.

The notion of care has been a focus of debate for both the feminist and disability movements but the approach has been very different. The literature on 'care' has its foundations in a gendered perspective on the operations of the welfare state, and owes a great deal to the work of British feminist writers coming from within social policy (Williams, 2004, Sainsbury, 1996, Lewis, 1998, Finch and Groves, 1980; Finch and Groves 1983). There is diversity within feminist theory in terms of approaches to care (Thomas, 1999, Benn, 1998, Ungerson, 2000). Disabled writers such as Jenny Morris and Lois Keith, in their work dating from the early 1990s, have been critical of the feminist literature's focus of attention on the carer rather than the 'cared for'. Their critique has been very successful in shifting the gendered analysis of care away from a dichotomous discussion of 'carer' and 'dependant' towards a commentary that recognises the value of independent living for all disabled people (Ungerson, 2000).

Who is Caring?

In most situations, it is families who give essential care, protection from risk and economic support to members with disabilities, and most carers are women. The movement of Irish women into paid work since the early 1980s has provided most of the human resources for an emerging paid economy of care, funded by the state (Good, 2003). As professional and informal caregivers, women are the majority of the nurses and health-care workers in hospitals, nursing homes and in the home (Glaser, 1990). In Ireland, migrant women workers are increasingly providing care services in childcare and care of older and disabled people as part of a global transfer of female labour from low to higher income countries. Women are being employed in the 'domestic service' sector, which includes care services; for example, work permits have been granted for jobs with titles such as 'care workers' and 'nannies'. Within the service sector, 'domestic service' accounted for 3% of work permits issued in 2002 (Ruhs, 2003). However, according to the Migrant Rights Centre Ireland (MRCI) (2004) work permit statistics do not reveal the reality or the extent of the work that is being undertaken in the 'private home', as work permits are not granted for domestic workers. The report highlights the fact that there has been an increase in the numbers of people employed as carers for older people and people with disabilities. The women in their study who do this work while employed as domestic workers are not recognised and do not accrue the level of pay associated with their skill. 

Ungerson cites research which shows that the people who receive benefits as carers and the people engaging in paid volunteer schemes tend to be disproportionately women (1995: 45). In Ireland the Carer's Allowance is a means tested payment for carers on low incomes who live with and look after people in need of full-time care. In 1991, 2,538 women received the Carer's Allowance compared to 817 men (Glendinning and McLaughlin 1993): the corresponding figures for 2003 were 17,017 women and 4,299 men, with women comprising about four out of five of those in receipt of the allowance (DSFA, 2004). The carers included in these statistics represent only a small proportion of all carers, as those with caring responsibilities may also be in employment and therefore not eligible for this kind of payment. Furthermore, the uptake of the Carer's Allowance is limited by the means-tested nature of the allowance, based on household (usually spouse's) income, which acts as a major barrier to women's eligibility for the allowance. 

It has been observed that the role of caring work, both paid and unpaid, partly provides an explanation for the gendered inequalities that exist in the labour market, in relation to pay and pensions, and in terms of its effects on women's choices about participation in the labour market and economy more generally (Rake, 2001, Windebank, 2001). Thus, systems of care create and maintain gendered inequalities in opportunities and income across the life course (Watson et al, 2004).

Women as Care Providers and Care Receivers

Feminist research has constantly reminded policy makers and service practitioners that all too often it is women's unpaid work of looking after disabled and older family members which has made possible living in the community rather than in residential care as the preferred option (Morris, 1998). Morris has argued for focusing not just on the subjective experience of carers but also on the other party to the caring relationship and that research carried out by disabled feminists should focus not so much on carers as on caring. She looks at how the disability movement has challenged the concepts of 'care' and 'caring' by the re-examination of the meanings of 'dependence' and 'independence' and the particular issues that arise for disabled women as a result.

Disabled researchers and activists have challenged traditional feminist perspectives on community care for failing to incorporate old or disabled women into the category of 'women' (Morris, 1998). The denial of the opportunity to create a home, bear and rear children and to care generally for others has particular implications for disabled women and has not been according to Morris (1998) even considered in the debate about the sexual division of the labour of caring within heterosexual family households. 

There has been recognition that some groups of women have experienced a denial of the opportunity to care for children and other family members and that this may also be a part of an experience of oppression. For example, Jan Walmsley, in looking at the lives of women with learning difficulties argues that, 'for some women who are denied the opportunity to be carers, caring becomes a valued activity to be sought, rather than an oppressive burden to be shifted' (Walmsley, 1993). 

Lloyd (2001) argues that polarised constructions of the disabled person as a burden and the informal carer as an oppressed woman do an injustice to the real issues for many women. She highlighted the contribution and re-conceptualisation of the complex and inter-related issues concerning 'care' and 'care-giving' by disabled women. Firstly, she points out that they have legitimised the perspective that caring is something that women might want to do, or at the very least would not want someone else to do when it is their own intimate relationships which are involved. 

Secondly, the situation of disabled women demonstrates that the caring role is not synonymous with the caring function. Disabled women may require practical and technological assistance and support from others when carrying out caring tasks, including formal services input. In arguing for their rights to the practical support which they may need in order to accomplish the tasks associated with caring, disabled women are clarifying the point that the successful fulfilment of caring responsibilities is not reliant on the isolated, unsupported carrying out of caring tasks. 

Lloyd (2001) points out that the value of someone carrying out the caring responsibility, in both quantitative and qualitative terms, is rarely recognised. The costs, both human and economic, to both service provider and service user, are immediately realised when the carer relinquishes that role. Disabled women themselves may be drawn into the same undervaluing of the way in which they fulfil the caring role and responsibility if they cannot undertake all the tasks without assistance. For example, in one study (Cooper, 1993) cited in Lloyd (2001) the women frequently denied themselves the practical help they needed in order to appear 'normal'. 

Lloyd notes that in the absence of a recognition of the distinction between caring responsibility and tasks, the predominant model of care in Britain since the implementation of the 1990s community care arrangements has continued to be the either/or of a lone, unsupported informal carer or formal residential care (Lloyd, 2001: 724). According to Lloyd such a reality merely serves to compound the original arguments about exploitation of women, disadvantaged by differential service provision as service users and carers and trapped by their own feelings of love, duty and guilt as carers. This reality is illustrated by Morris' study (1998) in which she found that disabled women's capacity to fulfil the caring role was particularly undermined by the changes from home help to home care and the refusal to provide domestic assistance. 

Poverty has been shown to be a significant undermining factor in the successful functioning of families with a disabled parent, but as Morris and Keith (1996) argue, financial assistance is difficult to obtain in order to purchase the flexible practical help needed in family life without making oneself vulnerable to the charge of not coping. In Lloyd's own study (1998) of community care for people with Parkinson's disease and their carers, differences emerged in service provision for women as compared to men and also in the caring experience between male and female carers. Differential service provision, with women the less well served, has also been demonstrated in studies of health care in the United States, for example in Kane's (1994) study of home-care support for patients discharged from hospital. 

Finally Lloyd argues that disabled women have re-established that informal caring takes place within a relationship. Morris (1991) asserts that we should cease to focus on carers and instead consider the nature of caring, whose definition should be expanded to encompass emotional and relationship aspects as much as physical tasks. Disabled women as both givers and receivers of care have emphasised the inherent mutuality and reciprocity which may exist even where the level of impairment of one partner is severe (Morris, 1993). 

Formal and Informal Support Systems
Walsh and LeRoy (2004) note that the majority of people with disabilities use some combination of formal and informal support systems. Informal supports are generally defined as unpaid supports that are provided by family members, friends, and neighbours and involve physical tending, material and psychological support, and general concern about the person's welfare. In the disability field, mothers and other female relatives tend to provide the bulk of informal support. Formal supports are generally defined as paid supports that are provided by voluntary or government agencies and programmes and generally include residential care, respite, employment, life skills, day activity programmes, transportation, guardianship and advocacy (Walsh and LeRoy, 2004). The authors highlight the need for a more extensive formal support network due to the escalating growth in the ageing population in general and in the disability population. With ageing populations, older women will become the largest group in receipt of formal care (Ungerson, 2000).

In Ireland, most long-term care - needed by those with functional or cognitive disability, and usually more prevalent amongst older people - is informal care provided by family members and friends, with most of the caring responsibilities being assumed by one principal carer (Mercer Ltd, 2003). Cullen et al (2004) observe that this is partly a result of normative cultural expectations and partly a result of necessity due to the lack of any clear state responsibility in the area. Data from Census 2002 - Disability and Carers shows that 63,892 people provided 15 or more hours of unpaid help in a week, with the majority of these (over 60%) providing 43 or more hours. Of those providing informal care of 15 hours or more, almost 65% were women. Walsh and LeRoy (2004) stress that addressing the needs of family caregivers, most of whom are women, is a critical path to supporting people with disabilities optimally. 

Experience of Services
There is little information on disabled women's experiences of community care services in Ireland. These services include community nursing (by public health nurses), home helps, respite services, day care centres and meals services together with paramedical services such as physiotherapy, occupational therapy, chiropody and speech therapy. Health Service Executives are empowered but not obliged to provide such services and access has been limited and variable within and among Health Service Executive areas (Mercer Ltd, 2003).

In the UK context, Morris found in her own research that a reliance on services (social services and health authorities) did not generally enable women to participate in personal relationships or engage in work or social activities outside their home in a way they would choose (1998). She found that disabled women's capacity to fulfil the caring role was particularly undermined by the changes from home help to home care and the refusal to provide domestic assistance. There was a particularly common failure of statutory services to respond to the personal assistance needs that women had related to their roles as carers within their household. This has been encouraged by a tendency of home help services to turn themselves into home care services, focusing on personal care. This meant that it was more difficult to get help with looking after children or anything else which was not deemed to be personal care (i.e. getting up, getting dressed, bathing, going to the toilet, eating). Women were critical of the services as they did not provide help to do the kind of things which they normally did as part of their contribution to running the household, e.g. the shopping, or putting on a wash (Morris, 1998). Morris states that for women who see their role within their household as that of the homemaker and child-carer, the inability to get the help they need to continue this role is a particularly oppressive experience. Morris concludes that disabled women are commonly represented as passive recipients of care yet the role of caregiver is an important one to many (1998).

She has also argued that statutory services add to the pressures on women to be confined within their own home by failing to offer any help with going outside the home, or even help to leave the home, e.g. in the situation where help is provided to a woman in the home, but not with getting in and out of her car, or where a woman could no longer avail of Meals on Wheels because she had taken up a part-time job. In that case the service could no longer respond to her needs as her request was not compatible with the assumption that Meals on Wheels deliver a service to people in their own homes (Morris, 1998). 

The approach of the services providing community care was criticised by one woman in the study as not in tune with the concept of independent living and more about containment rather than facilitating independence and control over their own lives. Another barrier identified by the women in the study to their exerting control over their own lives was that services tended to be delivered in ways which made it difficult for them to assert their own perceptions of what they need. In some situations where disabled women tried to assert their own needs, they were faced with the assumption that professionals and care workers have the right to define what is needed and how help should be given. Morris (1998) notes that this creates a real barrier to disabled women's participation in both personal relationships and the wider society generally.
Young Carers
In the UK, disabled women writing from a feminist perspective have also been critical of the notion of children being presented as having to 'parent their parents' or 'swap roles' put forward in a number of small-scale studies carried out on children as carers. (Morris and Keith, 1996). They remind us that a disabled parent's ability to love and care for their children is not dependent on them being able to perform all the physical tasks that other parents might do. Furthermore, whilst a physical impairment does not affect a parent's desire to perform this role, the lack of appropriate housing or adequate support services may well limit what they can do for themselves and what they have to ask other family members to do for them (Morris, 1993). As disabled mothers, Morris and Keith (1996) argue that the research and media presentation of 'children as carers' undermines their role as mothers and defines disabled parents as inadequate. They also do not wish their children to be forced into providing levels of support inappropriate for a child to provide for his/her parents and which damage the child's emotional and physical well-being and their educational and social development. Morris and Keith (1996) identify a number of disabling barriers which are more important than illness or impairment itself in determining both the need for support and the difficulties experienced in getting the right kind of support in the most appropriate way. These disabling barriers create a need to rely on family and friends and include poverty, disabling professional attitudes, disabling services, disabling environments and disabling experiences and communities. 

Research in the UK on young carers has highlighted the fact that statutory services commonly identify family members (including children) as carers and see them as service providers whose presence means that scarce public resources are not allocated. Statutory services assume that children will start to perform practical tasks at a certain age. Thus the way that social services departments allocate their resources and deliver their services creates a need to rely on family members, including children (Morris and Keith, 1996). 

The authors argue that researchers and campaigners should focus on what needs to be done to prevent parents having to rely on their children for tasks such as heavy lifting of adults, and intimate personal tasks such as bathing, and toileting. In many instances, from their own research, the parents had clear rights to practical assistance. They believe that the 'young carers' issue is to a considerable extent an issue for single parents - the majority of whom are women. Morris and Keith argue that the particular difficulties experienced by single disabled mothers and the way that the debate on 'young carers' has fed into the debate on single parents - both of them containing an implicit if not explicit attack on women's ability to parent without the presence of a man in the household - remains an unexplored, but important, issue (1996).

Halpenny and Gilligan (2004) point out that the notion of 'young carers' remains, to a considerable extent, invisible in the research literature in Ireland and in policy documents. Findings from published and unpublished research cited in Halpenny and Gilligan demonstrate the importance of adopting a 'whole family' approach to addressing the needs of young carers as well as provision of more effective service responses including information on the availability of formal support services. The Disability Federation of Ireland (DFI, 2003) has called for additional funding for community-based services such as personal assistants, care attendants and home help in order to help reduce the need for children and young people to provide care on an everyday basis.
Mothers of Children with Special Needs
Kingston (2004) conducted research exploring the narratives of mothers of children with learning disabilities in Ireland. A group of 18 women from various parts of the Republic of Ireland participated in this feminist ethnographic study documenting the lived experience of mothering a child with Autistic Spectrum Disorder (ASD), Attention Deficit Hyperactivity Disorder (ADHD) and/or Down syndrome. The narratives of the mothers in the study pointed to the need for systemic changes in attitude and practice among health and social care professionals such as paediatricians, psychologists, psychiatrists, educational staff, social workers, care staff and therapists. Kingston makes a number of recommendations targeted at professionals and policy makers including:
· The need for professionals to carefully consider how they break the news to parents of children with special needs about the disability. An environment of empathy and understanding is essential as well as immediate support afterwards; 

· Mothers are in great need of support from experts whom they expect will have the specialised knowledge needed to improve the child's quality of life. Early interventions are essential so that they are not left in a limbo situation where no services are provided for the child; 

· Development of genuine partnerships with regard to social policies and service provisions for children with special needs. For this partnership to be effective professionals must be open to mothers' viewpoints involving them working together on equal terms, in planning and implementing services. For example, mothers should be able to invite professionals to discuss future plans for their children with them, rather than professionals inviting the mothers to attend round table talks; 

· Mothers' dual role of 'caring for' and 'caring about', where mothers are expected to provide both the practical and the emotive care for the child, whereas professionals are only expected to undertake the practical aspects of care, the 'caring for'. The concept of care needs to be re-thought with professionals sharing this dual role with mothers. To establish this new form of community care, the concept of 'distributed mothering' involving shared mothering and fostering growth needs to be adopted.
In Walsh and LeRoy's (2004) cross-cultural study on gender, disability, illness, health and ageing involving 18 countries across Europe, the Americas, Asia and Oceania collaborators from each country were asked to recruit 10 older women (older than 40) with intellectual disabilities to participate in interviews. In all 167 women from the five geographic regions made up of 18 countries participated in the study. The majority of the study group were Caucasian/European (80%), followed by Asian (14%) and Aborginal/native (5%). The majority (61%) had attended a special school, while 20% had attended secondary school. The majority were also single (87%), while just under 20% had children. 

Walsh and LeRoy (2004) note that in most industrial countries, the majority of individuals with developmental disabilities live in the community, in a variety of situations. Mulvany and Mulcahy (2002) show that 47% of people with intellectual disabilities in Ireland live at home with their families. Anderson, Gill and Brown (2000) specifically examined living arrangements for women with intellectual disabilities in the U.S. and found that fewer than 20% of women older than 30 live in either a family home or their own home or apartment. According to Anderson and colleagues (2000), approximately 41% of women with intellectual disabilities who are older than 30 years report that they are independent in personal care. With regard to other activities of daily living (e.g. eating, travel within the house), 83% of the women reported that they were independent. Instrumental activities of daily living (IADLs) (e.g. preparing meals, shopping, using the telephone, doing housework) proved to be more difficult for these women. Only 31% said that they were independent in these areas. Brown and colleagues (1997) found that among Canadian adults with developmental disabilities, approximately 50% needed help with ADLs, across all types of living arrangements.

Walsh and Le Roy's (2004) study looked at the disabled women's needs in terms of support and the quality of the support systems available to them. Just over half of the women indicated that a paid staff person provided their primary support. The other women relied on unpaid supporters. Among the unpaid supporters, the women indicated that they most frequently relied on their siblings, followed by their parents or spouses, their children and finally their friends. The majority of women who had family support also used formal paid support for many of their needs. As the women became older their support network became more formal, with just over three-quarters of the women in the oldest age group reporting that an agency staff member was their primary support provider. Women who lived independently relied on a mix of formal and informal support providers. 

The average amount of time they needed support was 8.9 hours per day and there were no substantial differences in the average amount of support time needed by age cohorts. Women who lived independently needed the least amount of support at an average of 6.2 hours daily, followed by women who lived in institutions, at an average of 7.5 hours daily. Women who lived in group homes reported an average need of 11.1 hours of support, and women who lived in family homes reported an average need of 13.6 hours. 

Almost all of the women indicated that their support person was readily available to them and nearly half reported that, in fact, that person lived with them. For a large number of women, the sense of reliability and availability of their main primary support person was fostered by access to various message systems. 

Although the women reported that their support system was highly reliable, they did worry about high turnover within their networks. On the issue of long-term care for adults with developmental disabilities, in one study in the U.S. there was a 66% turnover in personal assistants over a two-year period (Traci, Szalda-Petree, and Seninger, 1999). Women who lived in congregate care seemed to be particularly vulnerable to constant turnover in staff. 

The women also worried about being left alone and the conditions that might precipitate or result from such isolation. In particular, they worried about their personal health, the health of their family members, their ability to continue to care for themselves, the possibility of being without support when they needed it, the dangers of falling, and finally home entry and robbery. Across the three age groups (40-55 years, 56-70 years and 71+ years) approximately 50% of each group of women worried about being alone. Women who lived in family homes and in-group homes were least concerned about being left alone. Finally, related to isolation and lack of support, many women expressed the belief that no matter what else happened in their lives, their mothers would always be there for them (Walsh, and LeRoy, 2004). 

In research carried out by the Equality Commission for Northern Ireland on the experiences of disabled women, focus group interviews were carried out with disabled women and representatives of the health sector. Seventeen women took part in the focus group discussions and these included women with visual, hearing and physical disabilities, as well as women with mental health problems. Findings from the research in relation to care were as follows:
· A number of women felt that partners of disabled women were perceived as carers and that this assumption was detrimental to their relationships. Others not currently in a relationship said that this assumption impacts on their opportunities to form new relationships. Many felt that there is not enough support and/or information for partners of disabled people and that this lack of support makes partners assume a caring role; 

· The complexities of care within families and over-protection were raised as issues relating to their need for personal support; 

· Many participants referred to the lack of care they received from state agencies. Participants were critical of service providers and, in particular, social services for assuming that family members of disabled people would act as carers. One woman gave the example of being refused personal support as it was expected that her husband would provide this. This curtailed her choice in, for example, what she ate and the temperature of the room as her husband had to leave previously prepared food in the fridge and fuel the fire so that it would last all day; 

· There was a consensus among participants that many disabled women stay in abusive relationships because of a lack of care alternatives and this was the actual experience of a few participants; 

· Denial of rights as a parent and being unable to fulfil aspects of caring responsibilities because of inaccessible premises arose for one participant; 

· One participant raised the issue of feeling trapped to the will of her parents as they received certain means tested benefits to provide her with the personal support she required and were disinclined to encourage her to get a job as they believed she would not earn the equivalent of these benefits.

Pillinger (2002) in a paper discussing disability and the quality of services pointed out that some of the best quality programmes are those that have directly involved users and workers in the design and the setting of indicators, performance targets and the development of good practice at the local level. She sees the introduction of mechanisms for involving users in the development and monitoring of quality as a major challenge for the social public services in the future. She highlights the Netherlands as one country that has brought users and workers together in quality circles to develop service standards and evaluate service provision (Pillinger, 2002). 

The Good Practices in Mental Health for Women in the UK Project (1994) is one of a number of initiatives which have examined what kind of services make a real difference to people's lives. The factors that were valued by the women they spoke to included:

· A safe and supportive environment; 

· The opportunity to talk with women workers or other women who use mental health services; 

· Promoting self-esteem; 

· Alternatives to medical treatments; 

· Support with childcare.

Care Policies

In Western European countries there have been considerable changes in the way in which social care is provided and funded over the past 20 years. Almost all countries have introduced legislation to reform social care for older people as well as services for people with mental health problems and physical and learning disabilities (Lethbridge, 2005). The impact of these new systems of funding and financing of social care vary in different European countries according to the welfare state system already in place. Common features of social care in Western Europe identified by Lethbridge (2005) are: 

· Changing role of government in social care; 

· Increasing provision by the private sector even when funded by the public sector; 

· Decreasing direct provision by municipal authorities; 

· Benefits/payments for people to purchase their own social care services; 

· Carers allowances; 

· User fees; 

· Regulation issues.

In Ireland, long-term care is financed principally from general taxation and private expenditure. The public health system provides both residential and community services, but current funding arrangements favour residential care. A report commissioned by the Department of Social and Family Affairs and carried out by Mercer consultants reviewed the financing of long-term care for all age groups. The need for a shift in financing towards home care services was highlighted in the report. They recommended that a statutory entitlement to home care benefits in the form of in-kind services and a cash alternative should be provided. In-kind services could be provided either by the Health Service Executive or by an independent provider. The purpose of the cash benefit alternative would be to provide support for informal care and therefore, would be set at a level consistent with the policy of supporting rather than substituting for informal care. As to the question whether the cash benefit should be paid to the care recipient or the carer, they suggest that following a needs assessment, the person in need of care and their principal caregiver would select in-kind services or a cash payment or a mix. It would then be determined whether the cash payments should be made to the care recipient or the carer (Mercer, 2002).

Glendinning et al, (2000) writing in the UK context, point to the fact that the relationships between direct payment users and the personal assistants they employ are part of a spectrum of relationships involving complex interactions and exchanges between cash and care. At one end of this spectrum are informal, family relationships, in which extensive and intimate personal care is provided by relatives who may receive no payment at all, or only token or symbolic payments, gifts in cash, or kind, or deferred remuneration in the form of future inheritances (Ungerson, 1995). At the other end of the spectrum is state-funded, professional care-giving, where the financial element of the exchange takes place via a society-wide welfare system which redistributes taxation-based contributions between income groups, over time and across generations (Glendinning, 2000). In the middle of the spectrum lies a complex set of arrangements which contains elements of both formal, state funding and close, affective relationships based on familial-type obligations and reciprocity (Glendinning, 2000). 

These include three kinds of 'payments for care' within the British context as articulated by Ungerson (1995) - symbolic payments to volunteers, and two kinds of benefit payment - one directly to carers (e.g. as in the UK's Carer's Allowance (formerly Invalid Care Allowance) and the Irish Carer's Allowance), the other to care recipients. The Carer's Allowance in the UK is, according to Ungerson, essentially an unconditional payment, as it is not based on any contract to carry out certain caring tasks. In the Irish context, a Review of the Carer's Allowance (DSCFA, 1998) considered that the scheme is only effective for carers who are on low incomes, many of whom are already in receipt of social welfare payments. It is less effective in meeting its objectives to support care in the community and to give recognition to the role of carers.

Ungerson (1995) reminds us that payments to carers through centralised benefit systems are actually relatively rare, occurring only in Britain and Ireland. More common are benefit systems that give benefits directly to the disabled person, also a feature of the British system (Attendance Allowance, the Disability Living Allowance, the Disability Working Allowance, and the Severe Disablement Allowance). These benefits are not primarily designed to cover the costs of purchase of personal care but are rather expected to contribute to the extra costs entailed by disability, e.g. to cover extra heating costs. 

Ungerson argues that movement towards payment for care arises out of policy trends towards decarceration and a re-emphasis on maintaining people in their own homes for as long as possible, supported by domiciliary services and informal care. She suggests that these policies are driven by ideas of reducing expenditure, namely that it is cheaper and more cost-effective to care for people in the 'community'. She argues that payments for care uphold the public/private dichotomy - the expectation is that there will continue to be a pool of labour within the private domain which is 'subject to the pressures of affect, kinship, obligation and duty, reciprocity, biography, altruism and habit, and willing to remain within it' (1995). Ungerson goes on to criticise the actual payment in the carer-allowance payment for care schemes, as it appears to be a notional amount of what is necessary to purchase care or to pay an informal carer and represents a very low rate of pay compared to likely prevailing wage rates. 

Daly (2002) notes from the literature that care policies for older people in Europe today mainly aim to provide in-home services which allow them to remain in their own homes, postponing institutional care for as long as possible (Rostgaard and Fridberg 1998: 36). European welfare states, she notes, are increasingly willing to make a payment specifically for the activity of private 'care' for disabled, ill and elderly. She makes two points about provision for care for adults in contemporary European welfare states. First, when making this kind of payment welfare states almost universally interpret it as a dichotomous choice as to who should be the beneficiary of the payment. They make a payment to either the care-giver or the care-receiver. Ungerson (1995) points out that in the case of the care-giver, they are thus likely to see themselves as the one person mainly responsible for the well-being of the care recipient. Secondly, Daly argues that for the purpose of caring for elderly and disabled people, time as distinct from money and services is quite under-developed as a policy response in Europe. 

Daly identifies the different features of 'high quality care' outlined below:

· From the perspective and interests of the care-receiver: the calibre of the services and/or income compensation; choice of carer and care locus especially to allow people to remain in their own homes; and satisfaction of emotional needs, understanding that care is embedded in a relationship; 

· From the perspective of the care provider: emphasis on the emotional over physical tasks, the moral value of the work rather than its technical quality; support and recognition; choice for the potential provider about whether to get involved in providing care; and 'conditions of work', matters of security, payment, hours, support structures; 

· Gender equity: public policy on care is of huge import for individual women and men and serves to either alleviate or intensify gender inequalities, irrespective of whether the work is paid or not (care work is often low paid and carried out under poor conditions); 

· Legitimisation of care: this involves recognition and valorising, whereby caring is not just recognised as a good for society but policies are put in place to achieve its valorisation (Fraser, 1997); 

· Demand for and supply of paid and unpaid labour: whether policies provide income, time or services, they are affecting the demand for and supply of care and labour. Making provision for care can constitute a form of labour and employment policy (e.g. increasing use of incentives for domestic employment in Belgium, France and Finland); 

· As families' preparedness to care becomes more conditional, care policies tend to be framed in terms of the costs of alternative ways of providing it to the public budget.

Daly (2002) broadly examines the implications of different policy measures relating to care. She contends that at face value, a cash payment to the care provider has considerable merit. The most likely outcome of such a measure would be to encourage the provision of care in an informal or private setting, thereby either crowding out or exonerating responsibility of other sectors. In terms of choice/quality for the care provider, there are questions about how well this kind of measure affects right and obligation. Payments to the care provider do not tend to be strongly rights-based and across Europe this type of payment is usually low level and not covered by many social security and employment rights. In Ungerson's words such payments run the risk of being 'symbolic' (1995). Payments for the providers of care tend on balance to be negative for gender equity also. They are rarely generous enough to attract men and so tend to confirm women as the most appropriate care providers. 

Making the payment to the person requiring care may improve the degree of choice available to the care receiver (by empowering her/him to choose the preferred form of care) and also reduce the public costs of care. Daly (2002) contends that it is not clear whether this policy response acts to improve choice/quality for the care provider since a payment to the care receiver may act to alter the nature of the relation and in addition tie the carer in a relationship of dependence with the care-receiver. She argues that there is little in this measure that promotes gender equity, nor is it likely to contribute much to legitimising care as a valuable social activity (because it tends to under compensate for the need or contribution involved) (Daly, 2002). 

As regards public services, she contends that in theory, they are likely to improve gender equity, to help to legitimise care work and to bring about a change in the demand for and supply of paid labour. These possible effects arise because of the tendency for care work to be better paid in the public sector than when it is undertaken privately by individuals and more likely to open up job opportunities. However, the extent to which they provide choice/quality for the care provider and care receiver is questionable, the former because poor conditions in the public sector may mean that care providers are no better off when employed, and for the latter, because the range of choices offered by public services are limited. 

From Care to Assistance

The disability movement has proposed the 'personal assistant' (PA) as the solution to replace the term 'carer'. A common theme which emerges from the literature is the need to place personal assistance within the broader context of independent living. Thus the promotion of personal assistance as the key strategy in breaking the link between disability and dependency in everyday life has been the key focus of the Independent Living Movement (ILM) (Morris, 1993). For the ILM in particular, and the disabled people's movement generally, at least in the UK, care is regarded as a byword for dependency and so a means by which disabled people's lives are colonised and controlled (Watson et al, 2004). Care has not played a neutral role in disabled people's lives. It locates power with the caregiver rather than the recipient and focuses attention on the context (formal or informal) in which the giver operates rather than a context in which the recipient should rightfully and equally participate (Hurst, 2001). This has the effect of promoting patronising attitudes towards the recipients of care. They become 'takers' and 'burdens' (Watson et al, 2004).

An empowering and liberating strategy has been the provision of personal assistants (PAs), to disabled people, by organisations over which disabled people themselves have control, such as Centres for Independent Living (CILs) or other disability-led organisations, or through the provision of direct payments (Watson et al, 2004). Control over the assistance that is required to go about daily life is crucial to the concept of independent living. 

The role of the personal assistant is a task-centred one, involving response to instruction. In such relationships, disabled people are no longer represented as objects of care, but they become recipients of assistance. In this context, disabled people become subjects, in control of their own lives. Women with disabilities are thus not the passive recipients of 'care' (Morris, 1997). The concept of assistance cuts through the emotional symbolism which is sustained by the binary distinction between carer and cared for and returns power, in that relationship, to the disabled person (Watson et al, 2004). The disabled people's movement draws attention to the practical difficulties of obtaining such assistance and to how this kind of assistance offers disabled people the opportunity to determine their own day-to-day needs and requirements. 

In Austria, Finland, Belgium, Germany and the UK personal assistance is anchored in legislation. Legislation governing personal assistance in all European states is one of the demands set forth in the Manifesto, Women with Disabilities, Independent Living and Human Rights produced at the IV European Conference of Disabled Women entitled 'Disabled Women and Personal Assistance, April, 2005. In that manifesto, Swedish legislation enacted in 1994 (LSS gives the right to support and services, and LASS regulates financial responsibility) was cited as a good example for other European states to use. The law was inspired by the Swedish Independent Living Movement (Ratzka, 1998). The main features of the law are:

· Entitlement to assistance funding under LASS: a person must need personally designed support with basic needs more than 20hrs/week; 

· The LASS funding is administered by the national social insurance system. The user is free to choose any organiser of assistance and the provider can be local government, a private company, a user cooperative or the user her/him self. Local government is responsible for the service unless the user chooses another organiser; 

· For 2005, funding under LSS for personal assistance is â‚¬23 per hour. This amount is to cover salary and taxes, supplement for unsocial hours, employer's social fees, supervision, administration including advertising for assistants, recruitment costs, insurance, further education for assistants, staff expenses, and assistant's expenses when accompanying user. There is no legal right to a cash payment; 

· When applying for personal assistance, an assessment is made of basic needs (personal hygiene, dressing/undressing, eating, communicating with others, other qualified needs). The assessment procedure can take quite long. There is an assessment of the number of hours needed conducted by trained staff at the social insurance offices. They consider a person's total life situation including such aspects as the user's responsibility within the household, at work, and during leisure time. There is no upper limit on the number of hours and it is officially recognised that the week has 168 hours; 

· It is not means-tested, and funding is not taxable income. Thus, the amount paid to assistance users does not depend on the user's or his/her family's income or wealth but on the numbers of hours needed; 

· The law improves the options for relatives who are in the caring role; there are e.g. short-term stay and relief services available. It also gives the right for relatives to get help from personal assistants, or to be assistants themselves; 

· No requirements as to qualifications of personal assistants are specified and the only limitations are age limits and the total number of hours worked during a month; 

· The law also charges local governments with the task of informing persons who might be eligible for payments (Ratzka, 1998); 

· In 2003 there were approximately 12,000 users of personal assistance in Sweden, twice as many as when the system was introduced in 1994. About 40% of these are people with developmental disabilities. The average number of hours of assistance provided per week has also been increasing, and in 2003 it was almost 100 hours; 

· Data has shown that of the receivers of assistance funding, people with intellectual disabilities were from the younger age groups, and those with physical disabilities were older; 

· Freedom of choice is a central principle. The user decides; 

· Who - recruitment, work scheduling. Assistants have individual commissions from the user, and the user is also free to choose friends or family members as personal assistants; 

· When - flexibility to use the assistance when you need it; 

· Where - the workplace is defined as 'wherever the user is'; 

· With what - anything the user would have done if she/he had not had a disability. It can be cleaning, cooking and babysitting, or qualified tasks like preparing medicine, or assisting with technical aids; 

· In what way - this gives the user self-determination in the assistance, e.g. brushing of one's teeth before or after shower.

The Stockholm Cooperative for Independent Living (STIL) acted as a model of good practice in the development of the law reform in 1994. Its overall objective was to increase the number of personal assistance alternatives for people with disabilities with a specific focus on the qualitative aspects of attendant care, targeting power and control, self-determination, self-esteem and quality of life for users of personal assistance services (Bowman, 2001). In this model the individual user is responsible for training her/his own assistants according to the user's individual needs. The user has full control over the recruitment and scheduling process. Support is provided by STIL in the form of a 'supervisor course', covering topics such as recruitment, training, supervising of assistants, administrative tasks, assistants' employment conditions, labour laws pertaining to health and safety in the workplace. 

In Ireland the Commission for the Status of People with Disabilities recommended that personal assistance services (PAS) should be provided for people with significant physical disabilities. It further stated that a PA should be employed directly by the user; that a PA should be trained formally and informally by users; and that ultimately a PA should facilitate Independent Living (NDA, 2004). Pillinger (2002) highlights the fact that there continues to be inadequate financial support for independent living in Ireland, which could enable people with disabilities to exercise choice and independence, as opposed to more costly 'care' within residential settings or dependence on family members (Pillinger, 2002).

International models examined on best practice in PAS highlighted that the ethos of independent living incorporating consumer involvement, consumer direction, self-determination and participation in the community underpin the different approaches to providing PAS (McCausland, 2004). Each of the models examined in that review contained a commitment to independent living which regard the need of a person to live independently within their community as their highest priority. 

Pridmore (1997) has identified from her many years of personal and professional experience the specific benefits to disabled women of personal assistance:
· It enables women to go to work; 

· It alters women's traditional roles, e.g. a woman can now enter male dominated venues such as pubs accompanied by her personal assistant; 

· Self-determined living can offer young women a way of life more on a par with their non-disabled peers, in terms of exploring their sexuality; 

· Self-determined living can offer women more control and choice over their lives, e.g. no longer being forced to stay in abusive relationships because of their reliance on their partner for their personal assistance; 

· Personal assistance can relieve the stress within a relationship when women have to rely solely on their partner for their support needs; 

· Personal assistance can provide assurance to a mother that her children will not be taken into care and that her abilities to manage will not be in question.
Pridmore (1997) also highlights some of the negative aspects of self-determined living for women through personal assistants. These were:
· Discrimination during the assessment process: a disabled woman's need for personal assistance being perceived as less than that for a disabled man because of the traditional view of a woman as carer; 

· Disabling professional attitudes: if a disabled woman is living with another woman, it can be assumed that her need for personal assistance is less. If she is living with a disabled man, then the presumption can be made that she has been supporting him. In any case, as a disabled woman her needs for personal assistance become non-existent or are lessened; 

· The appropriate services come into effect in the situation where a man is rearing the children and continues work and/or refuses to let children go into care. This is not the same situation for a woman, who may have difficulties in getting personal assistance even when a relationship is breaking down; 

· Vulnerability for women when advertising for personal assistance employee; 

· For women who become disabled in adulthood, they may not have had employment experience outside of the home, and therefore it may be more difficult for them to become employers; 

· Nature of relationship between disabled woman and personal assistant different to that of men's.
Direct Payments - the example of the UK

Direct payments were introduced in the Community Care (Direct Payments) Act 1996 to enable disabled adults who need assistance with a range of daily living activities to buy their own support rather than depending on the home care and home help services available from statutory agencies. Since April 1997, local authorities in the UK have had the discretionary power to pay cash directly to disabled adults up to the age of 65 and assessed as needing social service support. Eligibility for direct payments was later extended to include people aged 65 years and over. Direct payments give users control over money spent on meeting their community care needs rather than receiving services arranged for them by their local authority or the assistance of family or friends. Morris (1998) notes that the campaigns by the disability movement have emphasised the need for cash payments to enable people to have control over their lives so that they can enter the public world - whether that is getting a job or being able to choose when you go out and to where. However, disabled women are, she asserts - in addition and often more - concerned with having choice and control over the assistance they need to fulfil their caring role within the private world of the family (Morris, 1998). 

The 1996 Act allows local authorities to choose whether direct payments are adopted or not. For users, such discretion means that receiving a direct payment is ultimately determined by local policy and not individual choice (Riddell and Banks, 2001). This has resulted in a stark difference among localities. For example, many local authorities in Scotland have viewed the policy with suspicion and as a means to erode further public sector provision of services (Pearson, 2000). In Scotland, only 13 out of the 32 authorities had either fully operational or pilot direct payment schemes with current users (Riddell and Banks, 2001). The total number of users across these projects amounted to 143 which, as the authors point out, indicates that considerable confusion still remained amongst local authorities as to what direct payments were and how they might operate. More recent data from the Scottish Executive (2005) showed that the number of recipients of direct payments had increased from 207 in 2001 to 1,438 in the year to March 2005. Those who received a direct payment due to a physical disability received the highest average payment (â‚¬15,165) and those with learning disabilities received the lowest (â‚¬11,190) (Scottish Executive, 2005).

There were inequalities between different groups of disabled people in accessing direct payments. Witcher et al (2000) reported that 87% of Scottish users - or a total of 125 - had physical or sensory impairments. Only 12% - 17 users - had learning difficulties and one person had Asperger's Syndrome. No one using mental health services was receiving a direct payment (Witcher et al, 2000). A follow-up piece of research found that little progress had been made since these initial findings. Professionals in both voluntary and statutory sectors were found to have a number of reservations as to the benefits of direct payments and questioned the capability of persons with mental health problems to cope with them in view of fluctuating or worsening conditions (Ridley and Jones, 2002). This imbalance in access to direct payments mirrors the overall pattern in England and Wales (Riddell and Banks, 2001). This is particularly an issue for women with mental health problems, given the fact that data has shown that for most age groups the workload for GPs and prevalence rates associated with anxiety and depression are markedly higher for women than for men, particularly in the 25-44 age group (ISD, in Riddell and Banks, 2001). Glasby and Littlechild (2002) have been critical of the absence of or limited reference to persons with mental health problems and direct payments in policy debates and publications in the UK. 

Direct Payments - Benefits and Challenges

There has been considerable research in the UK detailing the benefits of the new system of direct payments. These include the increased control people have over how their support needs are met (Dawson, 2000, Kestenbaum, 1995; Zarb and Naidash, 1995), choice of personal assistant which has enabled participation in many activities outside of the home, such as shopping trips, attending education and training courses and leisure activities (Carmichael et al, 2001), flexibility in terms of supporting disabled people with parenting responsibilities (Carmichael et al, 2001).

A number of challenges have been identified, which need to be addressed in order to improve take-up of direct payments. These are:

· Ensuring that funding is adequate and can be directed towards all areas of identified need such as support for leisure activities and the purchase of equipment if desired; 

· Relieving the administrative burden on both users and care managers; 

· Ensuring support services are appropriate and user-led; 

· Improving confidence and knowledge of direct payments among social work professionals; 

· Improving awareness among potential users; 

· Addressing the recruitment and training issues surrounding personal assistants.

Carmichael and Brown (2002) stress that if a comprehensive approach to the delivery of independent living services is to provide for all people with personal support needs, it must recognise the diversity among service users, taking into account age, gender, sexual orientation, race and ethnicity, and social background.

Balancing appropriate employer-employee relationships with the provision of extensive and intimate personal assistance, in the setting of a private home, over an extended period of time emerged as an issue from research carried out by Glendinning et al in 2000. The authors found that particularly at the start of a period of employment, problems can arise. Embarrassment at having effective strangers performing the most intimate of tasks, without the distancing normally generated by a formal professional-client relationship, undue control exerted by PA or taking advantage of their position in the household (reported more frequently in relation to personal assistants from care agencies), lack of privacy and disabled people being put at risk of burglary, aggression and abuse were some of the concerns for disabled people emerging from their research. In turn, PAs also wanted to be able to maintain boundaries between their work and private lives and retain some control over the range of tasks they were required to perform. A common concern among both disabled employers and PAs was how to deal with any problems which arose in the employer/employee relationship. 

Ungerson (2004) contends that recent work on paid and unpaid work has suggested that the dichotomy between them is breaking down, particularly in the field of domiciliary care. Forms of unpaid work, known as informal care are having cash attached to them through state subsidy. The intention has been to allow the users of social care support to receive cash instead of services and spend that money on the direct employment of carers who deliver care to them in their own homes. There is a major difference between these schemes along the axis of regulation/non-regulation. But as Ungerson contends, across this axis is a further distinction, whether care-users can use the cash to 'pay' their relatives. The table below represents data from a cross-national study in five European Union countries to investigate how far care-'workers' and care-'givers' are, or are not, rendered independent or empowered by the different schemes. 

Table 3: A Cross-National Perspective on 'Cash for Care' Schemes [2]
	Â
	Cash Payments for Informal Care
	Regulated System
	Direct Payments
	Additional income flows into the household
	Undocumented 'grey market' carers

	Examples
	Dutch system - organised by the Social Insurance Bank and framed by welfare state legislation

Austria - an arrangement organised by Caritas, which pays informal carers to care.

	French system - the means-tested Prestation Specifique Dependance (Dependency Benefit) (PSD). This pays around â‚¬500 a month, insufficient to employ someone full-time or for many hours.
	Direct Payments scheme in the UK. The amount received depends on the assessment of needs made by a local council. For example, in Scotland in 2005 the average value of a payment received was â‚¬1,166 a month (Scottish Executive, 2005)
	Systems in Austria and Italy which are entirely unregulated.
	In Austria and Italy, use of undocumented care workers, almost all of whom are foreign migrants

	Elements

	Care givers are usually known for long periods to care-users and can also be relatives. The Dutch system pays cash according to the amount of care work time that is judged to be necessary, as well as an assessment as to how much 'domestic', 'personal' and 'nursing' care is required. In Austria, on payment of a fee from the care-user, Caritas acts as an employer of a care-giver, who may be a relative. The care-giver receives pay for the tasks undertaken.
	Â
	Â
	Payment of cash supplements which are intended for the purchase of caring labour but in practice can be spent on anything, not spent at all, saved or given away.
	Â

	Regulation of care delivery (e.g. standards, qualifications, credentials, authorisation)
	Care-users can 'employ' the care-givers they prefer.

Care-givers can also be relatives.

Where needed the care-giver/worker commonly gives 24/7 care
	Many care workers are employed through agencies and engage with multiple clients.

Few opportunities for 24/7 domiciliary care because of the high cost of fully-qualified workers.

Most of these workers had received training and acquired the basic care qualification, the Certificat d'aptitude fonction d'aide a domicile
	Regulated care system where care users and care workers are left to their own devices as to how to recruit and organise the care. These features are promoted as they are consistent with the ethos and discourse of consumerism and empowerment. The result is a wide variety of care relationships which may or may not increase the independence and empowerment of both care-users and care-workers.
	Enabled small-scale care relationships e.g. money to pay a neighbour to do regular cleaning.

Position of informal carers who cared had not altered, remaining classic 'unpaid' informal carers.
	Undocumented care workers

	Regulation of care delivery (e.g. standards, qualifications, credentials, authorisation)
	On the down-side it is unlikely that work of care-giver will be recognised as valid 'experience' if and when the care-giver re-enters the conventional labour market. Future employment jeopardised. 

These schemes are more difficult to leave for care-users and care-givers, as they would incur direct economic costs as well as emotional costs.
	Delivery of services and care in 'short bursts'.

The fact that these care-workers were engaged with numerous employers meant a constant battle with time and location. Difficulty in combining holistic care with the exigencies of having to deliver care-work at speed.
	Direct payments cannot be used to pay a close relative to provide care. 

Â 

Operating in a segment of the market that credentialism has barely touched, and so vulnerable to exploitation based on emotional blackmail.
	
	

	Regulation of care work (tax, employment-derived social rights, wage regulation, hours of work, national insurance contributions)
	These schemes increase the income of care-givers and their co-resident care recipients and create social security entitlements.

Â 

In the Austrian system, the care-giver is fully covered for social security rights and holiday and sickness pay.
	These care workers are operating in the conventional labour market and their social and employment rights are fully intact. 

Â 

Career progression available.
	Care-users and care workers operate in a labour market characterised by low wages and few skills and qualifications.
	Allocation of funds to the household itself, impossible to unpack these monies so that the carer directly benefits, especially where that carer is a co-resident or a close relative such as a spouse. 

Â 

Cash benefits were used to supplement household income and so allowed these disabled older people to continue to live independently with reduced financial anxiety.
	Avoidance of taxation and social security contributions.

Â 

Wages were very low.

Â 

In both Italy and Austria the state benefit payment was enough to employ 24/7 help.

	Findings from research
	There was general satisfaction with these schemes from both care-givers and care-users. 

Â 

Provides care-givers with a sense of self-esteem, are now regarded as 'workers' rather than as 'carers' and accorded more status as a result, thus benefits women.
	It was found that French care workers worked for up to 13 people whom they visited at least once a day. 

Â 

Care workers felt that their roles were not fully understood or recognised. Working within a strict division of labour, they were not allowed to act autonomously and provide the service they would judge as best.
	Some care-users had only one care-worker who provided care over long periods during the day, while others through supplementation from their own resources employed many care-workers who provided 24/7 care.

Â 

From the study, some evidence that individual care-users had the ability to control both the type of care-worker who assisted them and the timing and type of care they received.
	Care-users did not report any difficulties with the standard of care. Their independence had been maintained and they were able to employ care workers for sufficient hours to provide them with good enough and continuous care. 

Â 

For the care-workers one of the main difficulties was the organisation of their personal time.
	Â 



	Findings from research
	Â
	Care-users were generally satisfied although relationships experienced as distanced. Care-users were supported in their desire to maintain their independence and felt empowered to voice complaints and exit relationships if they wished.
Â 

These were distanced relationships based on contract, where the roles are clear, and the emotional content concomitantly reduced.
	For the care-workers, some were very positive and preferred to work in the domiciliary setting on a one-to-one basis, in terms of maintaining standards.
	Â
	Â


In summary, the research demonstrated that the outcomes of cash-for-care systems vary considerably, because of two major variants-:
· Whether or not they regulate the type of worker employed by care-users and enforce the social rights of care-workers; 

· Whether or not the payment of relatives is permitted.
Ungerson recommends that policy-makers should proceed with caution and that it is important to understand how policies or systems impact on the empowerment and independence of both users and carers, and also to recognise that the location of care-users and the type of labour market they are able to access will influence the way in which the care relationship develops and its quality.
Conclusion
The review of literature in the areas of care and personal assistance has highlighted the complexities of the concept of care. The notion of care has been re-examined in focusing attention on the needs of women as care receivers and care providers, and in emphasising the emotional and relationship aspects as much as physical tasks. The caring role is not synonymous with the caring function. Qualitative research in the UK, Northern Ireland and elsewhere has highlighted disabled women's needs for a flexible system of personal support that takes into account their differing social and economic roles and responsibilities. Resources have in many instances been allocated and services delivered in ways that have created a need to rely on family members and friends for personal support. 

A critique of care policies has emphasised the interests of the care recipient as well as the care provider in relation to: choice/quality and rights/obligation; gender equity; need for recognition and valuing of care; demand for and supply of paid and unpaid labour; and the tendency to frame care policies in terms of the costs of alternative ways (when family members are no longer available) of providing it to the public budget. Models of good practice exist in relation to personal assistance, e.g. Swedish legislation. Good practice features of this system include: choice in selecting a care provider; adequate funding for all the personal assistance costs involved; training/education for assistants; assessment of needs based on a person's total life situation; rights given to relatives to be assistants and provision of short-term stay and relief services. 

Key Empirical Research Findings

In the areas of personal assistance and care issues the following key empirical research related findings and opinions emerged:
· The concept of care has been re-examined focusing attention on the needs of women as care receivers and care providers and on the nature of caring whose definition should be expanded to encompass emotional and relationship aspects as much as physical tasks. A need to incorporate disabled women as carers into debates and analysis on care was highlighted; 

· The situation of disabled women demonstrates that the caring role is not synonymous with the caring function. Disabled women may require practical and technological assistance and support from others when carrying out caring tasks, including formal services input. However, the successful fulfilment of caring responsibilities is not reliant on the isolated, unsupported carrying out of caring tasks; 

· Disabled women have reported differential experiences of service provision in the UK and Northern Ireland. Services were delivered in ways which made it difficult for disabled women to assert their own perceptions of their needs. There has been a failure to respond to the personal assistance needs of women in relation to their roles as carers within the household, and in providing help with going outside of the home. Statutory services commonly identify family members (including children) as carers and see them as service providers. The way that social service departments have allocated their resources and delivered their services has created a need to rely on family members, including children. Other disabling barriers creating a need to rely on family and friends for supports identified included poverty, disabling professional attitudes, disabling services, communities and environments; 

· In Ireland, it was recognised that additional funding for community-based services such as personal assistants, care attendants and home help is required in order to help reduce the need for children and young people to provide care on an everyday basis. Recognition of the personal support needs of women as care providers and care receivers implies focusing on what needs to be done to prevent parents having to rely on their children for tasks such as heavy lifting of adults, and intimate personal tasks such as bathing, and toileting. In the UK, the 'young carers' and single parents with disabilities issue was considered to involve an implicit attack on women's ability to parent without the presence of a man in the household; 

· In Northern Ireland, the complexities of care within families and over-protection were issues raised in a qualitative study in relation to disabled women's need for personal support and also in relation to women's control over their own income. Partners of disabled women being perceived as carers has had a negative impact on relationships. A lack of support and/or information for partners of disabled people was highlighted. This lack of support means that partners must assume a caring role; 

· The value of someone carrying out the caring role in both quantitative and qualitative terms to both service provider and service user is rarely recognised. There is a danger that disabled women may be drawn into undervaluing the caring role and responsibility if they cannot undertake all the tasks without assistance. Qualitative research in the UK has found that disabled women have denied themselves the practical help they needed so as not to make themselves vulnerable to the charge of not coping.
Key Policy Findings

Key policy related findings on personal assistance and care issues emerging from the review were:

· Public policy on care is of huge importance for individual women and men and serves to either alleviate or intensify gender inequalities, irrespective of whether the work is paid or not; 

· A critique of care policies has emphasised the interests of the care recipient as well as the care provider in relation to: choice/quality and rights/obligation; gender equity; putting policies in place that recognise and value care; the demand for and supply of paid and unpaid labour; and the tendency to frame care policies in terms of the costs of alternative ways (in view of the fact that family members may no longer be available) of providing it to the public budget; 

· Systems of care create and maintain gendered inequalities in opportunities and income across the life course, in relation to pay and pensions, and in terms of its effects on women's choices about participation in the labour market and economy more generally. Whether policies provide income, time or services they are affecting the demand for and supply of care and labour; 

· Women's unpaid work of looking after disabled and older family members has made living in the community rather than in residential care possible; 

· When making cash payments, welfare states make a payment either to the care-giver or the care-receiver. Time, as distinct from money and services, is under-developed as a policy response in Europe; 

· If a payment is made to the care-giver, they are likely to see themselves as the one person mainly responsible for the well-being of the care recipient. Furthermore the most likely outcome of such a measure is to encourage the provision of care in an informal or private setting. Payments for the providers of care tend to be negative for gender equity also as they are rarely generous enough to attract men and therefore tend to confirm women as the most appropriate care providers; 

· In the Irish context, a review of the carer's allowance considered that the scheme is only effective for carers who are on low incomes, many of whom are already in receipt of social welfare payments. It is less effective in meeting its objectives to support care in the community and to give recognition to the role of carers; 

· Making the payment to the person requiring care may improve the degree of choice available to the care receiver (in that she/he can choose the preferred form of care) and also reduce the public costs of care; 

· Features of high quality care identified from the care receiver perspective were: the calibre of the services and/or income compensation; choice of carer and care locus, especially to allow people to remain in their own homes; satisfaction of emotional needs; and understanding that care is embedded in a relationship; 

· Features of high quality care identified from the perspective of the care provider included an emphasis on the emotional over the physical tasks; the moral value of the work rather than its technical quality; support and recognition; choice for the potential provider about whether to get involved in providing care; and conditions of work including payment, hours, support structures and matters of security; 

· Models of good practice exist in relation to personal assistance, e.g. Swedish legislation. Good practice features of this system include choice in selecting a care provider; adequate funding for all the personal assistance costs involved; training/education for assistants; assessment of needs based on a person's total life situation; rights given to relatives to be assistants and provision of short-term stay and relief services; 

· Some of the best quality programmes are those that have directly involved users and workers in the design and the setting of indicators, performance targets and development of good practice at local level. The introduction of mechanisms for involving users in the development and monitoring of quality is a challenge for the social public services; 

· For mental health service users a safe and supportive environment, opportunities to talk with workers and other women using the services, promotion of self-esteem, alternatives to medical treatments and support with childcare were highlighted as valued aspects of service provision; 

· The need for appreciation and valuing of care where caring is not just recognised as a good for society but policies are put in place to achieve this recognition and value.
Research Gaps
The following research gaps emerged from the review on personal assistance and care issues in the Irish context:
· Exploration of disabled women as care givers and the care supports available to them; 

· Analysis of existing strategies that are working towards independent living; 

· Personal assistance needs specific to disabled women within an independent living framework taking into account such factors as roles of family members, and disabled women's caring roles and responsibilities; 

· Exploration of 'cash for care' systems in relation to public responsibility for costs of care, and policy implications for both care-receiver and care-giver; 

· Exploration of parenting experiences of disabled women including women who are parenting alone; 

· Exploration of gender-based differences in access to and receipt of care and assistance related services.
Chapter 4: Poverty and Social Welfare
Introduction

The risk of poverty for people with disabilities has been recognised nationally and internationally in the literature. According to Walsh and LeRoy, (2004) emerging research is uncovering the more complex relationship between poverty and disability. Rather than a simple linear relationship between the two variables, current literature recognises the interactional relationship between disability and poverty (Walsh and LeRoy, 2004). Someone who is socially excluded is at greater risk of becoming disabled, and someone who becomes disabled is at greater risk of becoming socially excluded (Burchardt, 2003). Research has shown the connection between pre-existing low income and becoming disabled, with those in the lower income groups facing a higher risk of becoming disabled than those in the top income groups (Jenkins and Rigg, 2003). People with chronic illness or disability have substantially lower levels of educational qualifications than others in their own age group with disparities being more pronounced in younger age groups (Gannon and Nolan, 2005). Burchardt's analysis in the UK context showed the link between pre-existing disadvantage with respect to level of qualifications and the risk of becoming disabled. (Burchardt, 2003). It has been observed in the Irish context that the risks for people with disabilities of poverty and disadvantage are particularly acute in rural areas (Nolan et al, 1998, ESRI, 2005). 

In Ireland research shows that people with chronic illness or disability are more than twice as likely to be at risk of poverty than other adults, and about twice as likely to be experiencing basic deprivation and consistent poverty. At risk of poverty means incomes below a household income threshold set as a proportion of the average (60% of the median) and adjusted for family size (Gannon and Nolan, 2005). Burchardt (2003), using data from the British Household Panel Survey (BHPS) to examine the risks of poverty following onset of disability, found that individuals in households affected by disability face an increase in the risk of entering poverty, and a decrease in the likelihood of leaving poverty. Despite the pre-existing high rates of poverty among those who became disabled, the onset of disability was itself associated with a further risk of entering poverty, and a decrease in the proportion of people leaving poverty. More than one in seven of those not initially in poverty, entered poverty following the onset of disability (with poverty defined as below 60% of median income), and over two-thirds of those who were already poor, remained so - a higher proportion than for the non-disabled poor (Burchardt, 2003). She concludes that the help provided through the social security system therefore was not sufficient to avert poverty. 

A consequence of someone becoming disabled in adulthood can be a change in household income. This may arise because an individual ceases employment or changes job, because other household members increase or decrease their hours of paid work to adjust to the new situation, or because benefit entitlement changes (Burchardt, 2003). 

Harbison (2003) identifies from the literature three types of factors which can make disabled people or families with disabled members worse off. These are lower education and employment levels linked to a loss of income, the additional costs resulting from disability and barriers including marginalisation or exclusion from services and community activities. Poverty, in terms of lack of wealth, opportunity, power and access to services can keep people dependent upon their immediate community (Swain et al, 2003). For example, when people with disabilities need practical assistance and personal care, they often have to rely on family, friends and the state.

Disabled Women and Poverty

There is a clear link between women with disabilities and poverty. Throughout their life span, women with disabilities have lower incomes than non-disabled women and men with disabilities and their status is often one of poverty, isolation, and lack of social supports (Day and Brodsky, 1998, Ferri and Gregg, 1998). EU-SILC data for 2003 estimated a 54% risk of poverty for people with a disability, based on a risk of poverty of 58% among women and 52% among men (CSO, 2005). 

As most adult disabled people are not in employment, disabled women who are poor are undoubtedly most often poor because of their dependence on low levels of disability-related welfare (NESF, 2002). Gannon and Nolan's research (2005) showed that poverty among those with chronic illness or disability is closely associated with social welfare dependence and with having no-one in the household at work. Among those reporting a chronic illness or disability and in households below the 60% of median income threshold, only 10% of household income came from paid work and 86% came from social welfare payments.

Adults with intellectual disabilities are nearly three times as likely as other adults of the same age to be living in poverty (Larson et al, 2001). Women with intellectual disabilities remain the least studied and understood members of the population. According to Janicki et al (1999) they are often poorer, in worse health, less educated, and more dependent on government supports than other people with intellectual and other disabilities. 

In Ireland the National Disability Authority and the Mental Health Commission have highlighted the fact that services for women with an intellectual disability have been found to be particularly under-resourced (Mental Health Commission, 2004, NDA, 2004c).

Data from the Central Statistics Office (CSO, 2004) showed that there were 11,170 women registered on the National Intellectual Disability Database in 2004, and 14,246 men, with the profile of level of disability being broadly similar for both groups. Nearly half of all Irish adults with intellectual disabilities continue to live with families, while many individuals continue to live in large, congregate settings as well as group homes that are managed by both statutory and voluntary entities (Mulvany and Mulcahy, 2002, LeRoy et al, 2004). Men are more likely than women to live in psychiatric hospitals in Ireland; the admission rate to psychiatric hospitals and units was 627.5 per 100,000 men and 581.6 per 100,000 women in 2002 (Health Research Board, 2002, CSO, 2004). LeRoy et al observed that all the research participants in their study (a group of 29 women with intellectual disabilities: nine Irish, 20 American) lived in poverty and had little control or access to the small amount of money they did have (2004). 

Poverty has also been found to be associated with mental illness (Thierry, 1998). As gender is a critical structural determinant of mental health and mental illness, it also interconnects with other socio-economic determinants of well being such as income, employment and social position (WHO, 2001). Of these factors disadvantage is the one most closely associated with the development of mental illness (Prior, 1999). Women and men are thought to be affected by mental health problems in equal proportions, but by different types of difficulties. Women primarily experience anxiety and depression, while men are mostly affected by behaviour and personality difficulties, including alcohol and drug dependence (WHO, 2004). Four of the six leading causes of disability are due to mental health problems (depression, alcohol abuse, schizophrenia, and bipolar disorder) (WHO, 2001a). Depression has also been found to be one of the most frequently mentioned secondary conditions among women with disabilities. The isolation women with disabilities and carers of persons with disabilities experience can lead to secondary mental health problems (NDA, 2002). Mental health community surveys are not available in Ireland. Therefore, all data on prevalence of mental health problems relies on in-patient surveys. According to the Women's Health Council (2005) these data are therefore likely to be disproportionately skewed towards more severe mental illness that cannot be addressed within primary and community care (WHC, 2005).

A connection between homelessness, poverty and mental illness has been found in a number of studies. For example, in Canada, a report on homelessness in Toronto showed that approximately one third of the homeless population suffer from mental illness, and that as many as 75% of single women in hostels have a mental illness (City of Toronto's Report, 1999). In another study carried out by the University of Ottawa, a diagnosable mental health problem was found in 74% of adult women surveyed who were using the shelter system compared to 60% of adult men (University of Ottawa, February 2000).

Women's poverty is not singular in its cause; given the many interacting characters of women's social identity, on some occasions it may be a woman's social class that is the principal generator of her poverty, in other cases it may be her disability, or age or marital status (NESF, 2002). The impact of poverty on the health status and quality of life experienced by women with disabilities is undeniable. This section will focus on disability as the principal generator of poverty for women with disabilities, and will also look at the adequacy and effectiveness of social welfare systems in alleviating or preventing disabled women's poverty and hardship.

Measurement of Poverty

According to the National Women's Council of Ireland (NWCI, 2000) government anti-poverty strategies and policies, particularly as outlined in the National Anti-Poverty Strategy, are blocked from full and effective implementation because of limitations inherent in the monetary and non-monetary deprivation indicators used to identify many categories of women living in poverty. This has resulted in insufficient information about gender-specific and socio-cultural specific experiences of poverty (NWCI, 2000). Amartya Sen has argued that by focusing specifically on incomes when studying poverty, crucial aspects of deprivation may be lost (1992). Sen favours focusing instead on 'capabilities to achieve functionings'. This approach differs from other poverty measurements in requiring close attention to different resources needed by different individuals to achieve comparable functionings. For example, people with physical disabilities may have to incur greater expenses than others in order to stay in a job. The relevant concept of resources under the capabilities approach is not the level of income per se, but the adequacy of income after taking into account individual variations in needs (Peterson, and Lewis, 1999). 

Zaidi and Burchardt (2005) in looking at the UK situation point out that equivalisation of incomes for household size and composition is accepted practice when measuring poverty but the other variations in needs are rarely acknowledged. Disability is another source of variation in needs but equivalisation for disability has largely been overlooked. Their results showed that the extra costs of disability are substantial, especially for disabled people living alone, and that such extra costs rise with severity of disability. Their findings have implications for the adequacy of disability related state benefits and for devising poverty thresholds when comparing poverty across people with varying severity of disability. They conclude that it is necessary to examine existing state benefits designed to compensate for the extra costs of disability, as their levels fell short of the extra costs estimates they obtained using a standard of living approach. 

According to Burchardt (2003) official statistics may underestimate the true extent of poverty among disabled people because they are based on income (including social transfers), and do not take into account the additional costs disabled people may incur because of their disabilities. In other UK research Burchardt argues that additional costs benefits (in the form of Disability Living Allowance) should not be counted as disposable income unless an equivalisation for disability is also applied and this additional income does not translate into a higher standard of living for the disabled person (2003). In an analysis of data from the Family Resources Survey and the longitudinal British Household Panel Survey unadjusted figures suggested that 14% of those not initially in poverty enter poverty following the onset of disability, whereas the fully equivalised figures[3] indicated that the proportion was as high as 41%. The results therefore indicated that adjusting for extra costs makes a substantial difference to the estimates of the numbers of people who enter or leave poverty following onset of disability.

Millar argues (1999) that in order to develop gender-sensitive ways of 'measuring' poverty what is needed is a way of placing individuals within households and measuring both their contribution to the resources of that household and the extent of their dependence on the resources of others within the household. Wooley and Marshall (1994) argue that more careful measurement of previously neglected dimensions of inequality are needed including measurement of control over family finances, and influence on decision-making. In the Irish context, Cantillon et al (2004) have explored the use of non-monetary indicators in developing our understanding of the situation of women and children's poverty and social exclusion. Their analysis of the Living in Ireland survey 1999 demonstrated that while there were differences between adults in households, these did not systematically conceal female poverty. They also found that the burden of day-to-day financial responsibilities fell more heavily on women. They recommend that the development of indicators including intra-household resource allocation, decision making and resource management within households and data on children's experience of poverty and deprivation should be incorporated as part of the EU Survey on Income and Living Conditions (SILC).

According to Gannon and Nolan (2005) only quite limited results relating to poverty and disability have been published to date in researching poverty in Ireland. Their analysis of the Living in Ireland surveys contributes to providing better understandings in this field. However, there exists a need for further gender-specific analysis to be undertaken on existing datasets in relation to disability and poverty. In looking at how poverty varies across different types of households and individuals, one of the breakdowns used has been labour force status. Individuals have been categorised in terms of the labour force status of the household reference person - that is the person most responsible for meeting its housing costs such as mortgage repayments or rent. One of these categories distinguishes people in households where the reference person's labour force status is 'not in work due to illness or disability'. Gannon and Nolan note that the poverty trends for this group do not relate to all those with chronic illness or disability as the sub-group in question is identified on the basis of labour force status rather than persons reporting that they have a chronic illness or disability, and secondly, it is only the situation of the household reference person that is taken into account. Instead they focus on the poverty status of all those individual adults who report a chronic illness or disability, irrespective of their labour force status or position in the household. 

The National Disability Authority in its submission on the Draft National Plan for Women (2002) identifies two issues centrally important to the ongoing cycle of women with disabilities and poverty. These are firstly, women's right to access an adequate income and secondly - an issue which cuts across and interacts with the first - the role of Irish women as carers. Key poverty issues for women with disabilities were identified as:

· Inadequate income levels; 

· Duration on short-term disability payments; 

· Married/cohabiting women's entitlement to disability allowance; 

· Access to disability allowance for women with disabilities in residential care 

· Costs of living with a disability.

Onset of Disability and Poverty

According to Burchardt (2003) the majority of disabled people experience the onset of their health problem or impairment in adulthood. She refers to research carried out in the mid-1990s in the UK, showing that 11 percent of disabled adults of working age were born with a health problem or impairment, 12 percent became disabled during childhood, and the remaining three-quarters became disabled during working life. Analysis of data from the British Household Panel Survey (BHPS) showed that among those who have become disabled and say they are worse off than the previous year, 44 per cent cite a fall in earnings, and 35 percent say their expenses have increased (Burchardt, 2003). The author's findings were confirmed by this data in that loss of employment and a rise in the cost of living associated with disability-related items are two main sources of financial hardship following onset of disability (Burchardt, 2003). Data from the BHPS showed that just over 1 in 3 single adults who were employed leave employment after becoming disabled. According to Burchardt (2003) new needs for financial and practical support, accessing information and dealing with discriminatory attitudes on the part of employers, service providers and the general public are some of the challenges disabled people must learn to deal with.

Burchardt (2003) argues that the impact of a serious health problem or impairment can vary according to an individual's circumstances, for example, whether a woman lives alone or with a partner, previous income and employment and also the type and severity of the newly-acquired impairment or condition. Fawcett (1996) considers that living alone is likely to increase poverty rates for two important reasons. First, persons with disabilities who live alone are less likely to have a job and to have earnings than those who live with others and secondly, for those who live with others, it is possible to have more than one income coming into the household; those who live alone must rely upon only one income. 

Older women with disabilities have been identified as a particularly vulnerable group to poverty and hardship. Older women in Ireland are largely dependent on either non-contributory pensions or on reduced rate contributory pensions because of interrupted working years, work in sectors where occupational pensions were not the norm and because of their time spent engaged in caring work. Women who care for their children or other family members do not earn pension 'credits'. The welfare system therefore, has not enabled these women to provide for their old age, while society as a whole has benefited from their essential care work. This has contributed to older women (aged 65 years and over) being at a higher risk of poverty. The patriarchal structure underlying current pension provisions in the wider society is reflected in the income adequacy situation for older women with disabilities.

Disability in one family member will often affect the living standards of others:households containing a disabled person are frequently poor households. According to Barnes and Baldwin (1999) writing in the UK context, this is partly caused by the low level of disability benefits. It also reflects the fact that relatives (usually women) are involved in giving care and support, which reduces the hours they can work or prevents them from working, and the benefits available to them are equally low. Burchardt (2003) argues that for two-earner couples the fall in income and effects on living standards can be substantial if the non-disabled partner also leaves employment, either because the benefit system makes that the best option, or because she/he wishes to provide unpaid care for the newly-disabled partner. 

Data from the BHPS indicated that among single-earner couples, even where the earner is not the one who becomes disabled, one in five leaves employment. In Burchardt's study 7% of individuals whose partner becomes disabled reported that they had taken on new caring responsibilities at the time (2003). Berthoud (1993) found evidence that, while some women became the main earner when their partner became disabled, this was much less common when women were involved in caring activities for more than an hour or so each day. 

Social Welfare Systems

Daly (1996) proposed the following typology of welfare state regimes, which provides a useful context for discussing welfare support systems for women with disabilities: 

Table 4: Typology of Social Welfare Regimes

	Nordic Model
	Continental European Model
	Liberal Model
	Mediterranean Model

	(Nordic and Scandinavian countries)
	(Austria, Germany, Belgium, Luxembourg, France and partly the Netherlands)
	(Britain, Canada and, to a certain extent, Ireland)
	(Greece, Spain, Portugal and Italy)

	Generally financed through the tax system
	Driven by a social insurance rather than a welfare model, where benefits are primarily earned through employment over the course of a person's lifetime
	Incorporates the social insurance model and residual welfare assistance
	Historically, the income security system has been based on a social insurance model, with workers paying contributions toward their future benefits

	Builds on a tradition of full-employment and universal welfare provision
	
	Attempts to promote labour market participation by limiting generosity of benefits and providing direct incentives to work
	Role of family and community in provision of welfare rivals that of the state

	Focus is on promoting equality, rather than merely reducing poverty
	
	Emphasis on combating poverty rather than on promoting equality
	

	Characterised by relatively generous benefit levels
	Level of income security depends on the size of the former wage/salary
	Generally low benefits
	Because of large informal economy, many people are not adequately protected by this system. As a result, the nuclear and extended family is of great importance

	Incorporates a wide range of services to support families and promote full-employment (such as child care)
	Relies to a certain extent on the traditional model of the family, where the husband/father is expected to be the breadwinner, and the wife/mother is expected to care for the family
	
	

	Significant state intervention into the labour market, the family and the community
	Governance of the system is shared between workers, employers and the public sector
	Less regulation of the labour market and fewer supports to families (e.g. child care) than the previous two models
	

	Social welfare is a right of citizenship
	Focuses on guaranteeing a level of income security over the life course
	
	


Sainsbury (2001) believes that one of the most important welfare state variations is the extent to which a married woman's entitlement to benefits is via her husband or is influenced by her husband's benefits. Social welfare payments in Ireland derive from a family-based system using household means-testing. Family-based provision requires that an individual be identified as head of household, principal claimant, and the person to whom resources are directed. Other household members are classified as dependants, denied the right to claim or receive welfare state resources in their own name (Daly, 1996). 

In order to remove gender inequalities from the social welfare system, the NWCI (2000b) proposed the implementation of 'administrative individualisation' where a husband and wife would receive individual payments automatically, following a process of joint assessment. This is crucial to the achievement of both income adequacy and equality objectives. NWCI's recommendations are relevant for all women, but in particular, women with disabilities who have a disproportionate risk of being poor. 

Separate incomes for married women are important to allow them control over how that money is used. Many feminist economists contend that the poverty of women may be understated when it is assumed that income is shared equally within families (Nelson, 1996, Wooley and Marshall, 1994). Daly and Rake's analysis (2003) demonstrated that in most countries under review in their study, the average woman has direct control over less than a third of household income; her welfare is thus heavily dependant on the family as a site of redistribution. Women with Disabilities Australia argue that financial inequities in relationships is of particular concern for women with disabilities and they should be entitled to disability support payments regardless of their relationship status and/or living arrangements (WWDA, 2003). Goode et al (1998) carried out a qualitative study in the UK with 31 couples to examine patterns of money management, control and allocation within families on benefits. Their findings demonstrated that the way household income was managed and controlled in families was affected by: who received it; where it came from; the amount; and couples' perception of whether the breadwinning role is the man's or jointly shared. Household income tended to be more equally shared if women were used to receiving direct benefit payments, women received a higher proportion of the family's total income and if men recognised that breadwinning could be a joint activity.

The National Women's Council of Ireland (2003) among others have been critical of the existing model of social welfare in that it does not promote economic independence for women within the social welfare code and does not enable individual (non derived) rights to social welfare. The NDA has highlighted this issue for married/cohabiting women who become disabled while working in the home as they are excluded from income maintenance supports and have to depend on their spouse's/partner's income (NDA, 2002). Furthermore, women in receipt of Disability Allowance who marry a partner in employment lose their entitlement to the disability allowance through the means test and women who marry or cohabit with someone on Invalidity Pension and Disablement Pension will also lose their entitlement to Disability Allowance (NDA, 2002). The National Economic and Social Forum (NESF) have also observed that disabled women who are married and are dependent on a husband's low wages or a low welfare income are not only adversely affected by the poverty arising from their class position, they are also further impoverished by their lack of an independent source of income arising from their marital status (NESF, 2002). Regarding welfare payments and supports, the Combat Poverty Agency (2004) as well as recommending increases in basic payments, recognised the need to reform the welfare system to encourage employment and financial independence.

Disability Income Support Systems
In most of the countries reviewed[4] in the Disability and Cost of Living Report (2004b) the income support systems comprise insurance based and means-tested payments with the levels of payment and criteria for eligibility varying in each case. Most countries distinguish between income maintenance (paid to people out of work) and additional costs (such as for disability or children). Assistance is divided into five basic categories:
· Basic income payments; 

· Cost of disability payments; 

· Tax relief/tax credits; 

· Specific reimbursements; 

· Payments in kind.
Burchardt provides a critique of the three elements of the UK system, (not including the general means-tested safety net (Income Support)), which are designed to address the needs of people who become disabled. The first is a social insurance benefit, Incapacity Benefit (IB), which is insurance against being unable to work due to long-term sickness or disability. Secondly, a Carers Allowance compensates spouses for loss of earnings when they leave employment to look after a disabled partner and thirdly, 'extra costs benefits', primarily Disability Living Allowance (DLA, for people who become disabled during childhood or working life) and Attendance Allowance (AA, for people disabled during retirement). These benefits are paid in recognition of the additional expenditure some disabled people incur, for example, on aids and adaptations, personal assistance, transport, heating, special clothing or diets. 

Insurance Based Payments
McManus (2003) observes that some people who have been disabled since birth might not be in a position to take up employment covered by social insurance, and therefore would not build up entitlement to contributory payments and would be more likely to depend on means-tested payments. In contrast, people who become disabled later in life might have built up sufficient contributions to qualify for social insurance payments. Fawcett (1996), writing from a Canadian perspective, argues that those who acquire a disability early in life and women who have been out of the labour force due to domestic responsibilities are the most likely to lack sufficient labour force experience and thus be excluded from those benefits. Women with disabilities in part-time work may also be excluded. 

In Ireland, a disability benefit is paid to persons who are incapable of working because of illness and who have enough social insurance contributions through their previous employment record. It is intended for those with a short-duration illness. After a defined period persons are transferred onto long-duration disability benefit. An invalidity pension can be paid instead of disability benefit to people who are regarded as permanently incapable of work and who satisfy the PRSI contributions. Invalidity pension is paid at a slightly higher rate, recognising its long-term nature. Data from the Department of Social and Family Affairs on disability benefit recipients showed a considerably higher proportion of female recipients (63%) of disability benefit than male recipients (37%) in 2003 (DSFA, 2004). The NDA's report on disability and work drew attention to the fact that men are more likely than women to be receiving long-term social welfare payments in connection with their disability. Comparing the number of people shown as disabled in the Census 2002 with the number of people claiming welfare payments for long-term conditions or occupational injuries[5], about 84% of men but just 60% of women with a long-term condition would get a disability welfare payment (NDA, 2004a). They recommended that research be carried out on the number of women on the various disability related payments, the length of time on such payments and reasons why there are more women on short-term allowances than men (NDA, 2002).

In an examination of trends in the receipt of Incapacity Benefit (IB) in Northern Ireland, men comprised a greater proportion of both recipients and claimants than women did. In 1999, 62% of the caseload were men, while 38% were women (Yeates, 2001). Yeates notes that this gender difference reflects the fact that IB is a contributory benefit and therefore, entitlement depends on an individual's work history. However, that situation is changing and the greatest increase in recipients between February 1996 and February 1999 has been amongst women in the 35-44 and 55-59 age groups. In the UK context, Lonsdale and Aylward (1996) note that the steadily increasing participation of women in the labour market and changes in the rules affecting their eligibility for benefits has meant that, unlike men, women have shown increases not only in durations, but to some extent new entries to IB as well. This trend is expected to continue.

Burchardt (2003) observed from the British Household Panel Survey (BHPS) that just one in three respondents who leave employment in the year following onset of disability report receipt of Incapacity Benefit and that for those who do receive it, the median percentage of previous earnings replaced by the benefit is just 41%. One explanation for the low number qualifying for this payment is that people may have had insufficient national insurance contributions to qualify for IB, e.g. because their employment was very low paid or part-time, of short duration, or interrupted. Burchardt points out that if the intention of IB is to protect living standards by insuring against loss of earnings, then this function is not fulfilled because of the relatively limited coverage of IB and the low replacement rates for those able to claim. Lonsdale and Aylward (1996) note that replacement rates in Britain are much lower than in the Netherlands, which is partly due to the flat rate nature of IVB (Incapacity Benefit was formerly known as Invalidity Benefit) compared to the earnings-related nature of disability insurance in the Netherlands. In Ireland too, social welfare payment rates are not linked either to prior earnings or to degree of disability[6]. Instead, payments are flat-rate, with additions for 'qualified adults' - a dependant spouse or partner - and for children (McManus, 2003). 

National insurance benefits according to Millar (2003) no longer provide protection in maintaining living standards as the earnings-related component has been removed and because of restrictions on eligibility for these benefits generally. In the UK context, greater reliance on means-tested benefits as an out of work support has the additional disadvantage of creating an unemployment trap for the spouse, i.e. if one partner has to stop work through ill-health or disability, the other may have to give up his/her job too, in order for the family to qualify for Income Support (means-tested payment). Millar (2003) in discussing welfare reforms introduced in Britain since 1999, states that the main losers in the reform process are likely to be spouses, mostly women, who do not work outside the home and therefore do not have sufficient national insurance contributions or credits to qualify for Incapacity Benefit. 

Doe and Kimpson (1999), argue that in Canada, gendered experiences of the workplace, for example interrupted careers as a result of childbearing and a preponderance of work in service and sales occupations comprise much of women's experiences of the workplace, with resulting negative financial implications. Women, while working, receive lower wages than men, partially because of unequal access to higher paying employment such as professional and managerial positions. As a result of these work patterns, gender differences in the amount of disability benefits received have also been observed (Doe and Kimpson, 1999). Pension award rates for women and men also reflected gender differences in eligibility decisions with fewer women than men who were work-disabled successfully meeting eligibility requirements.
Carer's Allowance/Benefit
In Ireland the Carer's Allowance is a means-tested payment for carers on low incomes who live with and look after certain people in need of full-time care and attention. The person being cared for must be so disabled as to require continuous supervision and frequent assistance throughout the day in connection with their normal personal needs, or continuous supervision in order to avoid danger to themselves and so incapacitated as to be likely to require full-time care and attention for at least 12 months.

The Carer's Allowance has both income support and caring objectives. These are: to provide income support to full-time carers on low incomes; to maintain people in the community; and to recognise and support the valuable role of carers (DSCFA, 1998). The Review of the Carers Allowance, by DSCFA (1998) observed that the additional amount of support offered by the CA over and above other individual social welfare payments could not be considered as recognition of the additional burdens placed on those who undertake a caring role. In this regard, the review argued that a means tested payment could be maintained as the main income support for carers while a 'recognition' type payment for carers, i.e., a separate non-means tested 'continual care payment', could be introduced to meet the other scheme objectives. 

With regard to the means-tested nature of the scheme, the review group were not in favour of its abolition, and considered that it had been eased significantly with the introduction of income disregards of the earnings from employment of the carer's spouse. Under the means test, a single carer, or a married carer with income in her/his own right, is treated less favourably than a married carer whose spouse has income. To remedy this situation the review considered that the current income disregard applied to a spouse's income should now be applied to a couple's joint income, which would cater for those married carers who have some income in their own right. In addition it was considered that 50% of that weekly income disregard should be applied to a single person's income (DSCFA, 1998).

The NWCI (2003) consider that a principle of reform should be that all care that is not 'parenting' should be classed as work, and that in effect, if the means test for Carer's Allowance was abolished, this would become a carer's wage.

The review also considered the situation as regards preserving social insurance records for carers. They observed that while it depended on the carer's actual social insurance record, a credit would usually be of more benefit for pension purposes than a disregard (homemaker scheme where 'homemaker disregards' preserve the carers' entitlement for contributory pension purposes) and estimated that 71% of carers in receipt of CA did not qualify for credits (DSCFA, 1998). The National Women's Council of Ireland (2005) has called for a change in homemakers 'disregards' into homemakers 'credits' to enable women to qualify for Old Age Contributory Pensions, along with making these 'credits' retrospective for all women who engaged in unpaid care work from 1973.

Carer's Benefit is a similar payment but it is paid to insured persons who leave the workforce to care for a person in need of full-time care and attention. There were a total of 21,955 persons in receipt of Carer's Allowance and Benefit payments in 2003. Of these, 80% were women (CSO, 2004). Of the total carers (148,754) providing unpaid help in 2002, 60% were women. 

In the British context, examining data for partners of those who become disabled, many of whom also leave employment, Burchardt (2003) found that fewer than one in three full-time carers receive Invalid Care Allowance, and among those previously employed, the benefit replaces just 16% of previous earnings. Her analysis also indicated that many spouses who take on caring responsibilities of less than 35 hours per week when their partner becomes disabled also leave employment. She therefore suggests that it might be appropriate to include 'part-time' caring within the scope of a benefit designed to compensate for lost earnings of carers (2003: 51).
Costs of Disability Payments

An analysis of the Irish Household Budget Survey by Indecon International Economic Consultants (NDA, 2004b) showed statistically significant differences in the standard of living of disabled and non-disabled households at similar incomes, suggesting that disability related spending, over and above any state subsidies, reduced the standard of living of disabled households. Results from a survey carried out by Indecon supported the view that a significant proportion of people with disabilities face extra costs which are not reimbursed under existing schemes of state assistance. The fact that the cost of disability may change over the life course means that any state assistance needs to take account changing life circumstances of disabled women. The authors recommended the introduction of an additional cost of disability payment involving an individual needs-based assessment, which is directly related to severity of disability/condition. Masuda (1998) recommended that all disability related costs be handled separately from everyday costs. 

In Britain, extra costs benefits, primarily Disability Living Allowance, a non-contributory, non-means-tested benefit (DLA, for people who become disabled during childhood or working life and containing a care component and a mobility component) and Attendance Allowance (AA, for people disabled during retirement) are paid in recognition of the additional expenditure some disabled people incur, for example, on aids and adaptations, personal assistance, transport, heating, special clothing or diets (Burchardt, 2003). The amount of costs incurred is likely to vary by type and severity of impairment, as well as the living circumstances of the disabled person, and according to how much is provided by the state for free or at a subsidised rate (Burchardt, 2003). 

In a study carried out by Smith et al (2004) with 78 disabled people in the UK, the biggest single costs for all groups was for personal assistance, which was broadly defined to include interpreters for deaf people, trainers for visually impaired people, and personal care and other domiciliary services. Across all groups, the greatest need was for human assistance, rather than for adaptations and equipment. Preston (2005) in a small-scale qualitative study in the UK found that there were substantial additional costs as a consequence of being both disabled and having parental responsibilities. The benefits system was not sensitive to the needs of disabled parents. While it was possible to claim DLA if parenting impacted upon the bodily functions of the parent (for example, if you need help to pick up a baby to breastfeed) additional costs that arise as a direct consequence of being a disabled parent - for example, the need for additional cleaning, transport, convenience foods, social excursions were not taken into consideration. Disability Alliance UK believed that disabled parents should be able to access DLA, or receive a higher rate of DLA, because parental responsibilities increase costs in ways which are different from, and greater than, the costs incurred by non-disabled parents. 

Disability tax credits
To improve the incentive to take up employment, the Indecon report (2004b) recommended the introduction of a tax credit for disabled persons in employment, which would provide supports for the additional costs of living expenses. In Canada, Doe and Kimpson (1999) note that most people with disabilities are not earning enough money to take advantage of the disability tax credit.

Non-contributory schemes
Non-contributory schemes are generally intended to combat poverty and are consequently means tested. They often require more stringent conditions, (e.g. higher levels of disability) than social security schemes (Grammenos, 2003). McLaughlin (1993) asserts that women remain discriminated against when they are carers or disabled because they are disproportionately likely only to be eligible for non-contributory benefits rather than contributory benefits and hence to receive lower incomes. 

Cash transfers dominate provision in Ireland with extensive use of means-testing. According to Daly and Rake (2003) the benefit recipient population is fairly evenly divided between those receiving social insurance and those on means-tested programmes, with women making up the majority of the latter. In Ireland two-thirds of poverty reduction is brought about by state transfers other than pensions, in comparison to Germany and Italy where women are protected from poverty by virtue of the pension system (Daly and Rake, 2003: 102).

Eligibility
Chronic illness and impairments are the most common criteria covered by social insurance schemes in the EU. Since the 1990s a majority of countries have included mental health among the conditions giving right to a disability pension. However, the increasing number of people with mental health problems and the difficulty in assessing them has led to many countries becoming cautious in the treatment of such cases (Grammenos, 2003). Evidence from research carried out in Canada (Masuda, 1998, Doe and Kimpson, 1999) showed that changes to the definition of disability and to eligibility criteria had caused hardship for women with disabilities. In Masuda's research (1998) involving focus group interviews with 75 women with disabilities, women with mental health disabilities in particular found it difficult to qualify for welfare disability benefits as did women with multiple sclerosis and other hidden disabilities under the assessment procedures. Chronic fatigue was not taken into consideration as an eligibility criterion. 

Doe and Kimpson (1999) carried out research on the Canada Pension Plan (CPP), disability benefits and women with disabilities, which comprised secondary data analysis, focus group interviews with 29 women and consultations with CPP administrators. The CPP disability benefit was designed to replace a portion of lost income at retirement or disablement. The purpose of the research was to describe what income and pension policies would look like if disability, gender and family had been factored in, and to recommend development and implementation of policies which reflected this. The authors were interested in discovering how the lives of women with disabilities, and those who might become disabled, could be improved through pension policies that distribute resources equitably and respond to changing circumstances such as fluctuating health and ability to work. 

They point to the definition of disability as problematic as it was defined as 'a physical or mental disability which was 'severe or prolonged'. Fawcett (1996) argues that eligibility requirements for insurance based payments are complicated by the fact that there can be a tremendous amount of flux in both the severity and existence of a disability from year to year, which can lead to barriers for those with cyclical or degenerative disabilities.

Doe and Kimpson (1999) argue that the types of disability women experience are in many cases different than those for men. Women are more likely to experience episodic difficulties such as chronic fatigue syndrome, pain, depression and allergic asthma. These are, for the most part, less visible problems than the more obvious mobility and sensory impairments. Women with these particular illnesses may have a harder time in qualifying for benefits due to the stigma and the 'ill-defined' nature of some of these conditions. Figures from the annual report of the CPP 1995-1996 in Canada revealed gender differences in disability type. Twenty-five percent of the new women claimants had psychiatric or mental disorders, while just under 18% of the men were receiving benefits for these types of disorders. The other significant difference was for diseases of the musculoskeletal system and connective tissue, which include lupus, arthritis and osteoporosis. Women had substantially higher rates of these conditions: more than 23% of the new female beneficiaries had disorders in this category compared to 17.5% for males (HRDC, 1997). 

The requirement that Canada Pension Plan applicants had worked four out of six years prior to disablement discriminates against women, who are more likely to be employed temporarily or part time. According to Baldwin (1997) the term 'work disabled', reflects its connections to (men's) work in the public sphere, in which women are unevenly represented. Doe and Kimpson (1999) contend that embedded in this definition is the implication that if you are engaged in domestic or volunteer work, you cannot be disabled.

Doe and Kimpson (1999) recommend the option of moving in and out of the work force, full or part-time, and earning income while continuing to receive disability benefits. They conclude that defining disability by its relation to work creates an impossible situation for women with disabilities: it prevents them from being both disabled and employed and assumes all employed people are without disabilities. In other words, to be eligible for CPP disability benefits under the current legislation, women have to be incapable of substantially gainful employment. 

Masuda (1998) recommended that eligibility criteria for financial assistance/disability benefits take into account the needs of women with disabilities and the disabling factors of the disability and not be based solely on a medical diagnosis. In relation to disability pensions, Grammenos (2003) has pointed out that the assessment of the work reduction is mainly medical (impairment).

Inflexibility in Welfare Support Systems
In relation to Ireland, many forms of state supports are only available to those who are out of work or are on low income. These supports are important sources of income for people with disabilities and may mean that they would be worse off if they take up employment. Medical card holders may receive free of charge goods and services including medicines, hospital services, GP services, and aids and appliances if recommended by an occupational therapist (Indecon, 2004b). Their analysis indicated that most, but not all, disabled persons in receipt of social welfare payments are in receipt of a medical card (Indecon, 2004b). A significant disincentive for women with disabilities in taking up employment is the potential loss of the medical card, which is a means-tested support, and the benefits of the free schemes (NDA, 2002). To qualify for a medical card individuals must have an income of less than €153 a week for a single person and €222 for a married couple (www.oasis.ie, 2005). This income limit would be exceeded by anyone on the minimum wage who has a full-time job. 

As many supports are provided only to medical card holders, eligibility is an important policy issue in meeting the costs of disability. The report recommended introducing a disability income disregard that would increase the income limit used when assessing whether a person is eligible for a medical card. Other assistance with costs of living provided to those on social welfare payments include for example: free electricity allowance, free telephone rental, free TV licence, and the free travel scheme and a means-tested Mobility Allowance worth up to €156 a month at the higher rate. Potential loss of the medical card and these other benefits act as a disincentive in the transition to paid work and are more pronounced for women with disabilities given the particular barriers they face in accessing the labour market.

A benefits trap may also be created depending on a person's type and severity of disability. Most social welfare assistance assumes that disabilities are permanent and stable, even though some disabilities are cyclical in nature. Many women with disabilities stay out of the labour market for fear of not being able to get back on benefits/assistance should they lose their job.

A study in the U.S. involving 539 persons with a psychiatric disability (half of whom were female), 174 family members (primarily female) and 120 service providers, on the social security work incentives and their relationship to perceived barriers to work among persons with psychiatric disability, found that the greatest concern perceived by all three groups was the potential loss of medical and health benefits (McDonald-Wilson et al, 2003). However, knowledge about the work incentives related to health insurance was very low. The authors note that their research was the first empirical confirmation of the discrepancy between concerns about loss of health insurance and limited awareness of the related work incentives. 

In Doe and Kimpson's study (1999) women receiving CPP disability benefits were usually not eligible for Employment Insurance/Vocational Rehabilitation (EI/VR) employment programmes because they were categorised as 'unemployable' and would lose the CPP disability income if they returned to work. In a context of cuts in federal transfer payments to the provinces, Masuda (1998) observed that women in all the focus groups spoke of the risk of losing their disability benefits if they worked part-time or attended school part-time, even though they were allowed to earn a certain amount per month before deductions were made from their benefits (earnings disregard). Masuda concluded that once a woman was classified as employable or as capable of attending school, she would lose her disability benefits and find it very difficult to have them reinstated. A further problem the women spoke about was the danger of losing disability benefits if they volunteered at non-profit organisations, as volunteer work was seen as proof that a woman was able to hold down a paying job. No recognition was given to the fact that volunteer work may not have the same expectations or demands for regular hours of paid work. 

The authors note that it is important to understand the specific ways that CPP programmes affect women differently to men. Primarily, women have a different experience of work and, consequently, a different experience of the benefits attached to being workers. Women are often unpaid community volunteers and, more often than men, work part time. Neither part-time work or volunteering qualifies women for private pension plans. The CPP programme does recognise part-time employment but only proportionately, leaving women working part time with far lower pensions than women and men who worked full time during their careers. Inadequate pensions result in women using social welfare programmes and supplements to sustain their meagre existence. 

Millar (2003) has highlighted the underlying tension for disabled people in the UK between qualifying for benefits and credits through showing incapacity or reduced capacity to work - and the more significant the incapacity, the greater the entitlement - and then being invited to participate in 'work focused interviews' and welfare-to-work programmes. According to Stanley et al, (2004) this leads to uncertainty, risk aversion and confusion. WWDA (1999a) have also been critical of the requirement that women emphasise their inabilities in order to receive benefits, which meet neither their mobility nor their personal assistance needs. 

In Ireland social assistance means testing is seen to cause stigma, work disincentives and dependency (NWCI, 2003). The National Disability Authority has highlighted the disincentive faced by married or cohabiting women who become disabled to access labour force re-entry back to work employment schemes because of restrictive criteria set down. A recipient of Disability Allowance married to or cohabiting with an employed person can lose her entitlement to the social welfare payment and consequently not be eligible for labour market measures. 

Welfare Policies
Recent research across a number of countries on the role of social security and disability-related support arrangements in the lives of disabled people has shown a number of common trends:

· In the UK, an increase in disability benefit expenditure due to an increase in the number of disabled claimants rather than to an improvement in the generosity of the available benefits. The growth in the number of people claiming because they were out of work was caused by an increase in the length of time individuals remained on benefit (Berthoud, 1998); 

· In Northern Ireland, policy has mainly been concerned with the expenditure costs of economic inactivity and incapacity for work rather than the more general socio-economic disadvantages faced by the disabled population (Yeates, 2001). Restriction in social security protection for people whose working lives are interrupted - or terminated - by illness or disability, namely restricting Incapacity Benefit in the UK (Barnes and Baldwin, 1999); 

· Changes in access to social security and in certain areas a tightening of access (Harbison, 2003). Stricter eligibility criteria in the UK and elsewhere serve to disqualify people with new or short-term disabilities from extra benefits. For example, in Canada there are requirements that 'Persons with Persistent and Multiple Barriers to Employment' (PPMB) applicants have been on assistance for 12 of the previous 15 months and secondly prove they have a medical condition that has lasted at least one year and is likely to last for two more; 

· In the Nordic countries there had been a high level of public spending on disability pensions incorporating a gradual widening in eligibility, in terms of the types and severity of diagnoses and life problems, and an improved replacement rate of incapacity benefits, in relation to average wages as well as other benefits such as unemployment benefits. This resulted in increases in the number of claimants; older women also became a key group of claimants. The long-term growth in disability income maintenance schemes has now been identified as a problem requiring major reform through, for example, more restrictive eligibility criteria (Hvinden, 2004); 

· 'Welfare to work reforms' and reforms of benefits within this approach - these are active efforts to integrate people with disabilities capable of working into the labour market (Klein and Long, 2003, Jensen, 2003, Harbison, 2003). Changes in the UK were designed to prevent moves into Earnings Replacement benefits, to keep claimants in touch with the possibility of employment and to discourage early retirement (Yeates, 2001); 

· Reforms flowing from 'Welfare to Work' have focused social security benefits more narrowly on people with severe disabilities; 

· Development of benefits to recognise the extra costs of disability; 

· In Canada, a shift in approach to disability policy occurred in 1999 with the publication of In Unison: A Canadian Approach to Disability Issues. Recognition was given to moving beyond income support to measures that address disability-related costs and barriers in communities and workplaces. The document identified the lack of portability of services, the lack of access to services, high costs and restrictive eligibility criteria as issues faced by disabled people in the areas of income support, employment and disability-related supports (Roeher Institute, 2001).
Issues/Implications for design of policies
Feminist research has focused on the concept of the individual as a citizen with rights, whose interests are best protected by an active government concern for individual well-being. Sainsbury (2001) argues that entitlements based on citizenship or residence are of particular importance to women as they allow for social benefits and services to contribute to women's autonomy. This form of entitlement has a special impact on family relationships and a stronger defamilialising potential than other principles of eligibility. Marital status does not affect entitlements and maternal benefits based on citizenship undermine the principle of maintenance and the family wage ideal.

Burchardt (2000) points out that the underlying complexity of disability has implications for the design of social security and employment policy. She highlights the need for different policy responses depending on when disability occurs. For example, a 'welfare to work' strategy for someone disabled in childhood and looking for his/her first entry into the labour market is likely to be very different to that suitable for an employee who has recently developed repetitive strain injury, and different again from the support required by someone with intermittent mental health problems. She notes that these distinctions have in the main not been addressed in the development of policy in the UK due in part to the lack of data broken down for different groups. 

Policies also need to take into account the degree of severity of disability as well as the type of disability as research in Canada has shown that adults with severe disabilities are much more likely to be poor than those with mild disabilities, which was not due simply to differences in employment (Fawcett, 1996). Irish data has also shown a pronounced relationship between being hampered in daily activities and poverty. Gannon and Nolan's analysis suggested that the predicted risk of poverty was between 11 and 22 percentage points higher where the individual had a severely hampering chronic illness or disability, and between 5 and 12 percentage points where he or she was hampered to some extent (2005). In the Irish system, none of the payments available make any distinctions between different types of disability (i.e. physical, intellectual or mental).

The outcome of previous approaches in Britain was that benefits were often made for life and were not reviewed, producing a ratchet effect on benefit expenditure (Berthoud, 1998). People with disabilities on benefits were not encouraged to participate in back-to-work schemes or to access job search facilities, re-enforcing their marginalistion. 

Women with Disabilities Australia (WWDA, 2000) argue that the responsibility for income support must rest with Government and not be shifted to family and/or community. The WWDA were responding to a policy document on welfare reform which placed a strong emphasis on families and communities as supporting structures for welfare reform. In some cases, they contend, the 'family' does not exist as a support for the person with disabilities and particularly for women with disabilities where it can in fact be the site of oppression, particularly in situations of domestic violence. In this context it is imperative that welfare reform does not place additional burdens on families for care and support of people with disabilities. It is also vital that the process of welfare reform recognises that the focus must be on the person with disabilities, and this includes safeguarding the protection, safety, and rights of the individual with disabilities.

WWDA (1999a) believe that the crucial welfare reform issues for women with disabilities are:

· Recognition of the need for personal autonomy and recognition of personal worth; 

· Active support to access effective rehabilitation services, with non-discriminatory outcomes; 

· Specialist employment services with experienced counsellors; 

· Opportunities to test themselves in the job market without loss of Disability Support Pension rights, until they are established; 

· Continuation of funding for the additional costs of disability, while in the workforce; 

· Continuing effective support structures such as local, regional and state women with disabilities networks; 

· Further research into issues of social exclusion of women with disabilities, for example as recipients of benefits, in government programmes.
Millar (2003) points to the strength of mainstreaming in terms of breaking down barriers between disabled people and non-disabled people, but the quality of the service delivered depends critically on the degree of awareness on the part of generalist staff of the range of complex issues facing disabled people. Pillinger (2002) in her paper on disability and quality of services, notes that the stresses faced by people with disabilities living on low incomes can be mediated by front line staff who are trained to be sensitive to the range of health, personal and family problems including mental health support needs, support with parenting etc. In addition, front line staff need to be trained in the particular issues facing women with disabilities.

Conclusion
There is a clear link between women with disabilities and poverty. Disabled women who are poor are most often poor because of their dependence on low levels of disability-related welfare. Irish research has shown that poverty among those with chronic illness or disability is closely associated with social welfare dependence and with having no-one in the household at work. Women with intellectual disabilities are a particularly vulnerable group and services to provide for them in Ireland have been found to be under-resourced. Key poverty issues for women with disabilities have been identified as: inadequate income levels; duration on short-term disability payments; married/cohabiting women's entitlement to disability allowance; and access to disability allowance for women with disabilities in residential care and costs of living with a disability.

The impact of a serious health problem or impairment on a woman's income situation can vary according to her circumstances, and is affected by factors such as whether she is living alone or with a partner, her employment situation, the other household members' situation, and her caring responsibilities. Policy analyses have highlighted the necessity for economic independence for women within and relating to the social welfare system involving individual rights to social welfare, control over how household income is used, financial security in later life and provision for the extra costs of disability in particular for personal assistance and in relation to parenting responsibilities. The need for different policy responses depending on when disability occurs and over the life course have also been highlighted. 

One of the main reasons that the majority of women with disabilities experience higher levels of poverty and are more reliant on state welfare payments for financial support is their exclusion from the paid labour market. Women with disabilities are particularly under-represented in the professions and management, where there are higher earnings and greater job security and opportunities for promotion. They are more likely to be over-represented in low skilled, low paid, less secure jobs (Burchardt, 2000). The next section will focus on women's labour market attachment.

Key Empirical Research Findings

The following key empirical research related findings and opinions emerged from the review:

· Research has recognised that someone who is socially excluded is at a greater risk of becoming disabled, and someone who becomes disabled is at a greater risk of becoming socially excluded; 

· The impact of becoming disabled in adulthood on household income, earnings, and expenses has been investigated. Changes occur because an individual ceases employment or changes job, because other household members increase or decrease their hours of paid work to adjust to the new situation, or because benefit entitlement changes; 

· Research has shown a clear link between women with disabilities and poverty. Disabled women who are poor in Ireland are most often poor because of their dependence on low levels of disability-related welfare; 

· In the Irish context, women were more likely to be in receipt of short-term disability related payments than men; 

· Disabled women with intellectual disabilities have been found to be a particularly vulnerable group and services to provide for them in Ireland have been found to be under-resourced; 

· Poverty has been found to be associated with mental illness. Gender based differences exist in diagnoses of mental health problems, with women more likely to experience anxiety and depression. Depression has also been found to be one of the most frequently mentioned secondary conditions among women with disabilities; 

· Research in the UK has indicated that many spouses who take on caring responsibilities of less than 35 hours per week when their partner becomes disabled also leave employment. Therefore, it was considered that including 'part-time' caring within the scope of a benefit designed to compensate for lost earnings of carers may be appropriate; 

· Research in the UK and Canada has demonstrated gender differences in eligibility decisions for insurance-based payments relating to type of disability and in particular to mental health disabilities. Women with chronic fatigue syndrome and depression may have increased difficulties in qualifying for a disability pension, due to the stigma and the 'ill-defined' nature of some of these conditions; 

· Disabled women have been excluded from insurance-based benefits because of their work patterns and caring responsibilities. In Canada, gender differences in the amount of disability benefits received have been observed. Pension award rates for women and men reflected gender differences in eligibility decisions with fewer women than men who were work-disabled successfully meeting eligibility requirements; 

· In the UK, Canada and elsewhere the replacement rates of benefits are considered to be too low. The earnings related nature of disability insurance in the Netherlands means that they have better replacement rates; 

· Costs in relation to personal assistance have been found to be the biggest single costs in a study carried out in the UK with 78 disabled people. Substantial additional costs have also been found as a consequence of being both disabled and having parental responsibilities and the benefits system was not sensitive to the needs of disabled parents; 

· It has been recognised that the responsibility for income support rests with government and there has been an over-emphasis on family/community as supporting structures.
Key Policy Findings 

Key policy related findings on poverty and social welfare issues for disabled women were:

· The lack of an independent source of income for disabled women has been identified; 

· In the Irish context, the onset of disability for women who are married/co-habiting has consequences in terms of exclusion from income supports, loss of benefits and the negative effects of means-testing; 

· Eligibility for a medical card is considered to be crucial in meeting the costs of disability; 

· It was recognised that those who acquire a disability early in life and women who have been out of the labour force due to caring responsibilities or who have interrupted work patterns are less likely to have built up entitlement to contributory payments and are thus more likely to depend on means-tested payments; 

· The Carer's Allowance has been considered to be only effective for carers who are on low incomes, many of whom are already in receipt of social welfare payments. Furthermore, its uptake is limited by the means-tested nature of the allowance, based on household (usually spouse's) income, which acts as a major barrier to women's eligibility for the allowance; 

· A change in homemakers 'disregards' into homemakers 'credits' to enable women to qualify for Old Age Contributory Pensions has been recommended; 

· The need to develop indicators including intra-household resource allocation, decision making and resource management within households have been identified for inclusion in the EU Survey on Income and Living Conditions (SILC).
Research Gaps
The following areas relating to social welfare status and poverty for women with disabilities in the Irish context should be considered for further research:

· The income and care needs of women with disabilities living in poverty; 

· Qualitative research on the specific additional costs of disability for disabled women; 

· Gender specific costs of disability relating to women's roles and responsibilities as care providers and care receivers; 

· Numbers of women in receipt of disability related payments, length of time on such payments, reasons why there are more women on short-term allowances than men and adequacy of these payments as income supports; 

· The impact on living standards and on the household situation following onset of a serious health problem or impairment taking into account women's caring responsibilities and social welfare circumstances; 

· Gender specific costs of disability for older women with disabilities; 

· Disabled women's decision making and control over resources within households; 

· Measures of poverty and the gender specific extra costs of disability and variations in needs; 

· The relationship between women's mental health and poverty.
Chapter 5: Labour Market Attachment
Introduction
'Economic development for disabled women means ensuring each woman her right to safe, meaningful work which is congruent with her individual ambitions; the right to economic security - including pay equity, job security, and the removal of work disincentives; and the right to participate in decision making about her work life, especially regarding what constitutes reasonable accommodation' (Fiduccia and Wolfe, 1999)

Feminist writers have reshaped the debates on work by highlighting the gendered separation of the public and private spheres. Policies towards work ignored women's exclusion from mainstream paid employment, segregation into specific sectors, and concentration in low-paid, part-time jobs. At the same time, critics have condemned the lack of recognition of domestic labour activities primarily undertaken by women, particularly housework, and personal care. Fawcett (2000a) argues that traditional feminist writings on 'work' have, in the main, disregarded issues regarding disability.

New feminist writings recognise that the best protection from poverty and hardship for people with disabilities is employment. Work is an important route to social inclusion. However, women with disabilities and carers are under-represented in the work force. There is consensus in the literature on the disadvantaged position of women with disabilities in relation to the labour market and evidence of discrimination on the basis of both gender and disability. Women with disabilities receive lower wages and have fewer job opportunities than either able-bodied women or men with disabilities. Disabled women are less likely than disabled men to seek to use employment services, less likely to be referred to rehabilitation services or enter labour market programmes, and more likely to have non-vocational outcomes from rehabilitation (WWDA, 1999a, Howe and Frohmader, 2001). In Australia in 1997-1998 government funded open employment services assisted over 31,000 people with disabilities in their efforts to find and maintain jobs on the open labour market. Almost 67% of those assisted were men with disabilities. Little had changed by 2003 when overall 35,000 people with disabilities had been assisted and 65% of those assisted were men with disabilities (AIHW, 1999; WWDA, 2005). Not being able to access employment means that women with disabilities have less money, which can mean fewer choices, increased dependency on others, and less financial security in later life. Stapleton and Burkhauser (2003) using the US Current Population Survey found that mean household income of working-age women without disabilities increased by 13% between 1989 and 2000, compared to a fall of 6% over the same period for women with disabilities.

While women and men with disabilities are generally both affected by the same barriers to employment - for example, barriers connected with the inaccessible built environment, spatial barriers within the workplace, discriminatory and pejorative attitudes and practices - they are not always affected to the same degree or in the same way. Because of both their gender and disability women often face particular obstacles when trying to navigate their way through the world of paid work. As we saw in the previous section, women's caring and family responsibilities combined with the lack of proper supports can affect their labour market participation. Negative social attitudes and a lack of public awareness about disabilities and disability issues are powerful barriers in trying to enter and stay in the labour market. Women with disabilities must also try to combat gender bias. While there is acceptance that men must have access to work, no such consensus exists for women with disabilities. Fawcett (2000b) argues that although disabled women have a high degree of financial responsibility within the household, it is often assumed that they are being taken care of by somebody else and therefore don't really need to work. Attitudes that women's work is discretionary are prevalent and pervasive. That women raise children, contribute to social causes, and work mainly for 'extra' income are strong societal myths that have negative impacts on women with disabilities, who are often not seen as deserving income replacement, or worse, because they can still do housework, are not even seen as 'disabled' (Doe and Kimpson, 1999). 

In a culture that generally values work activity, women who are unemployed or who work in the home may also be perceived by society as having a lower status than those in paid employment. In analysing work and disability from a social model perspective, writers have highlighted the fact that the tendency to equate social recognition with paid employment has marginalised many disabled people. They point out that the exclusion of disabled people from employment opportunities is linked directly to the social organisation of the labour market, not individual impairment effects. Secondly, the position of disabled people in the labour market is located within a broader pattern of social and environmental barriers such as access to education, information, transport, the built environment, as well as cultural and media representations. Third, given this range of barriers to social inclusion, specific policy interventions in the field of employment are likely to have no more than a limited impact (Barnes, and Mercer, 2005).

The overwhelming number of policies designed to facilitate people's entry into paid work have relied on variants of a supply-side and individual approach (Hyde, 2000, Marin, 2004, Roulstone, 2000). These mainly involve education and training programmes, and various schemes to induce employers to take on disabled workers. Barnes and Mercer (2005) argue that the emphasis has been on employability or making individual disabled people more 'attractive' to potential employers by enhancing their skills and further training, rather than making the workplace more accessible and supportive of disabled employees. Hanson (2002) also considers that the focus of disabled person's employment initiatives continues to be getting the individual disabled person to 'fit' into existing work settings or environments. She argues that where consideration is given to reshaping workplaces, technology is held up as the ultimate solution, often neglecting more modest solutions addressing questions of time, space and social attitudes. 

Barnes and Mercer (2005) contend that the outcomes from 'welfare to work' policies in the UK have been disappointing. In many cases the jobs offered are low paid, have poor working conditions and few opportunities for advancement, or individuals are financially penalised when moving off welfare benefits. The UK is not isolated in its lack of progress in policy interventions to improve the paid work situation for disabled people. Marin et al note that while most European countries have introduced policies to increase the number of disabled people in paid work, none has achieved the significant improvement anticipated (2004). 

The literature demonstrates that priority should be given to issues relating to the socio-economic position and security of women with disabilities, irrespective of whether this position is based on employment or on social benefits. However, in the Irish context, many disabled women describe themselves as looking after a home or family and these women are less likely to acquire entitlement to an independent income through the social welfare system (NDA, 2004a). Consequently, helping more disabled women move into employment, while also supporting those who are unable to work, has a central role to play in any government's welfare to work strategy.

Participation in the Labour Force
In Ireland, no matter how disability is measured, the proportion of people with a disability who are in work is significantly lower than for the rest of the community. Census 2002 data shows that the employment rate of people with disabilities in each age group is roughly half that of non-disabled people, and falls to about a third in the fifty-plus age group (NDA, 2004a). 

In a number of countries there have been recent increases in the disabled women's employment rate, e.g. the UK, Canada, (Fawcett, 2000b, Millar, 1999). In some countries, however, increases have been marginal, e.g. in Australia in 1998 the labour force participation rate of women with disabilities was 46% compared to 61% for men with disabilities and in 2003, the rate increased to 47% for women with disabilities and decreased slightly for men with disabilities to 60% (HREOC, 2005). See Appendix 1 for the employment situation of women with disabilities for the EU15 countries (Eurostat, 2005). 

Despite some improvements disabled women continue to have one of the lowest rates of labour force success and one of the highest rates of poverty, and therefore, stand out as a group in need of greater opportunities for employment. 

In Canada Fawcett's research demonstrated that there was an enormous difference in the poverty rate of women with disabilities who do not work at all in the paid labour force and those who work full-time and full-year (2000b). The poverty rate for women with disabilities who were employed full-time, full-year in Ontario was 8% according to 1996 Census data[7], whereas among women with disabilities who were not employed at all, the poverty rate was 40% - five times higher. While for women with disabilities who worked part-time and full-year, the poverty rate was 19%. Fawcett notes that while women with disabilities were still more likely than their non-disabled counterparts to be poor, the gap between them narrows considerably when they have similar work patterns. She argues that consequently employment alone will not put women with disabilities on an equal footing with either men with disabilities or women without disabilities, but it would go a long way toward improving their overall economic situation. 

In the same analysis, employment levels were shown to vary according to where women with disabilities lived. However, regardless of where they lived women with disabilities were the most likely to be without employment and the least likely to have full-time, full-year employment (2000). Jones et al (2003) in the UK also observed lower employment participation rates for people with disabilities in regions with slacker labour markets compared to other regions (the south-east and London) and these differences were more marked in the case of women with disabilities.

Research in the US has shown that as with non-disabled women, working disabled women remain concentrated in low paying jobs; they also are far more likely to remain poor and to earn less than men for comparable work (Stoddard et al, 1998). Case study research in late 1996 and early 1997 in six EU member states (France, Germany, Ireland, the Netherlands, Spain and the United Kingdom) demonstrated the constraints imposed on people with disabilities in breaking away from traditional gender-based expectations of suitable work (Carpenter, 1998). Without exception, the women that took part in the case studies undertook jobs in caring organisations, cleaning or catering, or undertook administrative work whereas the men that took part undertook manual unskilled or semi-skilled or, if qualified (generally prior to diagnosis) undertook skilled professional work. 

In Ireland where all four enterprises were either manufacturing based or required heavy physical work, each had an overwhelmingly male workforce, with male to female ratios ranging from 2:1 to 6:1. Findings from the Irish case studies showed that disability created a significant additional barrier to women seeking to enter non-traditional roles or professions. For example, in case study 1 the enterprise stated that employing women could present difficulties for them in terms of the language used by the existing male employees and the adequacy of their toilet facilities. In another example, from case study 3, the enterprise felt that the work, being of a physical, semi-skilled nature, was traditionally more geared towards men and that the clerical or sales end might be more appropriate for women with disabilities. 

Disabled women are overly concentrated in routine clerical and personal service work, and over-represented in the rising numbers working from home - whether because of inaccessible transport or inflexible working hours, or perhaps some are taking advantage of computer technology (Jolly, 2000, Meager et al, 1998). Meager et al's study (1998) involving 2,015 disabled people of working age (men aged 16-64, women aged 16-59) in the UK, of whom 1,440 were economically active showed that one in five disabled people in work report some form of home or distance working, higher than the non-disabled working population. These forms of work are more common for women, and increase with age, although they do not vary with severity of disability. Jolly has argued that home-working while offering advantages in terms of alleviating some of the barriers including transportation and inflexible work arrangements can also effectively reinforce the invisibility or social exclusion of disabled people (Jolly, 2000).

In Fawcett's research (2000b) women with disabilities were also highly concentrated in semi-skilled and unskilled jobs, in particular in clerical, sales and service occupations, increasing their risk of low earnings. Half of employed women with disabilities in her study were involved in this type of labour, which was also associated with less stable job patterns and a greater likelihood of running out of money for food. 

According to Barnes and Baldwin (1999) mothers of disabled children are much less likely to be in paid work; as the children get older this difference increases, and people who have looked after disabled relatives or friends for at least 10 years have lower average incomes, are more dependent on welfare benefits, have less invested in pension schemes and have less wealthy families (Barnes and Baldwin, 1999). In the UK research has shown that disabled children are over-represented among low-income households (Gordon et al, 2000). Dobson and Middleton (1998) based on discussions with parents, with and without severely disabled children, estimated that the minimum essential costs of bringing up a severely disabled child were around three times as high as for a non-disabled child. In the same study parents reported restrictions on their ability to increase their incomes through paid work, due to the lack of suitable childcare, and restrictions on the activities of the family as a whole, through having to prioritise expenditure on the disabled child for health, transport, clothing and adaptations. In Kagan, Lewis and Heaton's analysis (1998) of detailed accounts of parents from 40 families who were combining employment with care of disabled children, it emerged that:

· Parents felt that employment had both economic and psychological benefits for them and their children 

· Those parents who were able to work often did so below their skill level and capacity, because of their need to find work compatible with the requirements of caring 

· Benefits did not adequately compensate for loss of earnings and the extra costs associated with disability. The earnings thresholds on benefits, combined with the difficulties in sustaining secure but flexible work, trapped many families in poverty 

· Hospitals and other health care providers, social services and schools did not take account of parents' hours of work. There was a widespread assumption that mothers of disabled children did not work outside the home and were available at any time 

· Childcare provision was generally inadequate and inaccessible for disabled children

Differences in Labour Market Attachment Between Types of Disability

In the Irish context, both the Census and Quarterly National Household Survey show that the kind of disability affects the employment rate. Analysis carried out by the NDA (2004a) demonstrated that the two sources broadly agreed on rates of work participation by disability suggesting that people with sensory disabilities have the highest employment rate, while those who have difficulty learning, remembering, concentrating and those with mental, nervous and emotional difficulty have the lowest rates of employment. 

Research has also shown that because of the episodic and unpredictable nature of severe mental illness, unemployment and underemployment are major problems for this population. Research suggests that people with psychiatric disabilities face more challenges in recovering their vocational capacity and have less successful outcomes from vocational rehabilitation services than persons with other disabilities (McGurrin, 1994). Among non-working adults those with more severe impairments have greater difficulty searching for jobs (Loprest and Maag, 2003). The benefits for people with mental health problems of having paid work have been illustrated, for example, Bell et al (1996) using a randomised controlled trial design demonstrated that improvement of symptoms was more likely when people diagnosed with schizophrenia have paid work compared to unpaid work. All participants who were working, regardless of pay, showed more total symptom improvement compared with those not working, leading the authors to conclude that participation in work activity was primarily responsible for symptom reduction (Bell et al, 1996).

Onset of Disability

In a study carried out in the west of Ireland from June to December 2002, with 34 mental health service users (long-stay hospital, an acute unit, an alcohol unit, three training centres and a number of day centres), 22 participants were in full-time employment before experiencing mental health difficulties. None of these individuals returned to their previous type of work, and less than half changed to part-time work following the onset of their illness (Wynne et al, 2004).

In the U.K. Burchardt observed from an analysis of the British Household Panel Survey (BHPS) that around 1 in 6 (17%) left employment in the first year after becoming disabled, with the rate of exit from employment decreasing as time went on, so that after five years, a total of 36 per cent had left employment. Among both women and men, those who reported musculo-skeletal problems, those with sensory impairments, and those with mental health problems were more likely to leave employment than others who became disabled. Jenkins and Rigg (2003) found that employees who did not have any educational qualifications were more likely to leave paid work. 

Burchardt's analysis of data from the Labour Force Survey indicated that most factors which were associated with increased risk of leaving employment within a year of onset of sickness or disability were also associated with increased risk of leaving employment in general. These common factors were lack of educational qualifications, short job tenure, and poor employment protection (small workplace, female employment, part-time employment). Three risk factors specific to the onset of sickness or disability were also identified: having mental health problems (a particularly strong effect), being aged 45 or over, and living in a region with low labour demand.

Disabled Women's Exclusion from the Labour Market

The literature examines a number of factors contributing to disabled women's exclusion from the labour market. These factors relate to physical, social, and cultural barriers experienced by both women and men with disabilities, while some are particular to disabled women and occur at the intersection of gender and disability. Fawcett (2000b) in a study integrating statistical data (Census, and other national survey databases) and the voices of women with disabilities (focus groups) examined the complex interplay of factors that create employment barriers for women with disabilities. Her findings indicated that barriers to employment can take on unique characteristics as they interact with daily life. Among these were factors such as disabled women's greater tendency to live alone or as a lone parent; their high degree of financial responsibility and job instability; their more limited opportunities for stable and high-paying jobs; much more limited opportunities for assistance with household tasks; and prevailing social attitudes toward disability and women. A number of empirical studies in Canada have shown that ableist attitudes of employers is one of the most significant barriers that women with disabilities face in getting and keeping a job (DAWNCanada, 2001, Fawcett 2000b).

Women with Disabilities Australia (WWDA, 2000) identified the following as the key barriers for women with disabilities to paid employment: employers' and co-workers' attitudes, poor job design, lack of attendant care in the workplace, inflexible work arrangements, lack of access to education and training, lack of knowledge, lack of access to employment services, inadequate or expensive transport, lack of self-confidence and lack of assertiveness (WWDA 2000).

In Wynne et al's study, two-thirds of those interviewed were long-term unemployed, and three-quarters of the group felt that their illness had prevented them reaching their full potential in the workplace (Wynne et al, 2004). Among this group of service-users, it was felt that disclosure of mental health difficulties to employers was the main obstacle to employment. For people with mental health problems, Rankin (2005) has summarised the barriers to employment for people with mental health problems to include inter alia, symptoms of mental illness and side effects of treatment; inflexible benefit system; individual's fear of failure and low expectations; lack of qualifications due to interrupted education; lack of life skills, for example timekeeping and money skills, due to disrupted adolescence; stigma and discrimination amongst the mental health workforce, as well as employers and society; employers' lack of practical knowledge in dealing with mental health problems; lack of awareness of rights under legislation concerned with discrimination and a low level of resources for job brokerage services and job retention support. The rest of this section will examine in more detail the experiences of women with disabilities in relation to employment, the barriers encountered and the policies and practices proven to be effective in overcoming these obstacles. 

Training and Education

One of the fundamental indicators for labour market activity is the level and type of education attained by individuals. In Ireland, data from the 2002 Census indicated that girls with disabilities aged 15-19 have an education participation rate that is 15% lower than their peers (NDA, 2005b). Due to the absence of longitudinal data, it is difficult to comment on any trends in their participation over time. Findings from Census 2002 have shown that students with a disability are more likely to leave school early than their non-disabled peers. This has an impact on their further participation in education, including third level and also on their chances of accessing higher paid, and professional employment. Provisions under the Education for Persons With Special Educational Needs Act 2004 sets out various transition provisions and planning for future educational needs. In order to determine the type of second chance education, for this cohort of students the NDA has recommended that an exit assessment/review/evaluation should be carried out to identify and respond to students' future needs, either academic or vocational and that more flexibility in terms of educational guidance and modularisation should be provided (NDA, 2004d). 

In Canada, Fawcett (1996) notes that post-secondary education has been instrumental in narrowing the gender gap in the labour market among persons with disabilities, and this was most evident amongst the youngest age groups. She observes that levels of educational attainment among young women with disabilities are improving. 16% of women with disabilities aged 25-34 are university graduates, compared to 10% of those aged 55-64. Furthermore, more young women aged 15-24 with disabilities are continuing their education (Fawcett, 2000b). Similarly in Australia over 70% of women with disabilities are completing Year 10 or higher in secondary education, compared to 68% of men with disabilities and 87% of able-bodied students (WWDA, 2005). The authors point out, however that disabled women's success in education is not reflected in improved employment prospects. In a WWDA study (2003) women with disabilities reported that they often felt they had been 'parked' in yet another training course. Similar views were expressed by one participant in a study of disabled people's employment in Donegal: 'if you're not careful you can go from one training programme to another training programme to another training programme and never get a job at the end of it' (Kitchen et al, 1998). 

In an analysis of the 2002 UK Labour Force Survey, Jones et al (2003) defining disability as individuals who have a long-term illness (12 months or more) which limits the type or amount of work they can do, observed that both women and men with educational qualifications are significantly more likely to be in employment than those without qualifications; a finding that applies both for people with disabilities as well as those without. However, the marginal effect of each qualification is stronger for people with disabilities, indicating the particular importance of obtaining qualifications among this group.

Research has also indicated a relationship between levels of education and perceptions of barriers to employment. A study carried out in the US involving 539 persons with a psychiatric disability (half of whom were female), 120 service providers and 174 family members (primarily female) on the social security work incentives and their relationship to perceived barriers to work among persons with psychiatric disability found that women and those with less education perceived greater barriers to returning to work (McDonald-Wilson et al, 2003).

Fawcett's research indicated that the provision of disability-related supports (in particular, specialised equipment) at the training stage can have a very positive impact on future job prospects. A positive attitude toward persons with disabilities on the part of people involved in the education and training system is of paramount importance in the success of education and training programmes (2000b). In summary, the literature shows that educational attainment is critical for women with disabilities as it greatly impacts on their labour market participation and earnings potential. 

Accessing Employment

Access is critical for disabled women so that they can move out of poverty and gain financial independence in the long term. Disabled women face many challenges in getting a job. For many the nature of their disability narrows their choice of job opportunities. Labour market studies have shown that having networks of employed friends or acquaintances and personal referrals are important ways people find jobs. Disabled people and in particular disabled women are more isolated from mainstream employment and thus may be faced with more difficulties in finding out about job openings. 

Loprest and Maag (2003) analysed data from the 1994 and 1995 National Health Interview Survey - Disability Supplement (NHIS-D), the only nationally representative survey focused on persons with disabilities in the U.S. From a sample of over 16,000 working age persons, they examined issues in job search and work accommodations for adults with disabilities. They defined 'working age adults with disabilities' as adults aged 18-64 who reported some level of difficulty in performing at least one of a specific set of activities or who reported they were unable to perform at least one of a set of functions. The specific activities considered included standard measures of activities of daily living (ADLs), instrumental activities of daily living (IADLs) and physical functions. Their results showed that the second most common reason for being discouraged from work, given by more than a third of this group (sample of work oriented non-workers), was family responsibilities. Women were more likely to give this answer as a reason for not working (65% vs 55%). This, the authors suggest, could be reflecting difficulties in balancing care for children or other adults and paid work and lack of suitable childcare. Other principal reasons for experiencing difficulties looking for employment were 'no appropriate jobs available', 'lack of transportation', 'lack of appropriate information about jobs' and 'inadequate training'. About half of those with some college or less education had difficulty looking for work, as opposed to only a quarter of those with a college degree or more. 

In Canada Fawcett's research found that women with disabilities were more likely to have experienced instability either in the form of unemployment, periods of dropping out of the labour market, or a combination of the two. Almost seven out of 10 women with disabilities who officially participated in the labour market at some point during 1993 or 1994 experienced some type of instability (2000b). 

In Loprest and Maag's analysis of work accommodations/supports (2003) approximately one-third of employment oriented non-workers with disabilities reported needing some kind of accommodation in order to work. The most common type of accommodations/supports that this group reported needing was work site features (26%) (handrails or ramps, accessible parking or transportation stops, elevators or special elevators, modified work stations) followed by special work arrangements (12%) (changes in type of work or hours, reduced or part-time work hours and job redesign), equipment needs was cited by 7% of the group and assistance also by 7%.

In Ireland the Department of Enterprise, Trade and Employment has responsibility for vocational training and employment of people with disabilities. The Department's policies are centred on developing policy for vocational training in a specific employable skill and for employment of people with disabilities based on the development of skills, stimulating awareness amongst employers and providing specific employment supports. Table 5 below illustrates the different strands of employment policies operating in Ireland for people with disabilities. These comprise a non-discrimination law, together with forms of positive action and target/quota systems (Conroy, 2003).

Table 5: Targeted Employment Policies for People with Disabilities

	Intervention
	Nature of Action
	Department Responsible

	Civil and public service employment 3% target for the employment of people with disabilities.
	Established by Ministerial Order in 1977 as a voluntary quota.
	Department of Finance.

	Sheltered employment in workshops, community workshops and industrial/occupational therapy units of psychiatric hospitals.
	7,900 people with disabilities in 215 centres.

Need for regularisation of the sector (NDA, 2004).
	Department of Health and Children and Health Service Executives.

	Supported Employment
	Employment - supports to gain or retain employment on the open market. Up to mid-2004 the number of participants supported in employment was 700.
	Department of Enterprise, Trade and Employment and FAS.

	Employment Incentive scheme.
	An authorisation for persons in receipt of Disability Allowance to undertake approved work for payment. In 2001, 1,459 took part in the scheme
	Department of Social and Family Affairs.

	Supports targeted at employers.
	Employment Support Scheme (ESS) - offers financial support to employers in the private sector to encourage them to employ people with disabilities. Open to people who have been offered employment and where there has been a shortfall in their productivity. Individual can retain secondary benefits for up to one year whilst in employment.
Employee Retention Grant Scheme - provides funding to the employers towards identifying accommodations and/or training to enable individual to remain in their current position following onset of illness, condition or impairment.
	Department of Enterprise, Trade and Employment and FAS.

	Open market employment with adaptations to accommodate workers with disabilities under the Employment Equality Act, 1998.
	Employers are obliged since 1998, to make adjustments up to nominal cost to accommodate employees with disabilities.
	Department of Justice, Equality and Law Reform and Equality Authority.

	FAS Wage Subsidy Scheme to come into effect at the beginning of September 2005. The existing Employment Support Scheme will be absorbed into this new scheme.
	Financial support to employers outside the public sector to encourage them to employ persons with a disability who work in excess of 20 hours per week and whose level of productivity is below 80% of normal work performance. Financial supports for employers are structured under a) a wage subsidy payment, b) an additional allowance where there is employment of more than two employees with a disability, c) employment in excess of 30 employees with a disability, grant for an Employment Assistant Officer for the enterprise.

	Department of Enterprise, Trade and Employment and FAS.

Commitment under Sustaining Progress


Adapted and updated from Conroy, 2003. Source: NDA, 2004a, FAS website, 2005
Employment Supports
In relation to employment - supports for persons with mental health problems, Rankin (2005) argues that it is not a problem of knowledge, as there is plenty of evidence of what works, but rather it is a serious policy problem. In this regard, she points to research carried out by Crowther et al (2001) in the UK, where randomised control studies have shown that supported employment is more effective than pre-work training in helping people obtain competitive employment. In a review of supported employment initiatives, Bond et al (1997) found that on average 58% of users in these initiatives achieved competitive employment compared to only 21% for users receiving traditional vocational services. A review of literature showed that outcomes for people with learning disabilities were generally more positive for community-based placement, particularly for supported employment (Beyer et al, 2004). However, few EU Member States have developed the more intensive forms of work support that have proved effective in the case of people with learning disabilities, such as supported employment. Good supported employment was summarised by Beyer et al (2004) under five main headings: knowledge of the person and their potential (vocational profiling), job finding, job analysis and placement, job training and follow-along services.

A FÃ§S pilot programme was launched in 2000 as an active labour market initiative to assist people with disabilities to integrate into paid employment within the open labour market by providing supports on the job. The four strands involved a needs assessment, job sourcing, matching job seeker with a suitable employer and providing the employee with the necessary support and coaching in the workplace. The operation of the pilot programme has led to the implementation of a supported employment service on a nation-wide basis. Since its inception in 2000 and up to the end of June 2004, the number of participants was approximately 700 (Office for Social Inclusion, Annual Report 2004).

The pilot project provided supported employment services to 1,918 participants from 2000 to 2002. An evaluation of the programme indicated that men with disabilities slightly outnumbered women and that 60% of the participants were in the 18-34 age category. Participants with a learning disability accounted for just under half of all participants registered with the projects. A total of 775 programme participants were placed in employment, of which the vast majority worked in low-skilled positions within the services sector with the retail and hotel sub-sectors predominating. The average hourly wage received by participants across the projects was â‚¬6.22. A total of 48 participants were recorded as receiving less than the National Minimum Wage. Ninety-six per cent of participants placed in employment retained their state benefits such as the Disability Allowance. One of the conclusions of the evaluation was that there was an ingrained belief among participants and their immediate families that once state benefits were relinquished they were difficult to reinstate (Martin and Associates, 2003).

In the U.K. Access to Work is a little known programme which contributes to individuals' and employers' costs in employing a disabled person, including for example, fares to work, personal assistance, or aids and adaptations. The programme has proven popular with both employers and clients who have used it (Millar, 2003). In practice though, most payments go to those already in work.

With regard to persons with learning disabilities the direction of reform has been away from segregated employment with the aim of facilitating integration into the 'primary' labour market. Various forms of sheltered work have traditionally been offered to people with learning difficulties. This work has been recognised as involving a risk as the work experience is too specific to be transferable, thus making the 'primary' labour market less accessible for people with learning disabilities. Beyer et al concluded that sheltered work is still an important contributory factor in employing people with intellectual disabilities, but more creative intermediate labour options are needed. Sheltered work, and creative alternatives, should adopt a 'wage employment' model, providing good pay and conditions and should introduce measures for training, supervision and qualification that support people to move on to the open labour market (Beyer et al, 2004).

Low Pay
The persistent high gender pay gap in Ireland and the lack of specific strategies to address it have been identified as a challenge for gender equality in Ireland (Barry, 2004). Russell and Gannon (2002) have examined the factors which influence wages and the gender pay gap and their main finding is that women get paid less than men, even when a wide range of personal and job characteristics are held constant. They found that years of work experience and years out of paid work have a strong influence on the gender pay gap and so policies should reduce this gap by reducing women's time out of the work force (Russell and Gannon, 2002). In line with the national context for gender divisions in the labour market, women with disabilities earn less than either women without disabilities or men with disabilities. Gannon and Nolan (2005) in analysing data from the Living in Ireland survey 2001 showed that women reporting a chronic illness or disability were the group that earned the least in terms of average weekly earnings.

In Canada, Fawcett's research (2000b) showed that well over one-third of women with disabilities who were working a full year had earnings that were among the lowest 20% of earners. This compares to 29% of women without disabilities and 15% of men with disabilities belonging to this lowest earnings group. 

Jones et al (2003) in their analysis of the UK Labour Force Survey 2002 found that those with all types of disability earned significantly more than those with mental health problems, with the exception of women with sight/hearing problems. This was in contrast to previous research where mental health was associated with a lower employment probability only (Kidd et al, 2000). Their analysis also indicated that there was a gender difference in the impact of types of disability on earnings. Other research has also shown that workers with physical or sensory disabilities are likely to earn more than people with mental health problems or learning difficulties (Schneider et al, 2001). Jones et al concluded that mental health is more problematic both for gaining entry into the labour market and in obtaining earnings comparable to those of other workers. 

The authors posit that the reasons for the acuity of the problem faced by those with mental health problems may be that employers are more reluctant to hire those with mental health problems than with other forms of disability, and consequently when this group do find work, they do so at a lower wage. This reluctance to hire is a form of discrimination, which may be attributed to lack of knowledge and misconceptions of the nature of mental health problems rather than necessarily to prejudice. The second reason the authors suggest is that employers may have a tendency to interpret disability in terms of 'physically obvious, or particularly severe impairments' (Aston et al, 2003). By so doing they may focus on the physical adaptations to premises required under the anti-discrimination legislation rather than adjustments to working arrangements (e.g. re-allocation of duties, changes to working hours, accommodating absence during working hours for treatment). 

The Canadian Council on Social Development (2005) found that union membership and gender were key factors influencing earnings level. More than 40% of male workers with disabilities who were covered by a collective agreement earned salaries in the top quarter of the earnings range. Male workers with disabilities had fairly similar earnings profiles to their non-disabled counterparts as long as they were covered by a collective agreement. Among women with disabilities covered by a collective agreement, the majority still earned salaries in the bottom two quarters, with less than 20% earning salaries in the top quarter.

Work Related Costs
A disabled person in employment tends to face additional employment-related expenses when compared with a non-disabled person in employment. For example, there could be additional transport costs, and the costs of losing a Medical Card due to increased income are higher for a disabled person because of the likely higher expenditure on medicines, medical services and aids and appliances. This increases significantly the costs of taking up employment and reduces the living standards of a disabled person relative to others in employment. Therefore work related costs can act as a disincentive to employment for unemployed people with disabilities (CPA, 1995). 

Fawcett (2000b) considers that in order to be truly self-sufficient, both women and men with disabilities know that they must earn an amount above what others earn in order to meet their extra costs for such things as medication, equipment, assistive devices. Some of these costs are covered by support schemes for people with disabilities, for example, in Ireland the Workplace Equipment/Adaptation Grant. The question of how sufficient these supports are for disabled people in meeting the extra costs related to being in employment needs to be further examined. While men with disabilities also face difficulties finding employment that will pay enough to cover these extra costs and still provide a living, the added difficulties women with disabilities face given their much lower earnings places them in a more precarious economic situation. As one woman comments in Fawcett (2000b): 

'I have to work extra hours just to cover the extra costs of medication and transportation because of my disability. You may end up worse off than if you weren't working at all.'

Many women in Fawcett's study weighed their desire to work and the cost of failure against their chances of obtaining stable employment that would provide them with a sufficient income and felt that it was 'safer' to remain on some form of income support that would provide them with a low but stable income rather than risk taking a job which they might lose.
Domestic and Caring responsibilities

As in the general population, women with disabilities assume a disproportionate share of domestic labour within their families, and this can have an impact on their labour force participation (Fawcett, 1996). Research has suggested that 20 or more hours of caring per week is the level at which negative impacts on employment begin to be seen, such as reductions in working hours and in employment rates overall (McLaughlin, 1993). 

Women with disabilities who have children face an added dimension in getting to work - getting the children to childcare. For women with disabilities the need for affordable and convenient childcare is as great, if not greater, than for women without disabilities. In Fawcett's research, women with young children felt that affordability and ease of access to childcare would improve their employability. Having a lower income also narrows the choices of childcare facilities. Data from the Canadian National Population Health Survey (NPHS) 1996/1997[8] showed that female lone parents with disabilities and children under age six were the least likely of all groups to have held one job all year. 

Among women there is a direct link between labour force patterns and having young children (Fawcett, 2000b). The majority of women with and without disabilities who have children under age six and who live with partners list family responsibilities as the reason they are not working for pay. Women with disabilities who have children under age six and who live with partners cite family responsibilities as the reason for being out of the paid labour force just over half the time. Among women without disabilities who had partners and children under six, family responsibilities were cited 89% of the time. Men with disabilities were more likely to cite the disability itself, early retirement or a labour dispute as the reason they were not employed. 

Burchardt (2000) found that among single earner couples, even where the earner is not the one who becomes disabled, she/he is quite likely to leave employment. The most likely explanation is that she/he has to take on unpaid caring responsibilities. Burchardt examined questions asked in the British Household Panel Survey (BHPS) about hours spent looking after others in the household (except children). Overall 5% of individuals in couples reported some caring responsibilities. Of these, 45% spend less than 20 .hours per week caring, but 30% spend 100 hours or more. 10% of individuals whose spouse had become disabled reported that they have taken on caring responsibilities at that time, and two-thirds of those who already had caring responsibilities continued to do so. Among those who take on new responsibilities, or continue with existing arrangements, half spend less than 20 hours per week caring, but nearly one in four spend 100 hours or more. Of those who were in employment before taking on their new caring role, one quarter leave employment.

People with disabilities often spend more time and energy at home than others performing the required activities of everyday living. Data from Statistics Canada General Social Survey 1995 indicated that 54% of women with disabilities reported performing 15 or more hours of housework each week, compared to 48% of their non-disabled counterparts. This means that they have less time and energy to pursue paid employment. Those who try to do both increase their risk of becoming ill, which may result in their needing time off work or even losing their job (Fawcett, 2000b). For women and men with mild and moderate disabilities, help with household tasks increases their chance of finding a job. 

Disincentives to Work
A working group reviewing illness and disability payment schemes (DSFA, 2004) identified a number of difficulties with the operation of the current social welfare employment supports, including the loss of secondary benefits and conflicts in trying to reconcile the underlying qualifying criteria that require claimants to be incapable of work, with the fact that many claimants have some employment potential. This kind of a dilemma was clearly expressed by a disabled woman in a study carried out in Ontario: 

'To get a job you have to prove to an employer that you can work. But to survive when you don't have a job, you have to convince the government that you can't work' (Fawcett, 2000b)

The working group concluded that there were a number of significant gaps in the operation of the current system of employment supports for this group. These included: the fact that there is no provision for partial (in)capacity for work, i.e. not recognising that some people's medical and other circumstances may mean that they have some employment capacity, but may never achieve full-time employment; there is no meaningful assessment of employment potential; that there is little active engagement with those who have an employment potential and that there is no follow-up on completion or cessation of the employment support measure.

The LABOr Project, supported by the Leonardo Da Vinci programme of the EU, on vocational training and employment for people with learning disabilities recommended extending transitional arrangements for maintaining people's entitlement after moving from welfare benefit to paid employment so that they can move back if the placement fails - an extended linking rule (Beyer et al, 2004). This would help overcome the problem of people not having enough confidence to move into employment. People with mental health problems face additional difficulties because they may have fluctuating conditions which, for example, the Incapacity Benefit as it exists in the UK is not always able to accommodate. Benefits and employment-supports need to reflect the non-continuous nature of some disabilities; an eligibility test which takes no account of fluctuating conditions will exclude large numbers of people (Burchardt, 2000). According to Rankin (2005) the permitted work rules in the UK are not always well suited to helping people with mental health problems move into work. Permitted work is allowed in some circumstances for up to 52 weeks for people in receipt of Incapacity Benefit, i.e. a person who is unable to work within 52 weeks of leaving benefits may return to benefits at the same rate as before. Rankin considers that the period of 52 weeks may be too short for some people to make the transition from permitted work to full-time employment. Rankin also highlights the fact that despite these linking rules permitting people to go back onto benefit at the old rate, research from the Citizens Advice Bureau has demonstrated that in practice people have problems getting benefits reinstated. 

Welfare to Work Policies
While some welfare-to-work programmes in Canada initially offered continued benefits during the transition period, Doe et al (2003) argue there appears to be a trend toward loss of benefits during the transition from welfare to work. This has a negative effect particularly on women with disabilities as they are expected to do more, with less (Doe, Rajan, and Abbott, 2003). 

In the UK, it has been recognised that flexibility is needed in relation to allowing people with mental health problems to do part-time permitted work while also being eligible for certain benefits (Rankin, 2005). 

In the UK the Pathways to Work pilot was considered to be a promising model because it includes access to a personal adviser, work readiness support and support in employment (Rankin, 2005). Learning from the pilot projects under the New Deal for Disabled People emphasised that close contact with employers was crucial to success. Thus the critical role of personal advisers/job brokers was recognised (Millar, 1999).

The LABOr project (2004) made some useful recommendations on progressive welfare benefit arrangements allowing people to be better off in employment. These included:

· Move to benefit systems that compensate people for the additional costs of disability and exempt these from consideration when people enter employment. At a minimum, people should be allowed to keep most of any earned income, with any reduction in welfare benefit being on a realistic sliding scale, so that they can be substantially better off in employment than on benefits; 

· Introduce income top-ups for disabled people whose skills will only allow them to earn low incomes; Avoid tapered reduction of welfare benefits at too low a number of hours. Failing to do so would mean that people could not earn enough to make a job worthwhile. It would also restrict people who want to work, but earn only low wages, to only a few hours work in an attempt to keep all their welfare benefit; 

· Make the organising principle for receipt of welfare benefit 'disadvantage in the labour market', rather than 'incapacity' (O'Bryan et al, 2000). The advantages of such an approach would be that it would provide a better fit with the social model of disability. It would recognise that for most disabled people, with more significant impairments, their disadvantage may be a more permanent condition. Yet under some welfare benefit frameworks, a history of successfully holding down a job can be seen as evidence of 'capacity'. It should be possible to retain a 'disadvantaged' status, be in paid work, and to continue to receive some welfare benefit to help overcome this 'disadvantage'; 

· Ensure that as people go into work, they are not disadvantaged by the withdrawal of other forms of financial support, such as free or subsidised health care, subsidised housing, and other forms of social care support.
Job Retention
In the UK one in six of those who acquire an impairment while in paid work lose their job within a year, and a third of disabled people who find paid work become unemployed again within a year, in comparison to one-fifth of non-disabled people (Burchardt, 2000). Burchardt (2000) found that disabled people in work are over-represented in low-skilled and low-pay occupations. Burchardt and McKnight carried out research on the introduction of the national minimum wage and its effects on job retention for disabled people. Preliminary evidence indicated that the difference in employment retention rates between disabled and non-disabled people in Britain over the period of the introduction of the NMW was slight, and that on average, earnings of low-paid disabled workers increased (Burchardt and McKnight, Centre for Analysis of Social Exclusion, London School of Economics).

Yelin and Trupin (2003) in an analysis of the Current Population Survey for the years 1993 to 1996 in the US found that a number of work characteristics had a statistically significant impact on the probability of maintaining jobs. These included the individual's occupation and industry and the size of the firm (which had a relatively strong impact on the probability of maintaining jobs), as well as the number of work hours (those working 20 hours per week as opposed to 40 were slightly more likely to continue working), and whether the employer or union provided health insurance and pension plans. 

Disability, Daily Living and the Labour Market
Another issue for many disabled people is the additional time and effort that must be invested on a regular, usually daily basis, in health maintenance and routine activities of daily living (Barnes and Mercer, 2005). These are not necessarily compensated by appropriate supports. The fatiguing nature of many disabilities was stressed by both women and men with disabilities in Fawcett's research (2000b). For example, a female student in the focus groups expressed the view that just entering the 'fully accessible' university library required significant time and energy. Another major problem identified was transportation. 

Fawcett (2000b) argues that there is a need to extend the definition of employment supports and accommodations to the domestic sphere. While there is an obvious need for supports and accommodations for persons with disabilities at the job site (e.g. accessible entrance, toilet facilities, accessible workstation and equipment), there is also a need for supports with household tasks. For many people with disabilities household tasks often require more time and effort - leaving less time and energy for work, sleep and health care. As women with disabilities spend more time on domestic tasks and have higher levels of stress than any other group, the impact on them is greater.
Strategies for Reform

If the employment situation for women with disabilities is to change, governments must employ focused, gender-specific measures to ensure that disabled women experience full participation in the labour market on the basis of equality (WWDA, 2005).
Greater Recognition of Women's Work Patterns

Flexible work conditions and environments are critical for women with disabilities. The capacity to vary and/or share hours is vital in gaining and retaining a job (WWDA, 2005). One of the main reasons women choose part-time employment is because of their caring responsibilities and for women with disabilities part-time employment is often seen as the most suitable option. If women with fluctuating or episodic disabilities are to return to work in any capacity, flexibility is needed on the part of employers and in the social welfare system (Doe and Kimpson, 1999). The National Women's Council of Ireland (2003) argues that the social welfare system must reflect women's 'non typical' flexible and adaptable pattern of labour market activity. Furthermore, providing greater recognition of part-time work in the social welfare system is likely to attract more women into the labour force (NWCI 2003). Combat Poverty Agency supports changes in income disregards, to encourage rather than penalise welfare beneficiaries who seek to take up employment on a part-time or casual basis (Combat Poverty Agency, 2004). However, a flexible labour market can operate in a negative way for women with disabilities. While their 'choosing' part-time or casual work within, for example, the service sector may provide flexibility on one level, it can also result in segregation into mainly short-term, low-paid positions. 

Fawcett (2000b) argues for the creation of a stable environment in which persons can move between paid employment and income support programmes without disruption to cash flow. As women with disabilities are often the sole income providers, they need to know that they will not run into hardship should they lose their job and need to re-apply for social welfare.

If women with disabilities are required to pay for their own supports when they leave the relative safety of the social welfare system, the reality of their lives will create a huge barrier to labour force participation (WWDA, 2005). WWDA recommended the introduction of a new benefit scheme that provides financial support for women with disabilities to cover the additional cost of the disability while in the workforce, for as long as the disability continues (1999a).

Labour market instability experienced by persons with disabilities - particularly women - coupled with the cyclical nature of some disabilities must be recognised and provided for by income programmes in order to reduce the risk involved in leaving the 'stable poverty' of a social welfare programme.
Personal Assistance Supports
A report by the Cork Centre for Independent Living (2004) drew attention to the fact that in Ireland, while there are personal assistance supports in the education and vocational training sectors, a lacuna exists in terms of policy for the provision of personal assistance supports to people with disabilities in the workplace. A review of international best practice indicated that the legislative and policy framework is moving towards the provision of funding for workplace based personal assistants. The need for an entitlement to personal care assistance/attendant care sufficient to enable effective participation has also been highlighted by Women with Disabilities Australia (WWDA, 1999a). The care should be provided in ways which maximise individual autonomy, and should be recognised as a legitimate cost of disability, through disability support payments, and/or community care, and/or as a deduction through the taxation system for employed workers (WWDA, 1999a).
Negative Attitudes
There is a need to break down some of the stereotypes about the abilities of persons with disabilities and the proper role for women. Negative attitudes coupled with gender bias present a powerful negative influence on the employment opportunities for women with disabilities. Strategies that seek to improve attitudes and better inform the public about the abilities of people with disabilities might also have a positive impact on their employability.
Adequate Childcare
Women with disabilities who have young children often face unique barriers in obtaining childcare (e.g. lack of accessible childcare sites, inadequate transportation between home, childcare site and work). While improved childcare options would increase the employability of any woman, they would have an even more profound effect on the employability of women with disabilities. Having a childcare giver come to the home to care may be more appropriate but this option is often more costly.

Lack of Information

Difficulties in finding information about opportunities for training, the availability of various employment-related programmes and job opportunities emerged from a number of studies (Fawcett, 2000b, MacDonald-Wilson et al, 2003, Loprest and Maag, 2003). Having a forum for the discussion of these opportunities and the exchange of information was considered to be a valuable resource.

Employment Supports

Provision of government assistance for a prospective employer who is willing to offer jobs to persons with disabilities but cannot afford some of the equipment or assistive devices that would be required is an important and necessary support for disabled women. 

Conclusion

The literature demonstrates that priority should be given to issues relating to the socio-economic position and security of women with disabilities, irrespective of whether this position is based on employment or on social benefits. However, in the Irish context, many disabled women describe themselves as looking after a home or family and these women are less likely to acquire entitlement to an independent income through the social welfare system. Consequently, helping more disabled women move into employment, while also supporting those who are unable to work, has a central role to play in any government's welfare to work strategy.

The research demonstrates that the marginalised and disadvantaged position of women in society in general including women's exclusion from mainstream paid employment, segregation into specific sectors, and concentration in low-paid, part-time jobs is reflected in the labour market experiences of disabled women. In addition, disabled women face barriers to employment to a different degree and in a specific way compared to men with disabilities.
Key Empirical Research Findings

In relation to labour market attachment for women with disabilities, the following key empirical research related findings and opinions emerged:
· The literature demonstrates that priority should be given to issues relating to the socio-economic position and security of women with disabilities, irrespective of whether this position is based on employment or on social benefits. In the Irish context, many disabled women describe themselves as looking after a home or family and are therefore less likely to acquire entitlement to an independent income through the social welfare system; 

· The instability and disadvantaged position of women with disabilities on the labour market and evidence of gender and disability-based discrimination have been documented in various countries; 

· The marginalised and disadvantaged position of women in general including women's exclusion from mainstream paid employment, segregation into specific sectors, and concentration in low-paid, part-time jobs is reflected in the employment situation of disabled women; 

· Australian research has shown that women with disabilities are less likely to seek to use employment services and less likely to be referred to rehabilitation services or enter labour market programmes; 

· It was considered that while women and men with disabilities are generally both affected by the same barriers to employment, they are not always affected to the same degree or in the same way. Women's caring responsibilities combined with insufficient supports can affect their labour market participation. Assumptions that women with disabilities are being taken care of by somebody else and therefore don't really need to work exist. 

· 'Family responsibilities' have been found to be the second most common difficulty in accessing paid work in survey research carried out in the US Research in Canada has shown that the time and energy disabled women spend on household tasks leaves them with less time to pursue employment opportunities; 

· Irish research has shown differential employment rates depending on type of disability, with those with sensory disabilities having the highest employment rate while those with mental health difficulties have a very low employment rate; 

· Disclosure of mental health problems to employers was seen as the main obstacle to employment in a small qualitative study in the west of Ireland; 

· Research in the UK has shown that women with disabilities were concentrated in stereotypical female occupations including routine clerical and personal service work. Disabled women were also over-represented in increasing numbers working from home, which can reinforce their invisibility or social exclusion; 

· UK research has shown that mothers of disabled children are much less likely to be in paid work and to experience restrictions on their ability to increase their incomes through paid work due to the lack of suitable childcare; 

· In relation to onset of disability, research in the UK demonstrated that the factors associated with leaving employment generally were also relevant to disabled people (lack of educational qualifications, short job tenure and poor employment protection). Risk factors specific to the onset of disability included increased risk of leaving employment for those with mental health problems, those aged 45 or over and for those in regions where there was low labour demand; 

· The effectiveness of supported employment has been demonstrated in a number of countries.
Key Policy Findings

Key policy-related findings in relation to disabled women's attachment to the labour market include: 

· There is insufficient policy provision in terms of personal assistance supports in both the education and work environments; 

· A significant disincentive for women with disabilities in taking up employment is the potential loss of the medical card, which is a means-tested support, and the benefits of the free schemes; 

· The fact that there is no provision for partial (in)capacity for work is particularly problematic for women with disabilities given their caring and family responsibilities. The option for women of moving in and out of the workforce, full or part-time, and earning income while continuing to receive disability-related payments was recommended. It has been also been recommended that 'disadvantage' in the labour market rather than 'incapacity' be used, i.e. one should be able to retain a disadvantaged status, be in paid work and to continue to receive welfare benefits; 

· It has been recognised that in the Irish context there is no meaningful assessment of employment potential, there is little active engagement with those who have an employment potential and there is no follow-up on completion or cessation of the employment support measure; 

· In the UK, it has been recognised that benefits and employment supports in terms of eligibility need to reflect the non-continuous nature of some disabilities; 

· The important role that personal advisers/job brokers play has been recognised; 

· In the UK context, there has been an over-emphasis on employability or making individual disabled people more 'attractive' to potential employers, rather than on making the workplace more accessible and supportive of disabled employees.
Research Gaps
The following areas relating to labour market attachment for women with disabilities in the Irish context should be considered for further exploration:
· Labour market needs and experiences of women with disabilities; 

· Reasons for early school leaving amongst girls with special educational needs; 

· Efficiency of existing labour market supports in meeting disabled women's needs in making the transition into employment and identification of appropriate systems of support; 

· Personal assistance needs of disabled women in the workplace environment; 

· Costs of disability in relation to support needs in the workplace; 

· Gender disaggregated data on open supported employment needs; 

· The factors involved in job retention/leaving employment, following the onset of disability.

Chapter 6: Sexuality, Reproductive Freedoms and Motherhood

Introduction

Research in the areas of sexuality, reproductive freedoms and motherhood for women with disabilities in Ireland is limited. International literature converges on debates surrounding rights (the right for disabled women to be sexually active, to reproduce, and to be mothers), the tension between the ways medicine and society construct disabled women's sexuality, reproduction and mothering ambitions, medical and societal control over disabled women's sexuality, and their reproductive and mothering rights, and finally, barriers to disabled women's sexual expression, reproductive and mothering aspirations. This chapter will explore these themes in light of the barriers and potential assistance and support to disabled women as sexual selves possessing the right to have children and become mothers should they wish. 

Mitchell (2001) argues that discussion around sexuality and disability brings a 'hypervisibility' that results in invisibility and exclusion for disabled women. Categorised and excluded as disabled or different, many women's sexual identities were unseen and unquestioned (Zitzelberger, 2005). According to Waxman Fiduccia (2000), disabled women are a sexual minority due to their 'reproductive irrelevance' and the presence of threat in their nature as women and in their nurture as potential mothers (2001: 169). Shakespeare (2000) notes how prior to the 1980s the private lives of disabled women were not seen as 'worthy of concern' and it is only very recently that they have come to the fore in discussions surrounding sexuality. This is particularly true for lesbians with disabilities who face societal and cultural prejudices not only because of their sexual orientation but also their disability and are therefore, challenged with a 'double prejudice for acceptance and equal rights' (NDA: 2004: 13). It has been argued that sexuality for disabled women is often the source of deep oppression and pain and it is often easier for disabled women to talk about formulating strategies for changing discrimination in employment or education than confronting their exclusion from sexuality and reproductive issues (Finger, 1992). 

According to many disabled women authors, there is a great deal of negativity, prejudice and misunderstanding about disabled women's sexuality. Disability discourses have been framed in medicalised and human rights terms, much to the neglect of sexuality (Nisha, 2005). Stereotypes of disabled women have made reference to their 'asexuality', their non-sexual child-like dependency and in the case of mentally ill women presents them as 'dangerous women' out to ensnare unsuspecting men (Gerodetti, 2003). These stereotypes have resulted in many disabled women having poor experiences with misinformed or insensitive health professionals, and experiences of not being supported by family and friends. 

Being labelled 'unfit' to parent has been traced to society's fear that 'the very nature of disabled women's biological and social bond with a child will result in the child becoming physically, socially, psychologically and morally defective' (Waxman, 1994:156). 

Perceptions of disabled women as child-like dependents of their parents in need of protection has led many women to live lives of isolation, invisibility and dependency, never expected to marry, reproduce or have intimate relationships (Grabois, 2001; Becker et al., 1997). Gerodetti (2003) argues that disabled women are seen as passive in regard to their sexuality and sexual expression and to see them as sexually active is deemed 'unacceptable' by society (2003:5). Disabled bodies, unable to conform to the 'ideal' are subjected to oppressive practices and are denied a sexual role by society (Nisha, 2005). 

According to Waxman (1994), dominant social fears and stereotypes surrounding disability and reproduction has led medicine to try to control and prevent disabled women's pregnancy and sexual expression through institutionalisation, gender-based segregation, forced sterilization and misinformation on contraception. Framed as a protective measure for the disabled woman, sterilization was actually motivated by a need to control disabled women's sexuality and reproduction. Gerodetti (2003) notes how historically many women with learning disabilities were given the choice of either sterilization or being put in a work house or having their poor relief withdrawn. Disabled women's sexuality is also controlled in the social sphere through lack of available information and difficulty in accessing any available information. Yoshida et al. (1999) notes how not having access to knowledge and information about sexuality can have a negative impact for disabled women who are trying to develop intimate relationships.

Disability and Sexuality

Negative Attitude to Disabled Women's Sexuality

Disability stereotypes can impact on how disabled women's sexuality is viewed and considered in healthcare and social work settings. Many medical practitioners reproduce the sexual stereotypes associated with disabled women. Those who treat women with disabilities for their reproductive health care needs often assume women with disabilities are 'asexual', especially if the woman has a severe disability (Grabois, 2001; Nosek et al, 1996). By treating disabled women as asexual beings, health professionals often do not ask the standard questions one should ask in a reproductive health care setting.

Discriminatory attitudes surrounding sexual orientation can also impact on women with mental health difficulties and how they view their sexuality. A qualitative study carried out by King and McKeown (2003) on the experiences of lesbian, gay and bisexual mental health service users in England and Wales found that more than 40 per cent of lesbians with a mental illness felt that mental health professionals expressed negative reactions to and held ambivalent views towards their sexuality. 

Vansteenwegen et al. (2003), in their quantitative study of the comparative sexual experiences of 167 disabled and non-disabled women in Belgium, found that disabled women have a more negative attitude to their sexuality than non-disabled women and that the disability was the crucial factor in influencing negative sexual attitudes. Subscribing to negative stereotypes was seen to hinder disabled women's freedom for sexual expression. 

Walter et al (2001) undertook a quantitative study in the US looking at knowledge of sexuality and reproductive health among a group of 946 women with and without physical disabilities. They point out that attitudinal barriers such as the belief that disabled women are 'asexual' may impede the development of disabled women's sexuality and their sexual sense of self (Walter, 2001). Shakespeare (2000) notes how being sexual demands self-esteem, confidence and the ability to communicate. Many disabled women, devalued and excluded by society, do not have the opportunity to take on feelings of self-love and self-worth. Nisha considers that feelings of shame and inappropriateness brought on by having an impaired body can block disabled women's sexual expression and have a significant impact on their sexual relationships (2005).

Access to Information and Knowledge of Sexuality

It is often perceived by health professionals and wider society that disabled women are devoid of sexual needs and wants and therefore do not require information on sex and sexuality. In Vansteenwegen et al's study (2003) it was found that disabled women had the same sexual needs as non-disabled women but lacked the same level of sexual experience. Furthermore, the negative attitudes experienced from health professionals and family members to disabled women's sexuality resulted in their own views of their sexual selves becoming negative.

It has been demonstrated that children acquire their sexual knowledge from a variety of sources, including parents, teachers, peers, and the media (Walter et al, 2001; Grocke & Smith, 1995). Their attitudes, feelings, and experiences as well as the information they receive dealing with sexual matters are greatly influenced by the extent of their emotional ties to their parents, siblings and others.

Sex education programmes that target young girls and women with disabilities are largely absent in Ireland. Health education (including sex education) classes have not been geared towards the sexual health of girls with disabilities, and in some cases girls have been excluded from such classes (ECNI, 2003). According to Fullerton (2004) in a review of effectiveness research promoting positive adolescent sexual health, vulnerable groups of young girls are not receiving adequate sex education. Consideration therefore should be given to developing specific programmes that access these groups such as outreach programmes and counselling in healthcare settings. 

Hyde & Howlett (2004), in their study on teenage sexuality in Ireland, are also critical of the current model of relationship and sex education in Ireland, which they argue, does not accommodate all sexual and interpersonal relationship types. Irish schools have the flexibility to deliver relationship and sex education (RSE) programmes in a way that is in keeping with school policy, and where parents, teachers and management authorities are consulted about the manner of delivery and content of the module. They argue for the introduction in Ireland of a sex education programme, based on the Radical Health Education model, where there is active participation by the students themselves in terms of defining the issues that are of concern to them rather than a top-down approach where others in authority set the agenda (2004).

Walter et al have argued for the evaluation of sexual education programmes in second-level schools in the US to examine whether these programmes promote the idea of disabled women as 'asexual' and to develop a more inclusive programme that embraces sexuality as an intricate part of disabled women's lives (2001).

While not specifically focused on the experiences of women and girls with learning disabilities, research has been carried out in the Irish context into knowledge of issues concerning sexual and personal relationships among people with learning disabilities. This study involved focus groups with women and men with learning disabilities aged under 18 and from 18-30 years, as well as their parents and caregivers. It emerged that sex education and knowledge of concepts related to sexual intercourse and intimate relationships was poorer for younger people with disabilities (Evans et al, 2004). The authors argue that there is an urgent need for early intervention in relation to sex education for people with learning disabilities and for the development of guidelines on issues relating to sexual and personal relationships. In the same study, over 25% of parents of people with learning disabilities said that to their knowledge their child had not received sex education. 

Regarding current practice, the Irish Sex Education Network (ISEN) runs workshops and symposiums with primary and secondary school teachers, parents' councils and interest groups on issues of legality, safety and the promotion of positive relationship and sexuality policies for people with learning disabilities.

Among disabled women, the lack of opportunity to participate or socialise with their peers may influence their perceptions of themselves as sexual beings, their knowledge of sexual intercourse, intimacy and relationships, reproduction, and safe sex practices, essential to quality sexual health and sexual self-expression. This lack of knowledge can result in feelings of confusion, guilt and low self-esteem (Nisha, 2005). Walter et al's (2001) quantitative study, as in Vansteenwegen et al's research (2003), found that disabled women were generally similar to their non-disabled peers in acquiring knowledge about sexuality and sexual practices but had less sexual experience. The 504 women with disabilities that were surveyed mainly received their information on sexuality from other disabled women and counsellors. Sexuality was virtually absent as a topic of conversation in the family home and in healthcare settings. In Veltman et al's (2001) study of 123 disabled women's reproductive and health needs in Canada, only 28% of respondents had discussed their sexuality with health professionals. Gillespie-Sells et al (1998) in a UK study found that almost half of the 330 women with disabilities who participated in their research felt that they needed more information and resources to help them to understand better and to resolve issues regarding their sexuality.In McCarthy's (1999) small-scale study of 17 women with intellectual disabilities only five of the participants had received formal sex education. 

An area of concern identified in the literature is that of capacity to consent to sexual relations. According to the Law Reform Commission (2005) in Ireland, if sexual development and reproduction are possible then it must be legally acceptable for women with intellectual disabilities to enter into sexual relationships. However, they note that this is challenging when questions are raised regarding women with disabilities' capacity to consent to sexual relations and where exploitation of such consent occurs. 

Sexual segregation and lack of privacy in institutions may inhibit sexual intimacy for women with psychiatric disabilities even when desirable partners are available (Cook, 2000). Shakespeare (2000) notes that for many disabled women in institutions 'sex wasn't even part of the story' (2000:161). Sexual expression for disabled women may also be hampered by medicines they take or by medical procedures they have undergone. Women with psychiatric disabilities taking medication can experience diminished sexual performance and desire, causing inorgasmia (Cook, 2000). Post-operative effects of sterilisation on women with disabilities may also inhibit free and comfortable sexual expression.

Environmental Barriers 

Environmental factors such as a lack of opportunity to socialise in the same manner as an able-bodied person may hinder disabled women's development of sexual relationships and the development of their sexual identity, and 'delay' their sexual experience (Walter et al, 2001). Shakespeare (2000) notes that many people meet potential partners at college, work or in social spaces. However, disabled women often do not manage to go to college, or to work, or achieve access to public spaces because of physical and social barriers. This is even more problematic for lesbians with disabilities. Participants in a workshop on sexuality and difference at the Sexuality, Disability and Relationships Conference held in Ireland in 2003 pointed out that many places where lesbians and gay men meet socially are inaccessible to people with disabilities (NDA, 2005a). 

Neglect of the Psycho-Social Aspects of Sexuality

Previous research has tended to prioritise the medical aspects of disabled women's sexuality such as sexual functioning, and use of contraception to the neglect of psycho-social issues such as intimacy, communication, sexual expression, identity and relationships (Yoshida et al, 1999, Shakespeare, 2000). Esmail et al (2001), in research carried out in Canada, note that issues of sexual intimacy, love and relationships for disabled women are rarely addressed yet are key factors in shaping sexual identity. 

Nosek et al. (1995) found that psycho-social factors had a substantial influence on participants' sexuality and sexual functioning and concluded that self-esteem, self-image, social status and psychological variables were the best predictors of sexual activity, not physical functioning. 

Shakespeare (2000) notes how sexuality is highly dependent on feelings of self-esteem, confidence and the ability to communicate one's sexual feelings and needs. In being excluded from many aspects of social life, disabled women often do not have the prospect of developing sexual self-confidence or communicating with those they are sexually attracted to. Cook (2000) argues that societal repression of women's sexuality in general greatly affects women with psychiatric disabilities, who internalise negative attitudes about themselves as sexual beings with sexual needs. Women with psychiatric disabilities have particular needs and issues regarding intimacy and sexuality because of higher rates of childhood and adult physical, sexual, and emotional abuse. As a result, many women have trauma-related needs that remain unaddressed in adulthood, which can interfere with the ability to establish relationships or engage in fulfilling sexual activity. 

The values and customs of different cultures can also affect beliefs about sexuality and reproduction (Walter et al, 2001, Yoshida et al, 1999). Yoshida et al (1999), in a Canadian study examining the impact of culture on disabled women's sexuality, found that culturally-embedded stereotypes of disability constrained their sexual expression and sexuality and also their opportunities to engage in marital and parental relationships. They argue that when disability, sexuality and culture intersect, women with disabilities feel unable to express themselves as sexual individuals. Women spoke of the sensitive nature of sexuality and disability among their cultures and how there was a lack of sensitivity of their sexuality from family and health professionals alike. Nisha (2005) argues that society at large is the site for negative cultural representations of disabled women's sexuality and that a change in public perceptions is needed to encourage disabled women develop their sexual selves.

Good Practice

Training and educational resources dealing with sexuality issues for disabled women would greatly improve sexual expression and sexual knowledge for women with disabilities. A study carried out by Beckman et al (1996) into the gynaecological healthcare of 55 disabled women in the United States found that many women with disabilities were not getting the information about sexuality that they needed and advocated training and education for healthcare professionals as well as disabled women.

Sexuality counselling can help disabled women become aware of their sexual identity. Perlesz & O'Loughlan (1998), in an Australian study on the impact of disability in later life on disabled women's sexuality, found that for many of the 32 respondents involved, the provision of sexual counselling can reduce stress and help them construct a positive sexual identity. Esmail et al (2002), in research carried out in the United States, recommend the provision of sexual counselling for women who have recently become disabled and their partners, and go on to argue that this would be beneficial for women who have been disabled since birth.

The National Information Centre for Children & Youths with Disabilities in the United States, the Disabled Women's Network Ontario (DAWN), and the Family Planning Association in the UK have produced pamphlets on sex education for girls with disabilities covering issues including puberty, relationships, reproduction and sexuality. An Australian project entitled 'From Girl to Woman' is run in schools and centres for learning disabilities, where puberty and sexuality is explored with young women with disabilities. 

Current provision in Ireland relating to disability and sexuality training and education could be greatly improved. Bonnie (2002), writing in the Irish context, recommends adapting the existing content of personal assistance training in Ireland to include sexuality. The introduction of appropriate relationship and sex education for disabled people in education and long stay institutions in Ireland is required. Walter et al (2001) also argue that sexuality and sexual identity should be addressed within the rehabilitation system for newly disabled women so they have the right information to make informed choices regarding their sexual expression. Finally, parents need education/training so that they can support their disabled daughters' understandings of their sexuality and help them to develop a positive sexual identity. 

Reproductive Freedoms for Women Disabilities

Existing literature in the area of reproductive health for women with disabilities is mainly targeted at general practitioners and other health care professionals and is focused on topics such as pregnancy, childbirth and fertility. However, the literature neglects to document the specific pregnancy, childbirth and fertility experiences of disabled women (Yoshida et al, 1999). Grabois (2001) notes that the research available in the US on the gynaecological care needs of women with disabilities is somewhat scarce. Wong (2000) argues that in the US there are very few instances where reproductive health care 'fits' the disabled woman and many disabled women are led to seek specialised care from gynaecologists as opposed to general practitioners in their community. Nosek & Howland (1997) note that women with disabilities in the United States have frequently stated that their reproductive health needs are not being met by their doctors. 

Examining reproductive rights for women with disabilities is problematic. Feminism has traditionally defined reproductive rights as a woman's right to be free of unwanted pregnancy by obtaining contraception and safe, legal abortion. However, the literature suggests that although disabled feminists agree on these issues, they assert that the right to bear and rear children also falls under the category of reproductive rights. Kallianes & Rubenfeld (1997) argue that the reproductive rights of disabled women are frequently constrained by: the assumption that disabled women are asexual; the lack of appropriate reproductive health care, contraception, and sexuality information; and a social resistance to reproduction and mothering among disabled women. Traditional expectations of a woman's reproductive role are reversed for disabled women. Instead of being socially constructed as 'child bearers' they are constructed as 'childlike'. There is a huge tension between what society sees as protecting disabled women and denying their right to reproduce. Disabled feminists such as Morris (1996) note that having sexual relationships, family relationships, bearing and rearing children are all basic human and civil rights for women but are too often are denied to disabled women. She argues that if such rights were denied to non-disabled women it would be 'the subject of outrage' (1995: 76). According to Fiduccia (2000), disabled women have been frequently denied the right to bear children (through forced contraception and coercive sterilisation), the right to sexual and health education due to exclusionary practice in schools and the right to parent their children through loss of custody once the child is born. 

Many disability-rights advocates argue that the 'politics of eugenics' and the myth of genetically-inherited disability underlie the repression of sexuality and reproductive rights for women with disabilities (Shakespeare, 1998, Fiduccia, 1994). Kallianes and Rubenfeld (1997) argue that there are two misperceptions at play here. Firstly, that a child will inherit a disability and secondly, that a disabled woman could not possibly be a 'good' mother (Kallianes & Rubenfeld, 1997; Nisha, 2005). Disabled women writing from a feminist perspective are most troubled by the fact that abortion is actively promoted to prevent the birth of disabled babies. The fact that disability is viewed as a socially acceptable reason for having an abortion further adds to the negative stereotypes held in society of disability and motherhood (Fine & Asch, 1988; Hershey, 1994; Kallianes & Rubenfeld, 1997). In this regard, the promotion of genetic testing greatly exaggerates and emphasises the negative aspects of disability when in reality various research has noted that the occurrence of a genetically-inherited disability is quite rare (Shakespeare, 1998; Hershey, 1994; Prilleltensky, 2003). Johnson (1994) argues that developments in reproductive technology have actually increased control over disabled women's bodies as opposed to giving them more choice. The main issues concerning reproduction for women with disabilities that emerged from the literature were negative attitudes of service providers, access to information and services, and environmental barriers.

Negative Attitudes of Service Providers
The attitudes of health professionals, family members and the wider social network play a role in constraining disabled women's reproductive rights. Negative attitudes held by family and community members to disabled women having children can prevent women from seeking family planning advice and contraceptive information (Yoshida et al, 1999; Welner, 1998). Negative attitudes held by health professionals towards disabled women having children represents a barrier to disabled women accessing reproductive health services. Kallianes & Rubenfeld (1997) highlight the struggle disabled women in the US have in finding reproductive health-care providers who are sensitive to their needs. Westbrook & Chinnery (1995) examined the childrearing experiences of disabled and non-disabled mothers in Australia and found 36% of disabled mothers received negative reactions to their pregnancy from health professionals, compared to 9% of non-disabled women. A number of factors interact at a societal and medical level to deny disabled women reproductive freedoms. Societal stereotypes of the disabled woman as 'asexual' have led to the belief that many disabled women physically cannot have sex and are therefore incapable of becoming pregnant or giving birth. Beliefs that disabled women are childlike dependants also gave rise to the view that they could not possibly become mothers and look after a child as they are in need of assistance themselves (Kallianes & Rubenfeld:1997). Stewart et al. (2002), in a report to the Ontario Women's Health Council, note that health professionals can also reinforce negative societal stereotypes in their contact with disabled women. Prilleltensky (2003) points out that until very recently medical and professional literature was virtually silent on issues pertaining to the sexual functioning and reproductive health of disabled women, while in private offices, doctors tended to discourage women with disabilities from having children. 

Beliefs connected with their need to protect disabled women and girls can result in parents and healthcare professionals withholding information about sexuality and reproduction. Research by Nosek and Howland (1997) in the United States demonstrated that healthcare professionals who subscribe to disability stereotypes such as asexuality can withhold valuable information or not be in possession of the correct information. This can have a serious impact on disabled women's right to adequate reproductive health care. Welner (1997) highlights the fact that some sexually transmitted diseases (STDs) are extremely hard to detect and health care professionals' perceptions of disabled women as 'not sexually active' may lead to misdiagnosis and endangerment of disabled women's sexual health. Coercive sterilisation has been tolerated under the guise that it protected disabled women from pregnancy arising from sexual abuse and rape yet such medical intervention impedes disabled women's reproductive right to have children and become mothers in the same way forced use of contraception or abortion does (Kallianes & Rubenfeld, 1997).

Access to Sexual Health and Reproductive Information and Services

Not having adequate information can have damaging effects on disabled women's sexual health. Bergman and Welner (1995), in their qualitative study of disabled women and sexual intimacy in the United States, found that if opportunities for sexual intimacy arise some women may be insecure about their sexual identity and be reluctant to ask their partner to use contraception for fear of 'scaring them away'. Welner (1997) points out that for menopausal women with disabilities, their symptoms may be seen as symptomatic of their disability. A lack of adequate sexual and reproductive health information could prevent women with disabilities from seeking urgent medical care and dismissing symptoms of the menopause as symptoms of their disability. In research carried out with 30 women in their 40s, 50s and 60s in the UK, it emerged that the majority of general practitioners (73) who participated in the GP survey had little or no experience of treating women with learning disabilities for menopause-related concerns. In addition, staff in learning disability services were concerned about the general lack of good medical attention often experienced by people with learning disabilities and consequently expressed concerns that medical staff may not take menopausal symptoms seriously for women (McCarthy, 2002). 

Communication difficulties can also impede disabled women's access to reproductive information and services. Grabois (2001) argues that visually impaired women and women who have a hearing impairment are faced with communication problems when it comes to interacting with health professionals. Instead of having empowered access to their own reproductive health care, they are often relayed information by an accompanying able-bodied person who may not have their best interests at heart. Research carried out in the UK by Brown & Gill (2002) found that the lack of alternative communication formats (such as sign language interpreters, and information in Braille or via audiotape) for women with sensory or communication impairments, and of programmatic supports to assist women in making medical appointments, can impact significantly on disabled women's access to health services. 

The limited data that exists on access to health services in Ireland for women with disabilities suggests that disabled women are receiving less than adequate preventative health services including breast examinations, mammograms or Pap smears in comparison to other European countries (NCWI, 2005; Disability Federation of Ireland, 2005; D'Eath et al, 2005). D'Eath et al (2005) in examining the health inequalities for 30 disabled people in Ireland found that there was a perception amongst participants that women, particularly with intellectual disabilities, were not in need of specific screening services, for example for cervical cancer. For women with intellectual disabilities who did access screening services the barriers reported were due to a lack of awareness on the part of personnel carrying out the procedure. Environmental barriers were reported by women with physical disabilities including the requirement for the patient to be in a standing position for the mammogram procedure, and the non-availability of assistive equipment to transfer a patient to a bed or a couch. 

Many studies have found that disabled women are less likely to access sexual and reproductive health services compared to their non-disabled counterparts. Djuretic et al (1999), in a study of 336 women with learning disabilities in the UK, found that 19% of women with learning disabilities have undergone a smear test compared to 77% of non-disabled women. In a study carried out with 500 disabled and non-disabled women in the United States, Nosek & Howland found that women with physical disabilities were less likely to undergo cervical smear tests than non-disabled women because of environmental, attitudinal and information barriers (Nosek & Howland, 1997). In a comparative study of women with and without learning disabilities, King (2002) surveyed 2,688 disabled women over 40 in the United States and found that they were much less likely to undergo a mammogram as part of a routine check-up than non-disabled women of a similar age. Broughton & Thomson (2000) found that the majority of the 52 women with learning disabilities in their UK study were unable to understand the purpose of sexual health examinations such as smear, STD and breast cancer screening tests, which the authors link to a lack of sexual and reproductive health education. The majority of women in McCarthy's (1999) study on sexuality and women with learning disabilities had no knowledge of STDs or why they occurred. 

Discussions around sexual health and the detection of STDs by health professionals were found to be a concern for disabled women. Veltman et al (2001) noted that only 15% of 123 Canadian disabled women in their study had discussed the subject of sexually transmitted diseases with another family member or health professional rather than discussing it with other women with disabilities. Finally, Stewart et al (2002) note that sensory impairment in disabled women may limit their ability to detect symptoms of sexual health problems. 

Family Planning Services

Contraception and Fertility

Many disabled women have difficulty finding reliable contraceptive information and may have problems finding a suitable method of contraception for their particular disability or, in the case of women with learning disabilities, may have problems understanding its proper uses. (Nosek et al, 1998, Stewart et al, 2002). Nosek et al's study in the US found that little is known about the safety or convenience of various methods of contraception, 30% of women with disabilities (of a sample of 475) believed that they had been given inaccurate information about birth control by their physicians, in contrast to only 9% of the non-disabled group (406 in the sample) (2001). Although disabled women are frequent users of the Canadian health service (Prilleltensky, 2003), numbers of visits made by them to family planning clinics for contraception and reproductive advice are low. Waxman Fiduccia (1994) found that 36 out of 162,066 family planning visits during a six-month period in Los Angeles county were made by women with disabilities. Becker at al (1997) in a study exploring the sexual and reproductive health of women with disabilities in the United States discovered that 18% of respondents had previously engaged in discussions about contraception with health professionals and family members. 

The review showed that there is limited data available on contraceptive use by disabled women. Servais et al (2002) note how institutionalised women in Canada with an intellectual disability have their contraceptive choice dictated by the institution and are more likely to have an injectable form of contraception as opposed to the oral contraceptive pill. In their study of 397 Belgian women with intellectual disabilities, they found 41% of women did not use any method of contraception, 19% were using an oral contraceptive pill, while 1% were using an intrauterine device such as a coil. Almost half of the women with learning disabilities (seven women) in McCarthy's qualitative study (2002) had their contraceptive method chosen for them by their doctor. Disabled women may find the use of hormonal methods such as the pill or injectable contraception constrained due to the nature of their disability or may find barrier methods, i.e. the diaphragm or condoms, problematic due to the physical dexterity required for effective use (Morris, 1989; Kallianes & Rubenfeld, 1997). Nosek et al's research on disabled women's reproductive health found that 38% of the 475 disabled women surveyed had had children as opposed to 58% of the non-disabled women they reviewed (2001). In a study on reproductive and sexual health needs of disabled women, Veltman et al (2001) note that only 10% of respondents had discussed reproductive choices with health professionals.

Sterilisation

Disabled women have frequently been denied the right to bear children through forced contraception and coercive sterilisation and through the lack of sexual and health education due to exclusionary practice in schools. They have also been denied the right to parent their children through loss of custody once the child is born. In the UK context, it is only recently that the sterilisation of disabled women requires legal consultation (Disability Awareness in Action, 1996). Data on the frequency of sterilisation among disabled women is sparse. Nosek et al (2001), in a large-scale comparative survey of the reproductive health of disabled (476) and non-disabled women (406) in the United States, found that 22% of disabled women had undergone a hysterectomy compared with 12% of non-disabled women. Servais et al (2002) in a study of 397 women with intellectual disabilities found that 23% of the women they studied had been sterilised. 

Abortion

Prilleltensky (2003) notes that in the United States there is an estimated 80% rate of abortion of foetuses diagnosed with a condition that could result in them having a significant disability. Conducting focus groups and interviews with 48 disabled mothers, Prilleltensky (2003) noted how one mother was encouraged to abort her foetus because health care professionals doubted her ability to care for a child as a single mother. Research by Westbrook & Chinnery (1995) in Australia comparing the childrearing experiences of mothers with and without disabilities found that over 20% of mothers with disabilities when pregnant were asked by their doctor to have an abortion compared to none of the non-disabled women being asked this. 

Pregnancy and Birth

In Prilleltensky's study the majority of the 48 disabled mothers found healthcare professionals misinformed and unable to deal with the dual factors of pregnancy and disability (2003). For many this meant that their disability was ignored at the expense of their pregnancy or vice-versa. She found that when it came to giving birth, disabled women's experience of maternity staff and doctors ranged from positive to negative. One woman noted how she had to convince maternity staff that the pains she was experiencing were labour pains and not a result of her physical impairment while another commended her doctor and his constant consultation with her at all stages of the birth. Mental health professionals in Nicholson et al's (1998) US study of mothering with mental illness noted that the fear of custody loss may deter pregnant women with mental health difficulties from seeking prenatal care. 

Menopause

For older disabled women, experiencing the menopause can be distressing due to a lack of information and lack of opportunity to discuss what is happening to their bodies (Welner, 1997; McCarthy, 2002). A Canadian study on key midlife health issues for women with disabilities found that many older women with disabilities experienced mental and emotional changes, changes in sexual intimacy and changes in their disability as a result of commencing the menopause (Morrow, 2002). Most health professionals rarely come into contact with disabled women seeking treatment for menopausal symptoms. Surveying 314 general practitioners in south east England, McCarthy noted that 60% of them had never treated a woman with learning disabilities for the menopause. 

Environmental Factors

Disabled women need the same options as other women to choose to conceive or control their fertility. However they are faced with a plethora of barriers that include physical access barriers, socio-economic factors, communication barriers, lack of disability specific reproduction information and education, attitudinal barriers and medical control over their fertility. Physical barriers are multi-fold and include affordable wheelchair transportation, entrances and access to medical facilities and high physical examination tables (Fiduccia, 1997, Grabois, 2001, Welner 1999; Gill, 1994).

Waxman (1994) argues that disabled women's marginalised socio-economic status can lead to a denial of their reproductive and sexual rights. Welner (1999) states that the majority of disabled women are significantly more likely to be unemployed and underinsured, which represents another barrier to accessing reproductive health services. Kallianes & Rubenfeld (1997) state that large numbers of disabled women lack health insurance for basic care and have limited access to antenatal and infant care.

The inaccessibility of the built environment can also impact on disabled women's sexual health. D'Eath et al (2005) note how Irish women with physical disabilities cited inaccessible examination tables and equipment as hampering their access to breast and cervical cancer screening services. Mele et al (2005) looked at the sexual and reproductive health status of disabled women aged 21-65 in the United States and found that many of the women cited significant architectural and environmental factors (such as heavy doors, inaccessible doctors' surgeries) affecting their access to sexual health services. 

Education and training, accessible clinics and adaptive examination equipment can all greatly assist women with disabilities in accessing and obtaining quality reproductive health care. Wong (2000) highlights good practice examples in community-based organisations in the US such as BHAWD (Breast Health Access for Women with Disabilities). These organisations are of the utmost importance in providing women with disabilities with much-needed access to sexual and reproductive health information as well as representing an underserved population in need of recognition and resources.

Accessible clinics in the US with adaptable examination instruments can also facilitate reproductive and sexual health screening for women with disabilities. Examination tables that lower to wheelchair level and have safety rails can encourage and facilitate regular health screening by women with physical disabilities, yet their existence is limited to a few specialised surgeries and hospitals, making access to such a service difficult for disabled women. Cervical cancer screening services in Victoria, Australia have developed a website (www.papscreen.org ) where disabled women seeking smear tests can search a database of sexual health service providers for clinics that are wheelchair accessible. 

Kippax (2000) argues that good practice guides should be adopted in all sexual health and maternity services for women with learning disabilities. The National Health Service in the UK have developed a 'Good Practice Guide in Breast and Cervical Cancer Screening for Women with Learning Disabilities' which is part of the National Cancer Screening Programme and developed for use by practitioners who provide health screening for women with learning disabilities. The main areas highlighted for good practice are: ensuring women with disabilities have access to information to enable them to make their own decisions about whether or not to attend for breast screening or cervical screening; ensuring women with disabilities know what to expect when they attend for screening; and ensuring that they understand the possible consequences of screening and the need to be aware of changes in their own bodies.

D'Eath et al (2005), the National Women's Council of Ireland (NWCI) (2005b) and the Disability Federation of Ireland (2005) all argue for the targeting of and inclusion of women with disabilities in national breast and cervical cancer screening programmes in Ireland. Research has highlighted areas where there could be an improvement in current reproductive service provision for women with disabilities. The National Women's Council of Ireland (2002) have highlighted the need for improving access to reproductive and sexual health services for women with disabilities in Ireland as well as the need for disability awareness training among health professionals. The importance of raising awareness among health professionals of the specific needs of women with disabilities was highlighted by the disabled women in Yoshida et al's study (1999). Gillespie-Sells et al (1998) argue that sexual health education should be provided at every opportunity for disabled women and should not just focus on reproduction but on sexual health and relationships. Walsh et al (2001) note that educating disabled women about the signs and symptoms of STDs is crucial in achieving early treatment and to avoid transmission of, or the development of, late-stage STD complications. 

From a consultation point of view, Welner (1997; 1999) advocates that good practice should mean that health care providers involve women with disabilities in all aspects of the health examination from inquiring about how a woman's disability affects her health to how best to mobilise her and retain her comfort during a physical examination, so the consultation is of maximum benefit for both patient and doctor. 

McCarthy (1999) argues that information should be provided to disabled women in a sensitive and comprehensible fashion. She notes how one woman in her 1999 study on sexuality and women with learning disabilities had been given an information leaflet by her doctor on contraception which was 'full of densely typed medical information, way beyond her reading comprehension level' (1999:196). Women with Disabilities Australia (2004) advocate the provision of ante-natal and post-natal information in accessible formats (print, Braille, audiotape) and accessible locations for women with disabilities who may be isolated. In Ireland the Health Promotion Unit (2003) has published good practice guidelines on how to effectively write and translate health information, paying particular consideration to accessibility and literacy proofing for specific target audiences. 

Disability and Motherhood

Motherhood is often viewed as an essential part of womanhood and its attainment confirms a social normativeness often denied to disabled women. Disabled women have traditionally been subject to the sceptical beliefs of family members, health practitioners and even complete strangers regarding their ability to be good mothers and care for their children (Prilleltensky, 2003). Barriers have been reported by disabled women who have attempted to adopt a child (White & White, 1994), obtain custody following a divorce or separation (Campbell, 1997) or even take their infant home from hospital after the birth (Kocher, 1994). The socially constructed ideal of the 'perfect mother' looking after her dependent children often excludes the reality of a disabled mother, who may rely on others to help her in looking after her children. Yoshida et al (1999) state that myths and stereotypes regarding gender and disability have impacted on women's choice to have children. Thomas (1997) argues that the feeling of being under society's judgemental magnifying glass, where one must ensure her mothering 'measures up' to the ideal, may deter many disabled women from having children at all or from asking for support and services that would facilitate their mothering. Nosek et al. (2001) in a national study of 504 women with physical disabilities and 442 women without physical disabilities in the United States found that 38% of disabled women had borne children compared to 51% of women without disabilities (2001:8). 

In relation to social welfare issues, the lack of individualised payments to mothers with disabilities has been identified as a concern in the Irish context. Disabled mothers who are married to a non-disabled spouse may have their benefits reduced or even taken away because in marriage a spouse's resources are added to their disabled partners. The National Women's Council of Ireland's (2003) report on social welfare reform for women in Ireland argues for a model that promotes the economic independence of women within the social welfare code which enables individual rights to social welfare. The National Women's Council of Ireland (2003) makes the case for individual direct payments in a married woman's own right rather than as a dependent of her spouse. 

Disablist attitudes, according to Thomas (1997), are the real culprits in encouraging feelings of vulnerability and insecurity among disabled mothers, rather than concerns over carrying out certain physical tasks. However, research suggests that being a successful mother and running a successful home are firmly fixed aspirations for disabled women despite societal prejudice (Morris,1995; Thomas, 1997; Farber; 1999; McKeever, 2003). Horgan (2004) notes that being a disabled mother allows you to bring up your children with a 'more tolerant, holistic view of the world' (2004: 203). 

According to Fiduccia (2000), sexual and reproductive rights are only awarded to those who can deliver quality offspring and are physically and emotionally equipped as carers for their children. The right to be recognised as a mother is often denied to disabled women. Reports are rife of incidences in the United States where disabled mothers have had their children removed from their custody because a divorce court/maternity ward/neighbour deems them unfit to be a parent (Fiduccia, 1994). This has been found to be especially true for women with mental illness in the United States where the rate of custody loss is extremely high (Mowbray et al, 1995; Miller & Finnerty, 1996). Nicholson et al (1998), in a qualitative study of 42 mothers with mental illness and mental health professionals in the United States, found that fear of losing custody of their children was a main concern for the mothers in their study and that this concern deterred them from seeking help with parenting skills. McKeever et al (2003) argue that the right to be a mother is something disabled women have to 'claim' or 'prove', unlike non-disabled women. Many disabled mothers are fearful of health care professionals including social workers because they fear being deemed incapable as a parent, and are thus not aware of their rights. Gillespie-Sells et al (1998) note that disabled mothers are under constant pressure not to reproduce their disability and can be made feel selfish if they have a disabled baby. Sands (1995), in a comparative qualitative study of 20 single mothers with and without mental illness in the United States, found that mothers with mental illness felt a greater need to 'prove' themselves as mothers in society and develop 'normal' lives for themselves and their children.

Personal Assistance - Caring "Role" Versus Caring "Function"

Prilleltensky (2003) argues that narrow societal conceptions of care, where the caring role is equated with the caring function, have contributed significantly to the barriers faced by disabled mothers. Disabled mothers who are unable to independently fulfil all of the physical tasks of child rearing are often subjected to scepticism regarding their ability to be mothers. Also, given the commonly made association between mothering and physical care-giving on the one hand, and disability and dependency on the other, disabled women's role as caregivers, providers of emotional support and nurturers of children is often ignored (Campion, 1995; Hermes, 2004).

Nicholson et al (1998) note that the mothers with mental illness in their study often felt under pressure to accomplish all the routine tasks of parenting as well as managing their illness and that not to do so was seen as failing in their maternal role. In struggling to meet the 'dual challenge', Nicholson et al (1998) argue that mothers with mental illness may lose sight of the typical problems that parents have and may evaluate themselves against unrealistic standards. 

Mc Keever et al (2003) carried out a qualitative study of 11 disabled mothers in Canada where issues emerged surrounding personal assistance. Availing of personal and homemaking service personnel, many of the mothers found that their assistant 'overlooked' help with their mothering role, neglecting to help them with duties such as housekeeping, cleaning of children's rooms, laundry and grocery shopping. This lack of assistance provision caused many of the mothers to 'map out' and plan activities such as doing the laundry as opposed to just doing them on the spot. In many instances, disabled mothers were forced to 'cajole' personal assistants into providing service that would benefit the entire family (McKeever et al, 2003). Assistance with mothering is generally not funded by government agencies and mothering help provided by the disabled mother's own personal assistant is discretionary and oftentimes refused. 

Environmental Factors

Segregation of space and inaccessibility affecting disabled mothers can be seen as the antithesis to maternal bonding and closeness. In McKeever et al's study the majority of disabled mothers felt that their mothering was 'hampered' by the inaccessibility of the built environment. One mother in her study notes how she was unable to accompany her child to his friend's home because it was inaccessible. The majority of disabled mothers in the BIFOS (2003) study (120 participants) also found difficulties in mothering when they went outside the home. Many of the mothers reported a lack of appropriately accessible facilities and services for disabled mothers and their children. Ensuring pathways within the home are kept free of barriers e.g. toys strewn on the floor, was also a concern for the mothers in McKeever et al's (2003) study as it can impact on mother and child safety. 

Many disabled mothers are unable to independently carry out domestic tasks because of physical impairments. Research indicates that there is a clear lack of available commercial adaptive aids to mothering which in turn influences the amount of time, planning and labour required by disabled mothers. Disabled mothers are forced to 'map out' how they will perform certain tasks in the home as opposed to automatically doing them. Activities such as carrying a baby or pushing a stroller while simultaneously operating a wheelchair are near impossible. McKeever et al (2003) noted that the majority of disabled mothers in their study paid privately for their structural and home alterations or had relatives who modified existing furniture such as infant cribs for them. The majority of mothers in Prilleltensky's (2003) study experimented with different methods of caring for their infant such as lifting their child by their clothes, yet expressed frustration at their inability to independently care constantly for their infant. Kennedy (2004) in a small qualitative Irish study with five disabled mothers and five mothers of disabled children also found disabled mothers to be adaptive in their mothering, for example breastfeeding their babies as it was more convenient than sterilizing and making up a bottle. Sixty per cent of the disabled mothers in the BIFOS (2003) study used adaptive equipment to parent their children, the equipment being adapted and/or financed by the mothers themselves or their families.

Absence of Professional and Familial Support

There is a sensitive and dynamic interplay between formal and informal support systems for mothers with disabilities. A greater shouldering of physical tasks by a non-disabled partner or wider support network results in more options for disabled mothers. Prilleltensky (2003) argues that there is a tension between the attitudes of families and their provision of informal family support at the micro level and formal existing supportive resources at the macro level. She argues that members of a disabled woman's family may be reluctant to respond to requests for assistance, not least because of attitudinal barriers, but also due to a lack of knowledge surrounding the limited availability and need for external resources such as home help or funding for adaptable aids to mothering. 

As direct help with mothering is not publicly funded for disabled women in countries such as Canada, the United States, Britain and Ireland, or covered under the personal assistance scheme, many women with disabilities are forced to rely on help from their partner, children and extended family. McKeever et al's (2003) study on disabled mothers found the majority of mothers were reluctant to ask their children for assistance as often their children were willing but 'reluctantly helpful' (2003:191). Asking her child for help can impact considerably on a mother's view of her role. Many of the disabled mothers in McKeever et al's research experienced guilt at accepting care from their children as they viewed their role as 'mother' as one of giving care to their children, and not the other way round (2003). The majority of disabled mothers in Prilleltensky's (2003) study shared parenting with their partner and were assisted also by their wider family network. Partners' efforts to help with parenting were seen as positive by the majority of the 48 women participants in the research. However, many of the women had negative experiences of familial assistance with parenting especially when calls for assistance were overlooked by members of the wider family network. Eighty-three per cent of disabled mothers in the BIFOS (2003) study were assisted by their partners in parenting while 66% were assisted by relatives. The majority of the single mothers in the study had personal assistants to help them with their mothering responsibilities. Avison argues that single mothers with a disability in the US are extremely vulnerable to poverty, isolation and exclusion from familial and state support. In particular, single mothers with a mental illness are often isolated from community, family and government support and have greater exposure to financial strain and the stresses of care-giving than mothers without a mental illness (1997). 

Barriers to Motherhood for Disabled Women
Much of the literature suggests a lack of knowledge and a lack of appropriate support amongst health care professionals and disabled women's wider support network as a major barrier to motherhood. Prilleltensky (2003) notes that many disabled women saw midwives in hospitals as generally supportive but lacking in information on how disability would affect pregnancy and motherhood.

Kennedy (2002) argues that problems with motherhood for disabled women in Ireland are not limited to the medical aspects of reproduction but include access to resources, familial support and physical barriers. There is a clear lack of state funding for parenting support for people with disabilities in Ireland. Advice and support on parenting is offered by non-governmental organisations such as the Disability Federation of Ireland and Enable Ireland but is under-resourced and informal with an absence of specific parenting support training programmes. Wates (1999) argues that in the UK disabled parenthood is extremely under-resourced, lacking in moral support and faced with many barriers including funding and direct access to support services. Prilleltensky (2003) found significant barriers to motherhood in the Canadian context, such as limited access to funded assistance in caring for children and the failure of the healthcare system to deal with the dual factors of pregnancy and disability in preparing disabled women for motherhood. 

The provision of information to disabled mothers is vital. Mothers in Nicholson et al's (1998) study on mothers with mental illness noted the importance of having appropriate information to help them deal with the complexities of their illness and in turn explain these complexities to their children, family and peers. 

Welner (1997) and Gillespie-Sells (1998) argue that a lack of familial support and education are significant barriers to pregnancy and motherhood for disabled women. Such lack of support stems from a lack of knowledge surrounding disability, sexuality, pregnancy and motherhood on the part of society as a whole and among those that interact with disabled women such as health care professionals and family and peer groups. However, Horgan (2004) argues that the main barrier is not the informal help and support given by family and peers but a lack of resources and controlled access to what limited resources do exist. Coupled with this lack of support and resources is a fear of asking for help, of being seen as unable to cope, which is a barrier in itself.

Mothering is challenging for any woman but for disabled women issues such as physical barriers and negative attitudes towards their childbearing and childrearing can make it even more problematic. Resources such as personal assistance for disabled mothers, supported accommodation for pregnant/lone mothers with disabilities, financial assistance for adaptive equipment and the provision of information on mothering resources (and how to access them) can benefit parenting for women with disabilities. 

Current Practice
The presence of special needs advisors in maternity wards of some of the UK's hospitals has helped identify disabled women's needs from their own perspective and helped to assess any possible restrictions facing pregnant women with disabilities (such as high examination tables and hospital beds, additional requirements during birth and assistance nursing their newborn) and also the impact these will have on their lifestyle and coping strategies (Brown, 2000). The Maternity Alliance in the UK have also developed a range of publications suggesting workable improvements relating to the care of disabled women during pregnancy and after the birth which are available for both disabled mothers and health professionals. In Ireland, the Health Service Executive (HSE) provides a Counselling Nurse for People with Disabilities service that offers disabled mothers support and home visits, referral to other agencies and organisation of home support services. 

Waxman Fidducia (2000) sees the existence of the MedicAid Community Attendance Service in the United States as a positive support for disabled mothers due to its provision of assistance to disabled people on a community basis regardless of their age or disability. McKeever et al (2003) note how structural alterations and adaptive tools for mothering as well as the provision of personal assistance can aid disabled mothers significantly. However, they are very often privately funded. The Research Institute for Consumer Affairs (Ricability) in the UK (2005) has developed a buying guide for assistive childcare products for mothers with a disability. Prilleltensky (2003) notes how many disabled mothers were facilitated in mothering by their personal assistants yet the level of help depended on how amenable their particular assistant was. 

In Canada, a fledgling service called Nurturing Assistance provides care for physically disabled parents with young children, helping to strengthen the parent-child bond by providing assistance with bathing, changing, nursing and cuddling (Masuda, 1998). This service is not part of the publicly funded home-care system and is available only in certain circumstances. Recent research into the Nurturing Assistance programme showed that the funding and application process was cumbersome, and that eligibility requirements discriminated against disabled mothers who were under 16 or who already had assistance with daily living (Centre for Independent Living Toronto, 2001). The Canadian government also provide financial assistance, which is means-tested, to disabled women to build accessible housing. The Hadley School for the Blind in the United States offers courses on parenting with a disability for parents, people who are considering becoming parents and childcare workers. 

Although current assistive service provision for mothers with disabilities is adequate, research in Europe (Hermes, 2004; BIFOS, 2003), the UK (Wates, 1999; Gillespie-Sells, 1998; Brown, 2000; Ricability, 2005) and Canada (Prilleltensky, 2003; McKeever et al., 2003) has highlighted areas where there could be improvement. The need to involve disabled women at the planning stages of programme and services development has been highlighted. Nicholson et al (1998) argue for the consideration of disabled women's roles as mothers when planning and delivering mental health management strategies. Avison (1997) recommends the development of community-based support initiatives for single mothers with mental illness to reduce their exposure to stress and isolation. The English National Board for Nursing (1996) and the Royal College of Midwives (2000) have advocated for maternity services liaising with disabled women and involving them in the planning of services. Only then, Brown and Gill (2000) argue, will we truly respond to and fulfil the needs of pregnant disabled women and disabled mothers rather than responding to our perceptions of their needs. 

In the UK, Ramsay et al (2001) advocate for the introduction of accessible emergency and long-term supported accommodation for pregnant/lone mothers with mental illness who are vulnerable to poverty and exclusion. The National Women's Council Of Ireland (2005a) argue that the rehabilitation needs of Irish women with mental illness have been neglected and that health and social service provision needs to expand to include housing for mothers with mental illness. Welner (1997) recommends supportive education, sensitivity on the part of health professionals and supportive family and peer networks as vital ingredients in helping disabled women to embrace motherhood.

Conclusion
There is a paucity of research and published work on disabled women's sexuality, reproductive freedoms and disabled motherhood in Ireland. International literature has tended to focus more on the medical aspects to the neglect of the psycho-social aspects of disabled women's sexual and reproductive lives, although this situation has begun to change, particularly over the past 10 years. While there is an awareness of the functional and medical aspects of family planning for disabled women, there is very little information on the number of women with disabilities in Ireland seeking family planning advice and their experiences of using birth control. Sub-populations of disabled women such as ethnic minorities and lesbians are clearly absent from consideration in national and international research on disabled women's sexual and reproductive lives. A report by the Scottish Executive (2003) found that the intersection between disability and sexual orientation was largely absent in disability-related research. 

In the Irish context, there is a lack of appropriate sex education for disabled girls in the home and school environments. Meanwhile, health care practitioners are not providing for the sexual and reproductive health needs of disabled women in appropriate ways. There is a clear absence of financial and emotional support for parenting programmes for mothers with disabilities. The Disabled Persons Grant ( Housing Adaptations & Extensions) is a discretionary fund and women with disabilities who do not qualify for the fund are forced to personally finance modifications to their home. Mothering assistance does not fall under the Personal Assistance Scheme, leaving many mothers with disabilities to rely on informal parenting advice and support. 

It is of critical importance that girls and women with disabilities in Ireland develop understandings of their sexuality and womanhood. In so doing they will develop knowledge and self-esteem to be able to express themselves sexually, protect their sexual health, and make informed choices about pregnancy and motherhood. Entailed in ensuring disabled women's psychosocial well-being is the provision of appropriate sex education, comprehensive reproductive health care and increased funding for parenting supports for disabled women.
Key Empirical Research Findings

The following key empirical related research emerged from the review on sexuality, reproductive freedoms and motherhood:

· Research carried out in a number of countries has demonstrated that negative attitudes and stereotypes of disabled women as asexual and dependent has led to barriers for them in attempting to access sexual and reproductive services; 

· Women with disabilities felt that they needed more information and resources to help them understand and resolve issues relating to their sexuality. Research in the US showed that disabled women mainly received their information on sexuality from other disabled women and counsellors; 

· Psycho-social factors such as self-esteem, self-image, social status and psychological factors, not physical functioning, had a substantial influence on research participants' sexual activity and sexual functioning; 

· In the Irish context, sex education and knowledge of concepts related to sexual intercourse and intimate relationships were found to be poorer for younger people with disabilities; 

· Negative attitudes and stereotypes held by service providers and family members can constrain disabled women's reproductive freedoms and rights through the withholding of information, misdiagnosis, coercive contraceptive practices and in their access to sexual and reproductive health services; 

· Women with disabilities have reported not having access to adequate and correct sexual and reproductive health information; 

· Research in the US, Canada and Ireland has demonstrated that there is a lack of adaptive equipment to support the sexual and reproductive health needs of disabled women.
Key Policy Findings

The following policy related issues arose in relation to the findings on sexuality, reproduction and motherhood for disabled women:
· In Ireland any changes to the existing relationship and sex education (RSE) programme should take into account the particular sexuality and reproductive issues of young girls and women with disabilities. A sex education programme where there is active participation by the students themselves so that their concerns may be defined is the preferred model. Early intervention in relation to sex education for girls with learning disabilities was recommended; 

· Provision of disability awareness training for health and social work professionals with specific emphasis on the issues faced by women with disabilities is required; 

· Parents of disabled girls need training/education provision so that they can support their daughters' understandings of their sexuality; 

· The existing content of personal assistance training in Ireland should be adapted to include sexuality; 

· Information on sexuality, sexual and reproductive health should be provided in a sensitive and comprehensible fashion in accessible formats (print, Braille, audiotape); 

· Research has pointed to the need for a specialist midwife to provide pre-natal and post-natal support for women with disabilities; 

· Research in the UK and Canada has highlighted the need for increased support for disabled parents including accommodation support, parenting supports and commercially available adaptive equipment.

Research Gaps 

The following areas for further research in the Irish context emerged from the review: 

· Assessment of the level of service usage and experience of Irish family planning and sexual health services for women with disabilities; 

· Exploration of the specific needs and experiences of disabled mothers relating to health and social care services; 

· Exploration of the needs of women with disabilities in relation to pregnancy and childbirth and of the supports available to them; 

· Assessment of the extent, quality and effectiveness of relationship and sex education received by young girls and women with disabilities; 

· Examination of the attitudes of health and social work professionals to women with disabilities and their specific sexual health, family planning and parenting needs; 

· Exploration of disabled women's access to preventative health services including breast examinations, mammograms and Pap smears; 

· Assessment of issues surrounding sexuality, reproduction and motherhood as they affect disabled women at different stages throughout the life course, especially older women with disabilities; 

· Consideration of sub-populations of women with disabilities such as ethnic minority women and lesbians in research on sexuality, sexual health, family planning and parenting.

Chapter 7: Communication Barriers

Introduction

Communication is a central aspect of our daily lives. Our ability to communicate with others through spoken language and written word dictates our access to vital resources such as healthcare and employment as well as helping to shape our identity. According to Bagley (1998), communication underlies everything else and is the most important issue for most disabled people. 

Thomas & Woods (2003) note the following as the main barriers restricting disabled people's ability to communicate:

· Limited verbal communication or ability to sign; 

· Being unable to read or write; 

· Not speaking the same language; 

· Inability to access and/or use services or equipment such as telephone or computer systems; 

· A lack of awareness or understanding of the many different forms communication takes; 

· Physical disability restricting the communication process such as writing, using a word processor or getting out and about; 

· A visual or hearing impairment; 

· The lack of ability to concentrate and focus on communication. 

(Thomas & Woods: 2003: 83)

For women with disabilities, barriers to communicating with friends, family and service providers can ultimately lead to social exclusion and can impact on how they come to know and value themselves. Women with disabilities are diverse in the nature of their disability whether: blind/low vision; deaf/hard of hearing; learning disability; developmental disability; physical disability and other forms of disability. While there are many communication issues/barriers encountered which are common for both women and men with disabilities, existing research on these barriers in Ireland and internationally is somewhat sparse. Most of the available research on disabled people's experience of communication barriers is not gender specific. As Ubido et al highlight, studies that focus on disabled women's experiences of communication barriers are largely absent from disability research (Ubido et al, 2002). Research examining the experiences of women with disabilities in accessing services relating to healthcare, employment and education has made some reference to the role communication difficulties play in access. However, there has been no comprehensive study examining the range of communication barriers faced by disabled women and their experience of such barriers. This section will look at the main issues arising under this topic and examine communication barriers relating to linguistic communication, reading and comprehension, and communicative technology and their impact on disabled women's identity, educational and career prospects and access to services.

One of the main obstacles emerging from the literature for women with disabilities as they communicate and interact in their daily lives is the existence of negative attitudes towards disability and the impact these have on communication between disabled and non-disabled people in various settings. In relation to employment, Barette et al (2002) in a Canadian study explored the impact of communication problems on disabled people's integration into the workforce. Negative attitudes amongst non-disabled work colleagues were found to be a significant barrier to effective communication. Garcia et al (2000) argue that communication problems and negative perceptions associated with such difficulties can hinder disabled women's career advancement and may cause them to be placed in lower-level jobs with decreased job satisfaction.
Communication Barriers Experienced when Accessing Services
There has been considerable evidence of negative attitudes amongst service providers and a lack of awareness of disability when accessing services. Many of the 103 deaf women in Sadler's US study felt that health professionals were uninformed about the communication needs of deaf patients and found health professionals to display impatience when dealing with deaf patients. A significant cause of communication difficulties identified in an Irish qualitative study of 30 respondents examining inequalities in Irish healthcare access was a lack of awareness of disability amongst some healthcare professionals (D'Eath et al (2005)). 

The majority of deaf women in Ubido et al's UK study (2002) - comprising focus groups with 13 women who were hard of hearing and 14 women who were deaf sign language users, as well as 38 returned questionnaires from women taken from the social services register - felt that health professionals were unaware of how to approach patients who are deaf. They also felt that not having continuity of care at each visit made communication with health professionals more difficult, as they had to explain their situation each time with a new doctor. In a US study of the communication problems experienced by 14 deaf and hard of hearing women, conflicting views about deafness amongst health professionals and a lack of awareness on the part of their doctors of what constitutes effective communication were found to be significant barriers (Iezzoni et al, 2004). 

In research carried out with 100 deaf mothers in the UK exploring their maternity care needs, many of the mothers reported experiencing negative attitudes from maternity staff to their communication difficulties. Some of the women in the study experienced situations where maternity staff would only communicate with their partner or interpreter and not with them (Kellsall, 1992).

Miscommunication and a lack of adequate written information can act as a major barrier to disabled people. Irish research on the quality of communication between medical professionals and people with mental health difficulties found that an alarming proportion of the 471 respondents interviewed were uninformed about the medicine prescribed to them, its effects, and the possible alternatives open to them (Farrelly, 2002). Asking patients about their medicine, Farrelly found that 66% of patients were not given written information about its possible side effects, and only 37% were offered a choice of medication, with fewer women being offered this choice than men. Only half of the participants in the research were given a written record of their medicine and details of when to take it. Farrelly (2002) also highlighted the fact that significantly fewer women compared to men were provided with information on the dose of the medication they were prescribed.

Studies by McCarthy (2002) and Ubido et al (2002) demonstrated that health professionals can often use medical jargon and vocabulary which is not understood by disabled women. McCarthy (2002) observed that many of the women with learning disabilities in her study were provided with ambiguous explanatory leaflets by their doctor on contraceptive use. The deaf women in Ubido et al's (2002) study saw medical jargon as a significant barrier, as many of them used sign language as their sole means of communication. Certain medical terms such as 'fertility treatment' and 'smear' do not have equivalent translations in sign language. Both McCarthy (2002) and Ubido et al (2002) recommended the introduction of clear healthcare information in straightforward leaflets in written, Braille and audiotape format and information videos that are signed.

Kelsall observed that many of the women in her study on maternity care needs felt that the information provided in antenatal classes and the accompanying leaflets was unsuitable for deaf women and left them with many questions (1993). Ubido et al (2002) note that even when health professionals try to communicate with deaf women through writing, their writing may be illegible. Also, for many women who were born deaf, English is not their first language.

For women who are profoundly deaf, the use of a qualified sign language interpreter is the only means by which they can effectively communicate with a health service professional, yet this service is often unavailable to them (Lotke, 1995; Chilton, 1996). Harris & Bamford (2001) point out that much of the health service in the UK operates a system whereby a patient's name is called when a health professional is ready to see them. Unless a deaf person can lip-read and is expecting their name to be called, the result can be a deaf person being prevented from accessing a service which they may be in need of. Ubido et al (2002) observed that 76% of the women in their research had significant difficulties when trying to access health services due to what they perceived as the unwillingness of surgery staff to communicate in a comprehensible manner. Respondents noted how they were 'on pins' to hear their name being called or had missed their turn several times because of ineffective communication on behalf of the service providers. Ubido et al therefore recommended the introduction of a flashing light/number system in doctors' surgeries and hospital waiting areas in order to communicate effectively with deaf patients (2002).

Additional time and communication aids are often required in order to ensure effective communication between health professionals and women with disabilities. Bromley et al (1998) note how additional time and communication aids such as body maps are required for adults with learning disabilities in order to communicate pain to health professionals, yet such service provision is often absent. Participants in D'Eath et al's research noted the lack of alternative information provision in the Irish healthcare system for communicating with people with disabilities. Kerr (1998) notes that compiling a patient's medical history can be very problematic for health professionals if there are communication difficulties as the required information is difficult to convey.

Communication, Disability and Ethnicity
Pierce (2003) in a small-scale qualitative study exploring disability and ethnicity found linguistic barriers in accessing health services to be most profound. Participants who could speak little or no English identified language as a significant barrier as much of the available information on rights, entitlements and services for disabled people was available only in English. In addition, respondents felt that service providers did not provide for the extra time needed for effective communication (Pierce, 2003).

Disabled women from different minority ethnic groups may experience discrimination not only on the basis of their disability but also because of their minority ethnic status. In Ahmad et al's (1998) UK study on the communication needs of deaf minority ethnic people it emerged that community interpreters when available were lacking in knowledge about and insensitive to the service users' disability and culture. Ahmad et al point out that information about deaf culture, services and procedures and support to parents was difficult to obtain, especially for those who did not speak English. In addition, Ahmad et al observed that in relation to communication needs when accessing services, deaf, hard of hearing and deaf-blind people were the most poorly served (1998).

Roberts and Harris' (2002) study into the problems faced by disabled ethnic minority people and refugees in the UK found communication barriers coupled with a lack of social support and impaired mobility led to extreme isolation and exclusion from social life. Many of the respondents said that they rarely left their homes or had visitors.
Examples of Good Practice
Comprehension is a very important part of communication. Ubido et al (2002) observed that less than one in 10 deaf women experienced clear communication and information provision by a health professional in their local health service. Information may be transmitted in an accessible way but successful communication will only take place if the information is accessible to the person receiving it. Information must be accurate and straightforward in order to be fully understood and this is vital in cases where services such as healthcare and social welfare are being accessed. Many service providers do not or cannot spend extra time with disabled people to allow for effective communication of information, including entitlements or health procedures, which would greatly help alleviate stress or anxiety on the service user's behalf. Several studies (Ubido et al, 2002; Pierce, 2003; Ahmad et al, 1998; Kellsall; 1992) have recommended the introduction of education and awareness training for health and social service professionals who are in contact with people with disabilities.

Misinterpretation was found to be a common difficulty experienced by people with disabilities. Lang explored the services available to deaf students attending third-level colleges in Australia (2002). While having a qualified interpreter available to deaf people attending college aids communication, where an interpreter is unfamiliar with the content of a course, misinterpretation of the information given in a lecture can occur (Lang, 2002). Lang argues that participation of deaf students in higher education is intrinsically linked to the approach employed to communicate course content. Teaching-staff who are willing to adapt their teaching style and classroom environment to accommodate students with special needs e.g. the use of overheads and interpreters in class, can greatly increase deaf students' participation.

Resources such as professional training and the provision of information packs can help professionals to communicate better with women with disabilities and better serve their needs. The National Health Service (NHS) Primary Care Trust in the UK has developed a pack entitled 'Can I make an Appointment Please?' to support people with learning disabilities and primary care staff. It gives an overview of health and well-being, outlines ways to improve access to primary health care services for people with learning disabilities and explains how health professionals can communicate information clearly to patients with learning disabilities.

The Royal National Institute for the Deaf (RNID) in the UK has also developed a pack for health professionals on communicating effectively with deaf patients. Kelsall (1993) following on from her study of the maternity care needs of deaf women has also developed a teaching pack for midwives to improve their awareness of deaf women's maternity care needs.

The existence of multi-disciplinary clinics that cater for the psychiatric and health needs of disabled people can also benefit communication and care for women with disabilities. Austria has in place a multi-disciplinary clinic which offers psychiatric care, general medical care, social care, communication therapy and work therapy to deaf people. According to Fellinger over 1,200 patients (20% of the total deaf population in Austria) make use of the clinics' services (1998).

In Ireland, the Department of Health & Children (1998) has also published 'Guidelines on Good Practice and Quality Assurance in the Mental Health Services' which gives advice on how to communicate effectively with service users.

Communication Difficulties and Family Members and Friends
Many disabled women depend on others to communicate on their behalf because of a lack of available communication assistance. The needs of people with dual sensory loss in Northern Ireland were examined and it was observed that the majority of 42 respondents (29 women and 13 men) felt dependent on others to help them communicate with medical staff. They were required to bring a family member or friend with them if they wished to avail of health services including attendance at surgery or when visiting a doctor (Deafblind UK, 2004). In a study of the health needs of 134 deaf women, 27% asked a family member or friend to make an appointment with a health professional on their behalf, 22% called into the surgery to make an appointment, while just over 7% used telephone aids such as Typetalk (Ubido et al, 2002).

Bramwell et al (2000), in researching the maternity needs of deaf women, argue that having a family member or friend interpret for a patient can impact on a deaf woman's right to confidentiality. The authors gave the example of a deaf woman who had her daughter interpreting for her during an ultrasound. When the woman was asked if she wished to know the sex of the baby, she told her daughter to tell the midwife 'No' but the daughter, wanting to know, told the midwife 'Yes'. Bramwell et al (2000) recommended that health and social service professionals should insist on the presence of a qualified sign language interpreter during medical appointments in order to ensure that confidentiality is not breached.

Carers also offer additional support with communication. In examining the needs of people with dual sensory loss in Northern Ireland, Deafblind (UK) found that over 72% of carers assisted respondents in their day-to-day communication.

Colclasure (2005) observed that deaf mothers are seen as 'some sort of novelty' by non-deaf people. Women communicating through sign language with their children can be seen by non-deaf people as 'amusing' or as a 'special language' when it is a legitimate language and their form of communication.

Ahmad et al (1998) in a study of deaf people from minority ethnic groups found communication barriers such as lack of community and sign language interpreters significantly hampered deaf people's access to information and services. Communication often took place through one or two individuals in the family who communicated through English or British Sign Language. This poses a particular problem for older deaf ethnic minority people who may not be able to communicate through British Sign Language.

Availability of Sign Language Interpreters
The non-availability of and lack of qualified sign language interpreters have been consistently raised as communication barriers in research in Ireland and in other countries. Sadler et al's (2001) study of 103 deaf women's experiences of accessing health services concluded that one of the major problems for deaf patients was the non-availability of a sign language interpreter. Wright (1993) in a small-scale study of 23 deaf patients in the UK found that none of the patients had been provided with a sign language interpreter to facilitate their communication with hospital staff. Research carried out by Sinai Health Care & Advocate Health Care in the United States on improving access to health and mental health care for deaf patients attending a hospital in Chicago, found that out of a sample of 97 patients, over one third of those who had been hospitalised or were seen in an emergency department were never provided with a professional interpreter (Sinai Health Care and Advocate Health Care, 2004).

Respondents in an Irish study carried out in 2003 commented on the non-availability of sign-language interpreters in most state services and agencies (Pierce, 2003). Many deaf people do not have access to interpreting services and are forced to bring their own interpreter, usually a family member or friend, to facilitate communication. 

Pierce argues that even when sign language interpreters were available, deaf ethnic minority people continued to face communication barriers through sign linguistic differences (2003). For a deaf person who has learnt a different sign language, communicating through Irish sign language is similar to speaking a foreign language. Many Irish deaf people lip read in order to communicate with the hearing community whereas in some cultures signing is the only form of communication for deaf people. 

Pierce (2003) notes that many ethnic minority people with disabilities may have different styles of communicating that are linked to their different cultures. In a study of 100 disabled refugees and asylum seekers in the UK, Roberts and Harris (2002) found communication barriers to be widespread for this particular group and difficulties encountered included a shortage of training courses in British Sign Language for people familiar with other sign languages.

Meanwhile, problems connected with the translation of English to sign language in the United States have been found to impede communication for deaf people (Steinberg et al, 1998). As deaf people communicate in a manner that is different to non-deaf persons, misinterpretations can arise. For example, banging the floor to get someone's attention is considered a perfectly acceptable means of communicating by a deaf person; however, a non-deaf person might interpret this as aggressive behaviour.

Many studies have pointed to the acute shortage of trained Sign Language interpreters to aid communication for deaf people (DOH, 1997; Harris & Bamford, 2001; Ubido et al, 2002). People with Disabilities in Ireland (2003) note that there are 15 qualified interpreters available to cover all of Ireland's 4,000 ISL (Irish Sign Language) users. In Sweden, where there is the same number of deaf people using sign language to communicate, 350 qualified interpreters are available. In the UK a recent Department of Health inspection found that of the social workers working with deaf clients, only 18% were qualified in British Sign Language (Ubido et al, 2002).

Smith et al (2004), exploring cost of living concerns for disabled people in the UK, found that deaf people faced much higher costs than other disabled people because of the costs involved in interpreter assistance. Consensus among all deaf respondents was that they would need an extensive 'on demand' interpreting service in order to have access to public, recreational and commercial services in the same way as non-disabled people. Currently, interpreting services that are funded are limited to certain situations such as visiting the doctor or attending for a job interview and provision outside such situations is to be paid for by a deaf person. In Ireland, interpreting services are funded by FAS for deaf people attending job interviews and the sign language interpreter must be sourced by the deaf person themselves.
Examples of Good Practice

Resources such as the provision of 'on call' interpreters for deaf women and of information booklets can help to combat communication barriers for disabled women. Phelan & Parkman argue that having an interpreter on call in a hospital is good practice as it removes the obligation on the deaf patient to find an interpreter (usually a family member or a friend) and allows them to receive good health care (1995). In the UK a 24-hour interpreting service provided by the Deafness Support Network has been introduced to support deaf people in the Cheshire area. 

An interpreting service whereby a qualified interpreter is available at no cost to deaf and deafblind people is provided in Denmark to access education, employment, healthcare and the justice system. Furthermore, there are plans to pilot a 'social interpreting service', which would provide interpreters for various social situations such as family events, leisure activities, trade union meetings and voluntary work. The Danish government has invested â‚¬4.5 million in the piloting of this service in order to support Denmark's deaf and deafblind population.

Finally, in Denmark there is a unique service provided for all deafblind people whereby they are entitled by law to a 'contact person', paid for by the government. The 'contact person' visits and communicates with the deafblind person and acts as a link in their day-to-day interactions, assisting in such activities as reading, shopping and contact with friends and family. Assistance in the home is not provided by the contact person and is the responsibility of the personal assistant.

Technological Barriers and Enablers

Technology facilitates communication by allowing women with disabilities to increase their knowledge, explore ideas and relationships, and develop creative and flexible work situations - opportunities that women with disabilities are in need of, but are often denied. Telecommunications involving the World Wide Web, telephones and mobile phones play an integral role in reducing isolation, stress and fatigue as well as alleviating loneliness for some women with disabilities. It increases their independence and self-esteem as well as enabling more educational and employment opportunities.

Effective communication using technology can be impeded when women with disabilities have difficulties accessing technology because of a lack of adaptive equipment or a lack of funding. Kozar & DAWN (2001) argue that the isolation and exclusion experienced by disabled women in accessing education, employment and having fulfilling social relations is further heightened by a lack of technological resources. On the other hand, Hanson has argued that technology itself may act as a barrier to communication and integration, because of its effect in 'dehumanising' people with disabilities (2002).

Roulstone (1998) undertook a study in the UK of the enabling potential of specialised and standard computer technology in disabled people's employment and search for employment. In their sample of 78 disabled workers, 31% of whom were female and 69% male, a greater proportion of the women were technology users (79%) as compared to the men (60%). He found that access to technology allowed workers to gain more control over the communication environment in their workplace as well as enabling them to feel more on a par with their non-disabled co-workers. Respondents reported that access to technology such as computers allowed them to express themselves and their ability through the spoken word and gave them increased confidence.

Quite often, disabled women are dependent on friends and family members to communicate with service providers on their behalf. Chisholm et al (1998) found that almost one in three social service departments in the UK did not have telephone equipment or software that would enable deaf people to contact them. Ubido et al's study of the health needs of deaf women found that conventional means of making doctor's appointments such as using the phone were not suitable and such communication difficulties led to barriers in making appointments and ordering prescriptions (2002). Service providers therefore need to technologically adapt their environments to enable women with disabilities communicate with them and access their services more easily.

Research with 175 disabled women on their experiences of telecommunication-use in Australia found that technology provided them with an important means of communicating in their everyday lives (WWDA, 1999). Several issues emerged as barriers to their communication experiences and these included access and affordability of assistive technology equipment, poor design and incompatibility of equipment, a lack of awareness of disability issues on the part of technology service providers and a lack of appropriate information about telecommunications equipment and services (WWDA, 1999). A study on the impact of the Internet on 193 disabled people in the UK found that while two-thirds of internet users required assistive devices such as voice recognition and keyboard adaptation to access the internet, almost half of this group had difficulty in using the devices (Pilling et al, 2004). Respondents felt that having access to the Internet made communication easier as well as providing them with valuable information.

Conclusion

Communication is vital for disabled women in all aspects of their lives, involving the social, economic, cultural as well as physical dimensions of day-to-day living. Improved communication possibilities for women with disabilities have been enabled through the provision of interpreting services and the development of telecommunications. However, when access to communication assistance is poor, women with disabilities are disempowered, isolated and excluded from education, employment, healthcare and social situations. The existing literature highlights communication barriers that are rooted in negative attitudes and a lack of awareness of disability and its various forms, miscommunication and a lack of adequate information that is suitable to different types of disabilities, a lack of comprehensive service provision to aid communication for women with disabilities and finally, problems accessing and operating assistive technology. 

Research on communication experiences for women with disabilities is non-existent in an Irish context. Research is needed on the ways communication barriers impact on women with disabilities in their day-to-day lives in various settings. A lack of gender-specific information on communication barriers means that insights into needs, experiences and barriers that are women-specific in disability research are not provided. While communication issues have received less priority in the literature than, for example, physical barriers, its importance nevertheless is fundamental in disabled women's lives. Communication is the means through which choice and autonomy are exercised, social and emotional life maintained, and identity expressed (Parr, 2004). Future research into communication barriers and their impact on women with disabilities is not a priority but a necessity.

Key Empirical Research Findings

In relation to communication barriers for women with disabilities the following key empirical research related findings and opinions emerged from the review: 

· Research in the UK and Ireland has shown that additional linguistic barriers for different ethnic groups coupled with a lack of support from social and health services can lead to isolation for women with disabilities; 

· Women with disabilities risk being marginalised by negative attitudes and a lack of disability awareness among health professionals when communicating in healthcare settings; 

· UK research has shown that many women with disabilities have been hindered in communication by the unsuitability of health information dissemination and a lack of alternative means of communicating information; 

· Ireland currently has 15 qualified sign-language interpreters available to 4,000 Irish Sign Language users; 

· Assistive technology has significantly enabled women with disabilities to communicate in employment and in their wider social network.

Key Policy Findings

Key policy findings in relation to communication barriers for disabled women include: 

· A need for increased disability awareness training for health, employment, education and social work professionals with specific emphasis on the communication issues faced by women with disabilities has been recommended; 

· There is a need for an increase in the availability of qualified sign language interpreters in Ireland as communication for women with disabilities has been shown to be severely impeded by the non-availability of interpreters in social, health and employment settings; 

· There is a clear need for alternative forms of communicating information (e.g. Braille and Typetalk) in modes that are comprehensible and accessible to all women with disabilities; 

· The importance of increased funding for and availability of adaptive equipment and assistive technology to support communication for women with disabilities has been highlighted; 

· There is a need to recognise and provide for the additional cultural and language communication barriers encountered by ethnic minority women with disabilities.

Research Gaps

The following areas relating to communication barriers for women with disabilities in the Irish context should be considered for further exploration:

· Assessment of the level of service usage and experience of telecommunications use for women with disabilities; 

· Evaluation of the communication needs of Irish women with disabilities in healthcare, employment, home and other settings; 

· Evaluation of the communication supports e.g. interpreting services available in Ireland for women with disabilities; 

· Examination of the attitudes of health and social work professionals in relation to women with disabilities and their specific communication needs; 

· Consideration of sub-populations of women with disabilities such as ethnic minority women and lesbian women in research on communication needs and experiences.

Endnotes

[1] The QNHS used a different question to identify people who were disabled as it also included people who were long-term or chronically sick.

[2] Adapted from Ungerson, C (2004) Whose empowerment and independence? A cross-national perspective on ‘cash for care’ schemes in Ageing & Society 24, 189-212

[3] Equivalistion means that individuals (or households) with additional needs, for example due to disability, are assigned a factor which represents how much additional income they would need to achieve the same standard of living as individuals without additional needs. Their incomes are then divided by this factor, so that comparison between groups with different needs can be made on an ‘equivalent’ basis.

[4] Australia, France, Sweden, the United Kingdom and the United States.

[5] Including those on Disability Allowance, Invalidity Pension, Blind Pension and Occupational Injuries payments but excluding people on Disability Benefit.

[6] An exception to this general rule being the Disablement Pension under the Occupational Injuries Scheme

[7] Poverty was measured using Statistics Canadaâ€™s Low Income Cut-offs (LICO), which are based on family income and are adjusted for the size of the family and the size of the community in which they live.

[8] The NPHS is conducted by Statistics Canada, it collects information related to the health of the Canadian population and contains a screening question for the presence of disability.
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Appendix 1

Activity Status for Women with Disabilities, age 15-64

	
	Employed
	Unemployed

	Inactive

	EU-25
	56.3


	5.3


	38.4



	EU-15


	55.5


	5.3


	39.3



	Austria


	61.9


	2.9


	35.1



	Belgium


	51.9


	4.4


	43.6



	Denmark


	73.2


	3.3


	23.5



	Finland


	68.3


	7.4


	24.2



	France


	57.7


	6.3


	36.0



	Germany


	59.8


	5.4


	34.8



	Greece


	43.4


	7.6


	49.1



	Ireland


	56.4


	2.2


	41.3



	Italy


	43.0


	5.7


	51.3



	Luxembourg


	52.3


	2.0


	45.7



	Netherlands


	65.2


	2.0


	32.8



	Portugal


	62.5


	3.6


	33.9



	Spain


	44.8


	8.7


	46.5



	Sweden


	67.8


	3.3


	28.9



	United Kingdom


	66.5


	3.0


	30.4




Source - EU Labour Force Survey 2002 - Percentage distribution of activity status for women with disabilities by age (European Commission, 2003)

Activity Status for Women with Disabilities, age 15-24 years 

	
	Employed
	Unemployed

	Inactive

	EU-25
	43.2


	7.6


	49.2



	EU-15


	42.9


	8.1


	49.0



	Austria


	56.9


	4.3


	38.9



	Belgium


	31.3


	5.8


	62.9



	Denmark


	67.0


	5.0


	28.1



	Finland


	48.5


	17.4


	34.0



	France


	33.5


	8.0


	58.5



	Germany


	50.3


	5.2


	44.5



	Greece


	29.3


	10.1


	60.5



	Ireland


	49.7


	4.2


	46.1



	Italy


	28.9


	10.3


	60.8



	Luxembourg


	35.8


	2.7


	61.5



	Netherlands


	72.7


	3.0


	24.2



	Portugal


	45.8


	5.2


	49.0



	Spain


	36.3


	10.0


	53.7



	Sweden


	38.9


	5.8


	55.3



	United Kingdom


	62.3


	7.6


	30.1




Source - EU Labour Force Survey 2002 - Percentage distribution of activity status for women with disabilities by age (European Commission, 2003)

Activity Status for Women with Disabilities, age 25-34 years 

	
	Employed
	Unemployed

	Inactive

	EU-25
	67.3


	7.2


	25.5



	EU-15


	67.0


	7.6


	25.4



	Austria


	76.1


	4.0


	19.9



	Belgium


	73.3


	6.7


	20.0



	Denmark


	79.0


	4.1


	16.9



	Finland


	73.9


	8.1


	18.0



	France


	70.1


	8.4


	21.5



	Germany


	70.7


	5.4


	23.9



	Greece


	58.1


	13.8


	28.1



	Ireland


	74.9


	2.8


	22.3



	Italy


	55.8


	9.6


	34.6



	Luxembourg


	75.6


	2.2


	22.2



	Netherlands


	78.8


	1.4


	19.8



	Portugal


	78.9


	4.9


	16.2



	Spain


	60.7


	12.4


	26.9



	Sweden


	73.6


	3.4


	23.0



	United Kingdom


	71.6


	3.7


	24.7




Source - EU Labour Force Survey 2002 - Percentage distribution of activity status for women with disabilities by age (European Commission, 2003) 

Activity Status for Women with Disabilities, age 35-44 years 

	
	Employed
	Unemployed

	Inactive

	EU-25
	69.8


	5.7


	24.5



	EU-15


	67.8


	5.3


	26.8



	Austria


	78.8


	5.4


	15.8



	Belgium


	69.7


	2.9


	27.4



	Denmark


	82.7


	3.8


	13.5



	Finland


	82.2


	5.5


	12.3



	France


	72.7


	7.2


	20.1



	Germany


	73.6


	6.5


	19.9



	Greece


	58.7


	7.4


	33.9



	Ireland


	63.6


	2.1


	34.3



	Italy


	57.5


	5.5


	37.0



	Luxembourg


	54.3


	2.8


	42.9



	Netherlands


	72.8


	2.5


	24.7



	Portugal


	75.7


	3.5


	20.8



	Spain


	54.9


	8.9


	36.2



	Sweden


	80.8


	3.4


	15.8



	United Kingdom


	74.9


	2.7


	22.4




Source - EU Labour Force Survey 2002 - Percentage distribution of activity status for women with disabilities by age (European Commission, 2003) 

Activity Status for Women with Disabilities, age 45-54 years 

	
	Employed
	Unemployed

	Inactive

	EU-25
	65.3


	4.5


	30.1



	EU-15


	62.7


	3.8


	33.5



	Austria


	70.4


	3.4


	26.2



	Belgium


	57.1


	3.4


	39.5



	Denmark


	80.7


	2.7


	16.6



	Finland


	81.9


	5.4


	12.7



	France


	70.0


	5.7


	24.3



	Germany


	70.8


	6.6


	22.6



	Greece


	47.1


	4.0


	48.9



	Ireland


	56.1


	1.5


	42.4



	Italy


	49.2


	2.7


	48.1



	Luxembourg


	51.9


	*


	46.8



	Netherlands


	65.7


	2.1


	32.2



	Portugal


	69.4


	2.2


	28.4



	Spain


	44.4


	6.4


	49.2



	Sweden


	80.6


	1.9


	17.5



	United Kingdom


	74.7


	2.3


	23.0




Source - EU Labour Force Survey 2002 - Percentage distribution of activity status for women with disabilities by age (European Commission, 2003) 

* Number too small to record

Activity Status for Women with Disabilities, age 55-64 years 

	
	Employed
	Unemployed

	Inactive

	EU-25
	29.8


	2.0


	68.3



	EU-15


	30.7


	1.4


	67.9



	Austria


	18.4


	0.5


	81.0



	Belgium


	16.7


	0.7


	82.6



	Denmark


	49.9


	2.2


	47.9



	Finland


	47.5


	3.2


	49.3



	France


	31.9


	1.6


	66.5



	Germany


	29.8


	4.1


	66.2



	Greece


	24.4


	1.1


	74.5



	Ireland


	30.7


	*


	68.6



	Italy


	17.9


	0.8


	81.3



	Luxembourg


	18.1


	0.6


	81.9



	Netherlands


	26.5


	0.6


	72.8



	Portugal


	41.7


	1.5


	56.7



	Spain


	22.3


	2.4


	75.3



	Sweden


	60.0


	2.7


	37.3



	United Kingdom


	44.7


	1.1


	54.3




Source - EU Labour Force Survey 2002 - Percentage distribution of activity status for women with disabilities by age (European Commission, 2003) 

* Number too small to record
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