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Dear Helen,

NEDA Submission to the development of a National Carer Strategy

The National Ethnic Disability Alliance (NEDA) is the national peak organisation

representing the rights and interests of people from non-English speaking background (NESB) with disability, their families and carers throughout Australia. 

NEDA is funded by the Commonwealth Department of Families, Housing Community Services and Indigenous Affairs (FaHCSIA) to provide policy advice to the Australian Government and other agencies on national issues affecting people from NESB with disability, their families and carers.

NEDA actively promotes the equal participation of people from NESB with disability in all aspects of Australian society. It manages a range of projects relating to NESB and disability communities and works closely with its state and territory members to ensure that its policy advice reflects the lived experiences of people from NESB with disability. In states and territories where no NESB-disability advocacy agency exists NEDA undertakes development work to establish a structure that can support people from NESB with disability, their families and carers.

This submission is based on previous consumer consultations done by NEDA and reinforces points raised during the consultation workshops. 

We believe that the points raised in this submission are critical for any development of a National Carer Strategy and hope that the Inquiry will give favourable attention to the recommendations.

If further information is required on this submission, please contact Sibylle Kaczorek on 0407 878 933 or email office@neda.org.au.

Yours sincerely

Sibylle Kaczorek

Executive Officer
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1. Executive Summary

This submission provides a summary of issues for carers from non English speaking backgrounds (NESB). 

NEDA acknowledges that NESB carers make an active and valued contribution Australia, providing valuable support to people with disability to participate in their families, communities and broad social and economic life. NEDA estimates that there are at least 640,000 carers from NESB in Australia.

NEDA express two main concerns in this submission:

a. There has been a failure to adequately acknowledge the relationship between the needs of carers and those being cared for in policy and program responses by governments. NEDA strongly argues that addressing the needs of people with disability – by taking into consideration culture, community and family – necessarily entails addressing the needs of carers.
b. Carers from NESB are often unrecognised – by service providers, by statisticians and by governments – and face specific barriers to participation, including attitudes, inappropriate services and information, poverty and isolation. 

NEDA provide five simple recommendations, which if implemented will assist in improving the health and wellbeing of NESB carers in Australia. The recommendations aim to improve our understanding, provide better information and better support to NESB carers: 

Recommendation 1

That the Australian Government develop a framework for meeting the needs of carers that also recognises the interdependence of the needs of people with disability, families, culture, community and the services system. 

Recommendation 2

That the Australian Government improve the quality of data on NESB Carers and people from NESB with disability and their respective needs in Australia. 

Recommendation 3

That the Australian Government address language barriers by improving the availability and targeting of information to NESB carers on entitlements, support and services. 

Recommendation 4

That the Australian Government improve the cultural competence of carer services, to ensure they suit the needs of NESB carers, including ageing and young carers. 
Recommendation 5
That the Australian Government include an articulated commitment strategy to address equity in access and outcomes for each equity group across all goals.

That a separate goal is added:

Better identification and inclusion strategies of carers from non English speaking background and Aboriginal and Torres Strait Islander carers.
2. Background

2.4 Defining NESB 
NEDA uses the term Non-English Speaking Background in preference to Culturally and Linguistically Diverse Background as those from an English speaking background are encompassed by the latter term.  NEDA contends that coming from a linguistic and cultural background other than Anglo-Australian can be a great social barrier and a source of discrimination in Australia.  
The intention of using NESB is not to define people by what they are not but to highlight the inequity people experience due to linguistic and cultural differences.  
NEDA also uses the term people from NESB with disability rather than people with disability from NESB as we consider cultural background (not disability) an appropriate means of developing social identity.

3. Addressing the Needs of Carers? Or Addressing the Needs of People with Disability? 

Informal care involves a relationship of support and interdependence between the person being cared for and a family member, friend, neighbour or other community member who provides support and assistance. 
The support needs of those being supported are therefore closely related to the support role played by carers.

NEDA emphasises that this is an ongoing issue in relation to considering the needs of NESB carers, where it is difficult to separate carer needs from those of the person with disability, family or networks of friends and neighbours. Addressing the needs of carers involves both addressing the needs of those being cared for, and taking into consideration broader context of family and culture. 

3.1 The Needs of People with Disability

There has been growing concern in relation to the role of carers in Australian social life. While this focus is welcome in highlighting the important contribution of informal care in providing crucial forms of support, a disturbing climate has also emerged where the interests of people with disability are treated as unrelated – and on occasion opposed – to the interests of carers. 

Unfortunately, the focus on the needs of carers in exclusion from the needs of people with disability has meant that in many cases people with disability have been excluded from input into the design and delivery of support systems that will inevitably impact upon the lives of people with disability. 

NEDA believes that it is impossible to address carer needs without understanding the context of this care, in particular the needs of those being cared for. NEDA emphasises that addressing the needs of people with disability by taking into consideration their culture, community and family, necessarily entails addressing the needs of carers. 

3.2 Who Cares? 

A “carer” is normally understood as a family member, friend, neighbour or other community member who provides support and assistance to another person without payment other than in some cases a pension or a benefit. This is reflected in the definition of the Carer Recognition Bill 2010.
However the definition of a carer will vary significantly as a result of cultural and linguistic factors.                                                                                           Carers from NESB backgrounds may not readily identify as ‘carers’ and they may comprise a significant proportion of the hidden carer population.
 A closely related factor is the cultural variance in understandings of ‘disability’ within NESB communities, as noted by a Western Australian Study:

CALD carers reported problems with understanding the unfamiliar western notions of disability and care as promoted by generic services. Most participants regarded the term ‘carer’ as foreign to them. The role of carer was most commonly regarded as a ‘natural duty,’ as of a mother caring for her children, children caring for her parents, brother or sister caring for their siblings and so on.

Similarly, there may be variance in caring roles – for example difficulty in identifying a ‘primary carer’ because of perceived sharing of caring responsibilities, or because of different perceptions of the role of family, culture and caring responsibilities. In an important NSW study: 

Ethno-cultural beliefs regarding the role of the family in providing care were more often articulated by CALD carers. By contrast, Anglo-Australian carers, while also perceiving care as a family responsibility, tended not to perceive their role as one shaped by their cultural background.

A further issue relating to understanding NESB carers is the difficulty associated with using a Western model of care to describe non Anglo Australian care relationships. For example, Australian government programs tend to focus on the concept of a ‘primary carer,’ even though some family structures may not clearly support the concept of a single resident caregiver: for example families that share care responsibilities between resident family members, with non resident family members or friends.
The above issues associated with understanding carer needs across different cultural backgrounds highlights the need to examine carer needs only in context of family, community and cultural considerations. 

3.3 Recognising Carers, Recognising People with Disability

NEDA emphasises that respecting the rights, needs and choices of people with disability must be an integral part of any consideration of the needs of carers. 
This commitment to meeting the needs of people with disability is important when designing support systems, particularly where those supports will impact on the lives of people with disability. 
NEDA notes that Article 3a of the UN Convention on the Rights of Persons with Disabilities emphasises as a principle the “respect for inherent dignity, individual autonomy including the freedom to make one's own choices, and independence of persons.” 
However, NEDA acknowledges that the voices of carers, and their experiences remain important. It is further acknowledged that some NESB carers are unaware of entitlements and support, and experience social and economic isolation. 
NEDA encourages the Australian Government to develop a framework that is able to offer recognition for both people with disability and carers; that is the recognition that the needs of carers are interdependent with the needs of people with disability, families, culture, community and the services system. NEDA emphasises that addressing the needs of people with disability – by taking into consideration culture, community and family – necessarily entails addressing the needs of carers.
4. NESB Carers in Australia. 
A carer is a family member, friend, neighbour, or other community member who provides support and assistance to another person, often in a regular and sustained manner, without payment other than in some cases a pension or benefit.  Carers provide assistance to others including frail older people, people with disability, people with mental illness, people with alcohol or other drug dependency, people with dementia, people living with HIV/AIDS, and people with chronic illness
.
The role of carers in the lives of people from non-English speaking backgrounds with disability can be significant, as they are often exclusively dependent on their family members for support. Providing care and support to an ageing or relative with disability fulfils cultural and family expectations for many people from NESB. This expectation is understood as the responsibilities and duties of families’ members towards each other
. Carers in NESB communities can be predominantly female family members who take on dual roles as sisters, mothers, wives, daughters etc. In many NESB communities, the caring role is almost exclusively the woman’s responsibility.

4.1 How Many NESB carers are there? 

NEDA estimates that there are at least 640,000 carers from NESB in Australia. 
This approximation is based on the estimated proportion of carers from a first or second generation NESB, taken as a portion of all carers as recorded by the 2003 Survey of Disability, Ageing and Carers. 

Note that this figure includes both carers born overseas, and carers born in Australia but raised within a non English Speaking Background context, and thus captures important carer groups such as young Australian born NESB carers. 

4.2 Problems with current NESB carer data

A problem with much Australian data is the use of country of birth as the primary indicator of cultural and linguistic diversity. NEDA is concerned that the current use of country of birth as an indicator of NESB is problematic in that it fails to capture people who are born in Australia and are either raised or identify with a non English speaking cultural and linguistic context. 

NESB may be defined as incorporating people:

· born overseas and whose language or culture is not English or Anglo-Celtic / Saxon

· born here in Australia and the first language or culture of at least one parent is not English or Anglo-Celtic / Saxon

· born in Australia with linguistic or cultural background other than English or Anglo-Celtic / Saxon who wish to be identified as such.

This means that people may fall into the category of “Non English Speaking Background,” even if their family has lived in Australia for several generations. 

Table 1 provides a summary of current available data sources that indicate the NESB cultural diversity of carers in Australia, and also lists the associated problems with the data sources. 
	Estimate Proportion
	Estimate Carers
	Source
	Notes

	20%
	511,000
	Carers Australia, 2003
	Estimate based on 20% Cultural and Linguistic Diversity. Appears to exclude 1st and 2nd generation NESB


	20.50%
	533,000
	Proportion of Australians who speak language other than English at home (ABS Census 2006), as a proportion of carers identified in SDAC 2003

	Does not include English speaking carers in non English speaking cultural context households

	15.40%
	400,400
	Proportion of Australians born in non English Speaking Country (ABS Census 2006) as a proportion of carers identified SDAC 2003.


	Does not include carers born in Australian NESB households

	14%
	364,000
	AIHW 2004 
	Based on 1998 ABS SDAC country of birth only data
 

	ABS: Australian Bureau of Statistics

SDAC: Survey of Disability and Carers

AIHW: Australian Institute of Health and Welfare


Table 1. Available estimates of NESB carers in Australia. 

4.3 A Note on the ABS Survey of Disability Ageing and Carers

The Australian Bureau of Statistic conducts the Survey of Disability, Ageing and Carers (SDAC), a resource which has become a rich source of data on functioning and care needs for Australians. 
However, NEDA expresses significant concerns in relation to the accuracy of data in the survey with respect to carers from NESB. Concerns include:
· problems with variability in answers to questions relating to ‘disability,’ ‘severity of disability,’ ‘carers’ and ‘primary carers’ as a result of the culture and language of the survey respondent.

· The need to improve survey collection and information processes to more accurately capture the views of culturally and linguistically diverse survey respondents – for example translation and interpreting for main community languages. 

· The need to report on known cultural and linguistic factors that may affect the quality of reported results within releases of SDAC data, including for example, possible variations in answers to questions as a result or culture and language, and estimated non response or comparative partially complete rates for respondents from non English Speaking backgrounds.

· The need to include questions in relation to ancestry, and religion / spirituality in order to gain a more complete picture of NESB and culture issues for survey respondents. 
NEDA strongly recommend that the Australian Government work with agencies such as the Australian Bureau of Statistics and the Australian Institute of Health and Welfare to improve the quality of important data sources such as the SDAC. 
5. Barriers and Issues experienced by NESB Carers

While caring can be a positive experience and provide a sense of satisfaction, it is well established that caring can have a negative impact on the carers’ physical health, emotional wellbeing and financial security. The impact increases as the intensity of caring increases. 

The experience of carers of culturally diverse people with disability is unique to that of the Anglo-Australian carer, in that they may face additional barriers to other carers such as language and communication barriers; lack of understanding of the health, community care, aged care and disability systems; cultural incompetence of those systems in dealing with carers from NESB backgrounds; high levels of stigma surrounding disability and mental illness; and fear of the lack of confidentiality, particularly in smaller communities
. 
5.1 ‘They take care of their own’ 

An often falsely perpetuated myth of culturally diverse communities is that ‘they take care of own’, i.e. the support provided by the family and community is sufficient and external support particularly from service providers is not required. Whilst it is true that some ethnic communities are well resourced and can provide excellent support to individuals and families, the reality for many people from NESB with disability is that they and their families face discrimination from their own communities. The prejudicial attitudes and misconceptions regarding disability present in Anglo- Australian communities are equally evident in NESB communities.  
Whilst there are differences in the perception of disability amongst different ethnic groups, the relative degree of stigma attached to disability appears similar across NESB and Anglo-Australian communities
. 
People from NESB with disability and their carers are often stigmatised and isolated because of attitudes and misconceptions prevalent in their own communities and in the Anglo-Australian community.  Many migrant families with a member with a disability tend to socialise less, and have fewer contacts and support networks with other people, often only with people who accept disability.
Consequently, the lack of support networks has particularly adverse impacts on female carers, especially those in communities where there is an enormous stigma attached to disability.

5.2 Anglo Service Provision                                                                                           

Many services seem unable to accommodate linguistic and cultural diversity of consumers. The most basic mechanisms for people from NESB such as the use of interpreters or the publication of material in languages other than English are often neglected. Moreover, in many instances the ability of staff to incorporate cultural difference, diversity and in particular the nature and reality of the persons’ experience whilst delivering services is quite poor.
The provision of culturally inappropriate services often results in NESB consumers having lower service usage rates in comparison to their Anglo-Australian counterparts, perpetuation of the ‘they take care of their own’ myth as aforementioned and limited efforts to target NESB communities by services.
As a consequence, carers and their families use services when there is a high level of need or when the level of need is at crisis point.

In addition to the generally culturally incompetent service system, the main difficulties are the limited information and knowledge about these services, eligibility and assessment criteria; the limited availability of local and geographically accessible language or culturally specific services; and the lack of bilingual/bicultural workers, and community health programs. 
5.3 Lack of accessible information and familiarity with services
Access to information is often the first step towards people making meaningful choices to participate in the community.
 What has become apparent, through consultation with NESB carers however, are the increased difficulties (and consequently limited choices) they face when accessing information about services. Many NESB carers have low levels of English language proficiency, and limited information is available in community languages, making it difficult for them to communicate with services. 
5.4 Isolation/ Burn Out
Within their communities many carers from NESB experience isolation and stigmatisation, generally only seeking help when they reach a crisis point. Due to limited familiarity of support services, they manage several responsibilities and may experience multiple layers of disadvantage – disability, poverty, disruption to the family as a result of migration, diminished support networks and lack of sufficient and culturally appropriate services. The lack of support networks has particularly adverse impacts on women caring for their children in communities where there is an enormous stigma attached to disability.
In general, carers from NESB have a ‘grin and bear it’ attitude to an even greater extent than their Anglo-Australian counterparts.  Asking for support is seen as failing, not only in one’s caring role but also in the family, the community and most importantly the person they are caring for
.  

5.5 Financial Vulnerability
In general, people from NESB can rank lower on the socio-economic scale than their Anglo-Australian counterparts, particularly some migrant groups such as humanitarian visa holders.  This is often explained by proficiency in English, the levels and recognition of educational qualifications and the levels and recognition of work skills and experience

In Australia all immigrants without disability (except for those immigrating on humanitarian grounds) have to wait two years before they can access income support. However, immigrants with a disability, have to wait ten years before being eligible for the Disability Support Pension (DSP) which is the usual entry criteria for essential disability services such as Post-School Options Program, Home and Community Care (HACC), Program of Appliances for Disabled People (PADP) etc.

5.6 Ageing Cares 

As with their Australian counterparts, carers from NESB are ageing and experience increasing health problems and other health and caring related difficulties. Being increasingly unable to provide quality care, NESB family and carers are increasingly asking what would happen to the family member with disability when the primary informal carer could no longer provide the level of support required. Ageing NESB carers find that the caring role becomes more difficult with time and wish to see alternative arrangements put in place for the future care.
There is an increasing demand on NESB families – like on all families, for all adults in a household to be in paid employment. The financial pressures on families are similar on Anglo-Australian or NESB families. Thus while it may have been possible at some stage in the past for an adult to take on a caring role, this seems increasingly impossible. This might be an additional issue for NESB families who are generally poorer than their Anglo-Australian counterparts
.       

(For more information on Ageing carers, MDAA’s research paper ‘I’d like to go to Queensland…I have no other future plans: Hopes and fears of people from NESB with disability and their family members/ carers,’ September 2004 and submission to the Department of Families, Community Services and Indigenous Affairs discussion paper ‘Succession Planning for Carers,’ December 2006).
5.7 Young Carers

As a result of different cultural factors in the structure and attitudes of families, as well as the poor access of people from NESB backgrounds to disability services, it is likely that there are a significant number of young carers from culturally and linguistically diverse backgrounds in Australia. Consultations held by MDAA suggests that young NESB Carers often want more recognition for their caring role within their families, and need access to age appropriate recreational activity. However, NEDA acknowledges there is a strong need for additional research in this area. 
5.8 Access to Carer Payment and Carer Allowance Entitlements

NEDA is aware that a number of NESB Carers are not aware of their entitlements to carer payments and carer allowances. There is limited data available to indicate if there are carers in some communities who are not aware of their entitlement to a carers payment or allowance. Table 2, provides a summary of the limited available information on NESB carers based on country of birth of carer payment recipients. Again, as noted above, country of birth remains a poor indicator of the effectiveness of services and programs for NESB clients. 
	CHARACTERISTICS 
	MALE
	FEMALE 
	TOTAL

	
	NO. 
	% 
	NO. 
	% 
	NO. 
	% 

	Country of birth (top five countries) 
	  
	  
	  
	  
	  
	  

	Australia 
	20,323 
	68.1 
	36,243 
	66.8 
	56,566 
	67.3 

	United Kingdom/Ireland/Eire 
	2,118 
	7.1 
	3,125 
	5.8 
	5,243 
	6.2 

	Lebanon 
	569 
	1.9 
	1,289 
	2.4 
	1,858 
	2.2 

	Italy 
	494 
	1.7 
	1,124 
	2.1 
	1,618 
	1.9 

	Vietnam 
	548 
	1.8 
	1,028 
	1.9 
	1,576 
	1.9 

	Other 
	5,786 
	19.4 
	11,435 
	21.1 
	17,221 
	20.5 



Source: FaHCSIA Statistical Paper No.3 

Table 2: Carer Payment customers, characteristics by sex, June 2004
NEDA has the following concerns in relation to access to the carers allowance or payment:
1. The application process for entitlement to carers allowance is complex, and may prove more difficult for people who do not possess a strong English language proficiency to navigate. 
Some carers from NESB may be reluctant or not know who to use an interpreter to assist them to apply for carers allowance / carer payment, or may not call on friends or family – as a result of community status, attitudes or stigma – to assist them with an application. 

2. Some carers may not understand the implications of answers in relation to their eligibility for carer payment / allowance, and may under-estimate or mis-describe the level of care that is provided. This will create inconsistency in equitable assessments for some carers from NESB. 

3. Across the whole assessment process, information relating to needs, mobility, self care ability, cognitive function and behaviour will vary as a result of the social and cultural norms of carers, their relationship to the treating health professional, and the weightings provided by the ADAT and CDAT mechanisms to experiences (which are themselves are product of social and cultural norms).  
5.9 Access to Disability Services and NESB Carers

As stated above, there is a strong interaction between caring responsibility and the provision of support and services to people with disability.

People from NESB significantly underutilise government disability support services in Australia. A summary of available information (from Productivity Commission 2008) on the use of disability services gives a picture of current utilisation issues: 
· Nationally, the proportion of people born in a non-English speaking country who use CSTDA funded accommodation support services in 2005-06 (0.5 service users per 1000 people aged 15-67 years) was lower than the proportion of people born in an English Speaking country who used these services (1.8 service users per 100 people aged 15-64 years).” (p14.34) 

· “Nationally, the proportion of people born in a non-English speaking country who use CSTDA funded employment services in 2005-06 (1.9 service users per 1000 people aged 15-67 years) was lower than the proportion of people born in an English Speaking country who used these services (5.6 service users per 100 people aged 15-64 years).” (p14.34) 
For supported accommodation services, this means that while approximately 1 in 5 people in Australia are born in a Non English Speaking Country, less than 1 in 20 people from a Non English Speaking Country receive CSTDA funded supported accommodation services.

Through consultations with NESB carers and people with disability, and as indicated in the 2008 Productivity Commission Report on Government Services, it is apparent that very few people with disability utilize support provided by disability services, and therefore there is likely to be an increased reliance on informal support for many people from NESB with disability. 
6. Comments on the discussion paper Towards a National Carer Strategy
6.1 Vision

The Vision of the Strategy needs to reflect that support to carers is directly linked to the support to people with disability and includes the following:

· An inclusive and culturally responsive support system

· A support system that is fully resourced
· A support system that is equitable in service delivery and outcomes across all equity groups
6.2 Goals
In light of the discussion above and the substantial equity issues presented, NEDA recommends that all five Goals include an articulated commitment strategy to address equity in access and outcomes for each equity group by:

· collecting and reporting on NESB carers; 

· setting targets and that are measurable; 

· developing information and communication strategies for NESB carers
· that performance indicators for NESB carers are set for services and programs are set including for outcomes

In addition, NEDA recommends an addition 6th Goal to be added: 

Better identification and inclusion strategies of carers from non English speaking background and Aboriginal and Torres Strait Islander carers.
This 6th goal ought to include carers from Aboriginal and Torres Strait Islander background Aboriginal and Torres Strait Islander carers also given that these carers equally lag behind in terms of equity access and outcomes.

NEDA recommends the Culturally and Linguistically Diverse Carers Framework: Strategies to meet the needs of CALD Carers as a model for a framework to be situation within the National Carer Strategy. This framework was developed by the Multicultural Disability Advocacy Association to assist NSW Government organisations in the implementation of the NSW Carers Action Plan 2007 – 2012.
7. Conclusion and Recommendations

There are more than half a million carers from NESB in Australia, who play an important role within families and communities. Carers from NESB are often unrecognised – by service providers, by statisticians and by governments. Carers from NESB also face specific barriers to participation, including attitudes, inappropriate services and information, poverty and isolation. 

However, as discussed in this submission, the role of carers can only be considered adequately by also considering the support needs of people with disability. The needs of carers are interdependent with other needs within the context of family, community and culture. Failure to consider the needs of people with disability when considering the needs of carers will not only lead to poor planning for supports.
NEDA makes the following recommendations:
Recommendation 1
That the Australian Government develop a framework for meeting the needs of carers that also recognises the interdependence of the needs of people with disability, families, culture, community and the services system. 
Recommendation 2

That the Australian Government improve the quality of data on NESB Carers and people from NESB with disability and their respective needs in Australia. 

Recommendation 3

That the Australian Government address language barriers by improving the availability and targeting of information to NESB carers on entitlements, support and services. 

Recommendation 4

That the Australian Government improve the cultural competence of carer services, to ensure they suit the needs of NESB carers, including ageing and young carers. 
Recommendation 5
That the Australian Government include an articulated commitment strategy to address equity in access and outcomes for each equity group across all goals.

That a separate goal is added:
Better identification and inclusion strategies of carers from non English speaking background and Aboriginal and Torres Strait Islander carers.
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