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Who are we?

The Disability Council of NSW is the official advisor to the NSW government on issues affecting people with disability and their families. The Disability Council monitors the implementation of all Government policy in relation to people with disability, advises Government on priorities for services, and consults with people with disability, their families and carers.

The NSW Ombudsman is an independent and impartial watchdog body. The Ombudsman’s office has an interest in issues that affect people with disability who use, or are eligible to use, community services. Functions of the Ombudsman include dealing with complaints about community service providers, and monitoring standards for the delivery of community services. 
What are we doing?

During 2002 and 2005 the Disability Council of NSW and the NSW Ombudsman
 jointly consulted with people who have a disability, their families and carers from various culturally and linguistically diverse (‘CALD’) communities. The joint consultations are designed to inform the Disability Council and the Ombudsman about:

· service needs of people with disability and their carers

· barriers to accessing services, and

· how people solve problems with service providers.

Information from the consultations is being used by the Disability Council and the Ombudsman’s office to ensure these two agencies are accessible and responsive to all NSW communities.

People with disability of Italian-speaking background in NSW

The following information is drawn from 2001 Census data about people who speak Italian at home, collated by the Community Relations Commission.

Italian-speaking people in NSW

Italian speaking people make up the 3rd most common language spoken (language other than English), in NSW with 96,798,859 people (1.5% of NSW population). Out of this group, 14,505 Italian speaking people (15%) reported that they did not speak English well/not at all. It was found that 60,628 (4.1% of Overseas Born) of people living in NSW were born in Italy.
The Italian-speaking population of NSW is also diverse in age. The largest numbers are aged between 60 -75+ years, and the second highest concentrations in the 25 – 39 years age bracket.
People of Italian-speaking background are scattered across the Sydney area, with concentrations in the south-west Sydney region (particularly the Fairfield, Canada Bay, Wollongong and Liverpool local government areas) for persons born in Italy
Italian-speaking people with disability

There are no conclusive statistics available about the number of people with disability within non-English speaking communities in NSW, or specifically of Italian-speaking background. However, 2001 Australia Bureau of Statistics’ census shows that 19.3% of the population in NSW has a disability.
 The Multicultural Disability Advocacy Association (MDAA) estimates, using 2001 census data, that 4.9% (314,335) of the NSW population are people with disability who have a non-English speaking background.
  
Central to many Italian lives is the tradition of the family as a guiding force and focus of loyalty. Many Italians also see work as being an important aspect of their culture and society. 
 This is coupled with a long tradition of respect for the elderly and love and care of the young. Parents are seen to be generally responsible for their children's well being. Parents of a person with disability may feel this responsibility more heavily if they are exposed to social criticism.
In line with many other communities, the traditional view of the Italian community of disability is one of illness. Although the influence of Catholicism has significantly reduced in the last couple of decades, the relationship between culture and religion within the Italian community can not be underestimated, especially amongst people born in Italy. Disability can be seen as a taboo and stigma resulting in a person with disability and their family being isolated.
However, people with disability generally are well cared for within the family environment. Traditionally, many Italian families did not seek any outside support or assistance, but depend on their spouses and extended family networks to provide support when the need arises, rather than accessing the service system or external support. However, second generations Italians are more aware of disability issues and services and tend to use a mixture of services from home and outside. Nevertheless, many people with disability and their families lack appropriate information and knowledge. This causes many problems for people with disability wanting to improve the quality of their life and the lives of their family members.

How we consulted

Consultation with people with disability and their families from Italian-speaking communities was conducted via consultation session held by the Ombudsman’s office and the Disability Council. Consultations held at The Handital, Haberfield on 8 March 2005, were open to all people with disability and their families from Italian-speaking communities. The days were advertised through Italian community organisations, particularly those for people with disability, Italian newspapers (La Fiamma) and radio (Rete Italia AM station). Italian speaking community workers were also approached to distribute information to their clients. 
At each of the consultations, participants formed small focus groups to discuss a series of questions developed by the Disability Council and Ombudsman’s office. These focus groups were facilitated by bilingual community workers and were conducted in English, and Italian. Bilingual notetakers recorded participants’ comments. Focus group facilitators and note takers were recruited from community agencies. Focus groups ranged in size from 8 to 12 participants. 

Who attended the consultations?

20 people attended the consultation session, with 4 people reporting that they have a disability, 13 reporting they are family members or unpaid carers of a person with a disability, and 3 did not fill out the survey form. Out of 17 forms that were filled out, 6 were female and 11 were male. The majority of participants (8) were in the 65+ age brackets, and the second largest age group was 5 participants who were in the 25-54 age brackets.
Most participants (9) reported intellectual disability as their (or their family member’s) primary disability, and 8 participants reported physical disability.
The majority of participants (8) reported no preference (7) reported Italian as their preferred language, and 2 reported English as their preferred language.
Experiences of support and assistance

We asked participants about what they like and do not like about the support and assistance (‘help’) they use in relation to their, or their family member’s, disability. Participants provided the following information:

· Government Subsidy and Support Services; in general, participants said they were very appreciative of the formal support services that they were using. These services included respite, which was viewed as particularly important to families because it provided time out for family members, accommodation services, Day Programs, Home Care, Government funded group homes, House with No Steps, Centercare, respite services, community access programs, community transport, and Government financial subsidy such as Carer Allowance, family Allowance and Disability Support Pension. Although appreciative of formal support services, participants also raised concerns about general service availability, quality and flexibility.
· Specific CALD services were identified by participants as necessary and important. Participants identified that services such as Handital
 and Co As It-Italian Association of Assistance
 provide a link for them into mainstream service providers, including writing letters on their behalf, or informing them of assistance they may be able to access. They also provide opportunity for socialisation for many people with disability and their families from an Italian background. They provide a safe environment where members are able to meet other families in similar circumstances as well as having similar culture and language
· Limited service availability – Participants strongly identified that there is a high demand for services, particularly short term respite, supported accommodation services and in-home personal care. They were also concerned that a local school is not accessible and students with disability and their families are not made to feel welcome by the school’s principal. Lack of resources and funding were used to justify why they cannot meet the needs of students with disability. Another issue raised was the need for a young person with disability to move out of a local nursing home as this is inappropriate and would not meet his personal need.
· Cost of Disability was identified as a particular barrier to accessing services. One example included the difficulty of paying for transportation in taxi’s even with a mobility allowance or subsidised taxi travel. Participants reported that they still have to pay for half of the fare under the taxi subsidy scheme, and this is often unaffordable.
Participants also reported that costs to participate in activities are very high in some services. People were concerned that there is a lack of consistency of cost involved for participants, where they could be doing the same activities with two difference services and one could cost substantially more. This resulted in parents having to regularly subsidize their children’s finance as their Disability Support Pension were not able to cover the costs of both services and daily living. 
· Quality of services being provided was identified as a concern by participants. Some of the concerns were linked back to the limited resources available for services, such as the impact of time limitations on the quality of assistance being provided. Poor service quality prevented some participants from using existing services in some accommodation and respite services, and reduced the level of trust participants held which influenced the extent to which they used or relied on services. For example, a few participants were concerned about unreliable safety in respite due to the grouping of incompatible clients, which impacted on their level of use of the service. 
· Service flexibility was identified as important to participants, and many people expressed frustration with the lack of flexibility demonstrated by a number of services. For example, while the flexibility of respite was generally reported favourably, a few participants stated that flexibility was determined by the service provider, limiting the usefulness of respite for the family. Participants were also concerned about services refusing access to people due to their level of disability being too severe, not severe enough, or their support needs including challenging behaviour. 
Some participants expressed frustration with a lack of flexibility due to a compartmentalised care system with restricted guidelines for service delivery within individual agencies. Examples include frustration with in-home personal care guidelines that prevented the service providing assistance with medication and filing out forms and Occupational Health and Safety guidelines which necessitated costly house renovations for one family. 

What stops people from using services?

We asked participants what they thought made it difficult for them to get the support and assistance they need or want, and they provided the following information:

· Financial issues were raised as particular barriers to accessing services. One example included the difficulty of paying for transportation. Participants reported that they still have to pay for using community transport and for half of the fare under the taxi subsidy scheme, and this is often unaffordable. Others mentioned that the costs of travelling to services that weren’t available locally, such as medical and therapy services, and the high costs of equipment, such as incontinence pads, and wheelchairs.
· Access to respite services was reported by many participants to be difficult, particularly at times of family crisis. Participants indicated that they were required to book respite months in advance, and had reduced access to respite due to it being available at times that did not meet the needs of the family. It was noted that many parents were concerned about the lack of emergency respite care and what happen if they get sick and need to get to hospital.
· Eligibility criteria - participants commented that they perceived the eligibility criteria of services to often be restrictive and inflexible. Examples provided by participants included a sense of frustration because they had been given the run around by services, and issue with Occupational Health and Safety guidelines that prevent people with disability accessing services. It then felt back to families to cope without any support from external agencies.
· Access to information - many participants reported that it is difficult for them to access information (in appropriate language and format) about available services, rights and complaints process for people with disability, their families and carers and what support they may receive. Participants commented on the importance of Italian disability advocacy groups in disseminating information, indicating that it was often the only way they received that information.
· Requesting assistance - Some participants said they service providers often tell them that their request for services and support are not possible due to the lack of the shortage of available disability equipment and resources. They feel humiliated by having to ask for services or assistance. This, and the cultural expectations of some participants, prevented them from seeking assistance. Some participants felt a sense of shame that they have a child with a disability. Another said that they felt that they would be embarrassed to use some services, as it was both their personal duty and a matter of cultural pride to provide support to their family member themselves. 
What could be done about this?

We asked participants what would improve their access to the support and assistance they want. The following themes emerged from the focus groups:

· Interpreting services should be free and readily available.
· Cultural Competency Training is needed to enhance services and staff’s skills to understand cultural aspects, constraints, issues and diversity of CALD community and to gain the trust and have a good reputation for providing quality service to people with disability from a CALD backgrounds.
· Longer respite hours and more accommodation options as well as more emergency respite centres.
· More consultations and information sessions to strengthen networks across services and people with disability and their families from CALD backgrounds.
· Accessible information - Participants said information about available services, entitlements, and eligibility criteria needs to be more widely distributed throughout the Italian community. Many participants commented on the importance of the existing Italian disability advocacy groups, such as Handital and the bi-lingual workers who coordinate the groups, and suggested that this could be a good way to pass on information to the community.
What do you do if you are not happy with a service?

We asked participants what they do if they are not happy with the support and assistance they are getting, or have problems with a service provider, and they provided the following information:

· The Majority of participants said that they did not know where to go to complain about particular matters, nor were they aware of their right to information about complaints mechanisms and complaint options. This leads many to deal with problems on their own and cope as best as they can.
· Reluctance to complain - Participants indicated a reluctance to complain due to past experience in this area. Some participants noted that they have complained to services about something that is not right, but have been told that the service cannot do anything about the situation, as that is how the system works. 
· Advocacy assistance - Some participants advised that they have received support from Handital and have found their assistance to be valuable in raising complaint issues with services on behalf of individuals. 

A few participants suggested that they ask their local member (MP), their doctors, hospital staff and friends for help. 
Many rely heavily on family members and rotate the role of primary carer which involved taking time off work to care for their sibling with disability.
Summary

From our consultations, the following key points emerged:

1. There is a need for accessible, culturally appropriate information about disability support services for people with disability of Italian-speaking background and their families. 

2. There is a need for additional and accessible information about people’s rights and consumer protection mechanisms, including options for pursuing complaints about disability and community services. 

3. Multicultural support agencies are highly important in providing a support base for Italian-speaking carers and people with disability, in providing information on available services, and in providing support in linking service users and carers into complaint bodies. The importance of such groups may provide the link for service providers and complaint bodies to reach people with disability of Italian-speaking background and their carers. 
4. One issue emerging from the consultation was that of the uncertainty of ageing parents or carers about the future of their sons and daughters when they are no longer able to provide care. It is important that parents are supported to plan for the future and ensure that permanent and appropriate arrangements are in place. 
5. The major concerns about services for people with disability and their carers of Italian-speaking background largely mirror those expressed by the wider community, and are consistent with those raised in other forums. 

What will be done with this information?

The information that has been provided by the Italian-speaking community through these consultations will be combined with that of the other communities we are consulting (Arabic, Greek, Vietnamese, Spanish and Chinese) in order to produce a final report. This report will be considered by the Disability Council in its advice to government, and will used to inform the work of the NSW Ombudsman. 

If you wish to comment on any of the issues raised in this summary report, please provide them in writing, by phone, by mail or by email, to either of the following addresses:

Suriya Lee 



 

Project Officer 


 

Disability Council of NSW



Level 19, 323 Castlereagh St



Ph: 9211 2263





slee@discoun.nsw.gov.au



All comments will be considered for incorporation in the final project report. 

� Formerly the Community Services Commission.  On 1 December 2002 the Community Services Commission amalgamated with the NSW Ombudsman.


� � HYPERLINK "http://www.crc.nsw.gov.au" ��www.crc.nsw.gov.au� - The People of New South Wales. 


� ABS (2001) Disability, Ageing and Carers: Summary of findings


� www.mdaa.org.au/faqs/figures.html accessed February 2004. 


� � HYPERLINK "http://www.mdaa.org.au/ethnic/chinese/general.html" ��www.mdaa.org.au/ethnic/italian/general.html� accessed March 2005.


� � HYPERLINK "http://www.mdaa.org.au/ethnic/italian/general.html" ��http://www.mdaa.org.au/ethnic/italian/general.html� accessed March 2005


�Association of Italian Families and Friends of people with disability, providing information, referrals, counselling, advocacy, community access, social groups for young people with disability.


� Bilingual social workers and psychologists assisting the aged, family & youth.
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