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Multicultural Disability Advocacy 

Association of NSW

PO Box 381, HARRIS PARK NSW 2150

40 Albion Street, Harris Park

Telephone: (02) 9891 6400

Toll Free: 1800 629 072

TTY: (02) 9687 6325

Facsimile: (02) 9635 5355

E-mail: mdaa@mdaa.org.au

ABN:60 737 946 674

Disability Advocacy and Information Reform Project
Department of Ageing, Disability and Home Care
Level 13, 83 Clarence Street 

SYDNEY   NSW   2000 

By EMAIL to:  daip@dadhc.nsw.gov.au 

16th August 2003

Dear Madam, Sir

Dear Madam/ Sir

Please find enclosed MDAA’s response to DADHC’s review of Advocacy and Information Services.  MDAA is an organization made up of people from a non-English speaking background (NESB) with disability, family members, carers, friends and other organizations who support our aim of promoting, protecting and securing the rights and interests of people from a NESB with disability and their families and carers in NSW.

MDAA’s response is based on consultations held with almost 50 people from a NESB with disability in Sydney and three other regions of NSW.  We understand that more people from a NESB with disability attended MDAA’s consultations and expressed their views than the DADHC consultation sessions.  In these circumstances we trust that the advice DADHC provides to the Minister will include the views and needs expressed by people from a NESB with disability during MDAA’s consultations, as articulated in the enclosed response.  

We are happy to discuss our response in more detail and to elaborate on the views put forward.  I can be contacted between Monday and Friday on the number above.

Thank you for the opportunity to participate.

Yours sincerely

Barbel Winter

Executive Director

MDAA response to 

DADHC Advocacy & Information Review

Introductory Comments

This submission is based on a range of strategies MDAA employed to ensure that the model we propose is congruent with the advice we have received from MDAA consumers, members and other stakeholders and reflects the needs expressed.  

For this submission MDAA undertook:

· consultations with MDAA members and consumers in Sydney, Newcastle, Wollongong and Griffith (a total of almost 50 consumers);

· discussions with service providers and advocacy and information agencies; and

· internal discussions with MDAA Management Committee and staff. 

General Comments

1. MDAA’s submission does not start from the current provision of advocacy and information, as the status quo is clearly a result of history, politics, funding etc.  


MDAA deliberately puts forward a model based on the advocacy and information needs of 
people with disability in NSW. 

We believe it is the role of advocacy services to put forward the best possible option, whilst it is the role of government to make decisions about how and whom government funds for the delivery of the services needed by the community.  In this context we recommend that the State Government engage in serious discussion with the Commonwealth about their funding of advocacy in NSW.

2. Any review of the advocacy and information system will achieve nothing in terms of equity, better advocacy and information service delivery, etc. without a substantial increase in the current budget.  To achieve the goals and equity raised in the discussion paper, we believe the current budget needs to be expanded to approximately $10 million. 

3. In an ideal world advocacy for people with disability would not be funded through a specialist disability program, disability advocacy would not need to be conducted by disability type or population group peaks. MDAA’s long term vision includes MDAA being no longer needed as the advocacy and information needs of people from a NESB with disability are addressed. However, such a vision is currently not a reality and MDAA’s proposed model responds to and takes into account current inequities and injustices. 

4. In the short and the long term equity of access to Advocacy and Information services will only be achievable and sustainable through a strategic planning process involving all the stakeholders resulting in a state-wide plan for Advocacy and Information. 

5. A key component for the accessibility of Advocacy and Information services to people from a NESB with disability and the families/ carers lies in the cultural competence of those services. MDAA is currently conducting a survey of disability services in relation to cultural competence and many services say that there are no barriers to their services and everyone is being treated equally. They say this in the context of no or very low numbers of people from a NESB accessing their services and people from a NESB with disability making up a significant proportion of their target community. 

With such basic lack of awareness, a crucial component will be the availability of 
training, resources and support to services to become more culturally competent. Also crucial is also a commitment from DADHC to effectively monitor outcomes in terms of advocacy and information service delivery to people from a NESB with disability. 

Proposed Model

Advocacy

	 Advocacy Type
	Principles and Key Issues
	Possible Solutions

	Individual Advocacy
	Equity across disability types, population groups and geographical areas.

Value for money

Available face to face if needed

Backed up by specific expertise

Based on identified need 
	Regional:

Cross Disability types / population groups Disability Advocacy services: one in each non-metropolitan region, providing funds for outreach advocacy through generic (non-disability) services (such as neighbourhood centres; migrant resource centres) and providing support and funding for those advocacy activities on a case by case basis.  Receiving support from disability/ population based specialist individual advocacy services when required.  These regional individual advocacy services might make provisions to employ advocates with a specific focus because of regional needs if required (eg, an advocate with expertise in working with people with intellectual disability because of a high number of institutions in the region, or an advocate focusing on the ATSI population because of high numbers and general under-utilization of services in the region). 

Regional advocacy services feed into and get feedback from Systemic Peaks. 

Regional services also have links to regional DADHC structure.  


	 Metropolitan:

8 Disability types/ population groups with individual advocacy functions located with the 8 peak agencies (see Systemic advocacy) to develop and maintain the expertise required due to the different issues affecting disability types/ population groups differently.  

These 8 services provide disability type/ population group support to regional advocacy services and feed issues into the systemic work.



	Systemic Advocacy
	Link to communities

Voice for the diversity of the disability population 

Constituency based and driven

Independent from service provision and Government

Providing advice to Government/ industry 
	Establishment of 8 Peak advocacy agencies based on disability types/ population groups (Intellectual, Physical, Psychiatric, Acquired Brain Injury, Blind, Deaf, NESB and ATSI) to undertake systemic advocacy ( as well as individual advocacy; community education; research and information gathering; and advocacy development) 

	Advocacy Development
	‘Mainstreaming’

disability

Preventative and long-term investment

Empowerment for people with disability 
	All Peaks contribute funds to a Peaks Council which coordinates advocacy development activities in cooperation with regional advocacy services and local communities. Advocacy Development activities include training; community development; networking.

	Other Issues

Advocacy for Children with Disability

Legal Advocacy
	Advocacy for Children with disability needs to be a core component of the advocacy of all peaks

Specialist legal advocacy needs to be available to people with cognitive disabilities (ABI, Intellectual Disability, Mental Illness) and needs to be funded through the Attorney General’s Department as part of their Community Legal Centre Funding Program. 
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Advocacy Discussion paper

	Question
	Current Situation
	Principles
	Proposed Model

	Q1 – Q 3 

Advocacy  development
	Advocacy development is at best uncoordinated and is not usually available for most people, especially in rural and remote communities. 

People are not given the skills, knowledge and on-going support needed to develop and maintain their advocacy skills.  

The Government’s role at present is ad hoc with funding made available on an ad hoc basis .  Few of the total dollars are currently being spent on advocacy development.


	Long term sustainable changes for people with disability 

People who cannot (now) express their need for advocacy develop the skills and knowledge to identify and express those needs 

Preventing crises rather than waiting for them to happen  

Disability issues are 

 ‘mainstreamed’

	Coordinated advocacy development is a clearly stated activity in the proposed model.  It is a joint activity, jointly funded by the peak agencies to achieve outcomes for all people with disability.  

Advocacy development is done in cooperation with local communities and will enable people with disability to speak for themselves by delivering the skills and knowledge needed, based on local needs.  

All advocacy development is supported through a joint Peaks Council, ensuring that all disability types and population groups can participate in advocacy development in a manner appropriate to their needs.

Government can ensure that advocacy development is undertaken by stipulating this in contracts, but have no direct role in this activity.

Advocacy development feeds into regional processes and clearly links to regional Advocacy Services and regional government structures (such as DADHC)



	Q4 - Q5 Identifying individual advocacy needs


	While people with disability who can express their need for individual advocacy are easy to identify, there are people for whom expressing that need is part of a development process, or for whom expressing their need may not be possible.  In addition, for some people that need is expressed by their guardian, parents, etc.   

People from a NESB with disability often do not express their need for advocacy because information and knowledge about individual advocacy is not available/ accessible.

Currently, for various reasons people from a NESB with disability continue to under-utilise ‘mainstream’ disability advocacy.  It is safe to assume that people from a NESB with disability have a need for advocacy which is equivalent to the need of their Anglo-Australian counterparts.
	Strategies/ criteria for identifying needs are transparent

Information is provided accessibly in community languages and different formats so people can make informed choices about individual advocacy

Mainstream disability services are accessible to people from a NESB  


	Within the proposed model need would be identified through a range of strategies which complement and inform each other, including 

· peak advocacy agencies gaining expertise about the particular needs of their constituents by undertaking individual advocacy

· regional individual advocates identifying regional issues and issues based on particular population/disability groups

·  advocacy development workers working with particularly marginalised groups within the disability community to ascertain their needs (eg, people  in large residential facilities; people with ABI through drug and alcohol abuse; people who are in contact with the Criminal Justice System).

	Q5 - Q6 

Type of individual advocacy
	Currently there is a range of individual advocacy available, driven by particular ideologies and/or available only to people with a particular disability or cultural background.  

Many people in Sydney and several other regions of NSW have significant difficulties or are unable to access any advocacy. 

The current situation reflects history and politics, but very rarely need.


	There is a clear distinction between individual advocacy and guardianship.

The range of individual advocacy services available reflects the range of needs 

Equity across disability types, population groups and geographic spread
	The proposed model:

· accommodates the need for regional as well as disability and population based individual advocacy ; 

· acknowledges the importance of individual advocacy being available, on a face to face basis, in regional NSW ; 

· allows for paid individual advocacy to be delivered to regional populations, with an emphasis on getting outcomes for individuals irrespective of their disability;

· acknowledges the importance of disability/population based individual advocacy because of the high numbers of disability/population;

· provides that the disability/ population based individual advocacy services in Sydney will develop

· centres of expertise 
· resource centres for regional individual advocates within particular areas concerning disability and population issues.

	Q7 - Q8 

Peak bodies constituency and representation
	The current situation is inequitable with some disability and population groups having no funded peak representation. 

Some current peaks have a limited consumer base (either geographically or low in numbers) while other peaks have a potentially conflicting membership.  Some organizations seem to have processes for membership participation while others don’t.  Most of the current peaks clearly articulate their values and people choose to become members.


	· Voice for the diversity of the disability population 

· Independent from service provision and Government
· Has member bodies (not just individuals) 

· Consumer driven (people with disability are running the affairs of the organization through their majority on the committee of management/ board);

· Consumer based (full membership is afforded only to people with disability and their associates, not to other organisations. (Organizational membership may be available, but has no control);

· State-wide membership;

· Consultation processes and clear mechanisms for input are in place;

· Clearly articulated values grounded in rights, social justice and DSA principles.

	Peaks are the ‘voice’ of their constituency.

Government seeks advice based on knowledge, consultation, etc. of how particular government initiatives and policies affect particular disability and population groups.  It is crucial for government to hear the diversity of views and not a singular view.  

Conflicting and different views need to be put forward by consumer peaks, if there are conflicting and different interests between the different disability types/ population groups.  

The proposed model acknowledges the diversity within the disability community and uses the strength derived from that diversity.

The proposed model allows peaks to become increasingly representative and to develop and maintain their skills and knowledge regarding the particular disability or population through activities such as individual advocacy and advocacy development.



	Q9 – Q12 Identifying systemic advocacy issues


	Currently most of the work of the peaks is undertaken in a reactive manner, largely responding to initiatives by government.  Also currently many of the peaks do not undertake individual advocacy.  To respond to or create agendas those peaks rely on their membership base. 


	Voice for the diversity of the disability population and the diverse issues 

Constituency based and driven

Informed by all activities

Proactive (setting agendas) and reactive (responding to others’ agendas) mix 
	The proposed model links systemic advocacy to both individual advocacy and advocacy development.  This will ensure that the issues are primarily identified on the basis of need which increases the likelihood of people with disability being involved in articulating systemic advocacy issues.

	Q13 

Equity across disability types
	Some advocacy agencies provide advocacy to all people with disability irrespective of their disability type or population group.  Individual advocacy based on disability types is available only for people with intellectual disability, largely delivered through a Citizen Advocacy model.  People with other types of disabilities do not have access to specific individual advocacy.
	Equity of access

Distribution of resources based on affirmative action where necessary to addresses inequitable access / levels of need and to achieve equal outcomes 
	The model reflects the diversity of the disability community and responds to the varied and differing needs based on disability type and population group, but also allows for the growth and maintenance of cross-disability activities and initiatives.



	Q14 

Geographic equity
	There is no geographic equity. Geographic inequities also have inequitable effects on different people. People from a NESB with disability clearly articulate their need for individual advocacy delivered face to face.  Providing individual advocacy through technology (phone, internet) is often not feasible, further marginalizing people.  
	Equity of access

Equality of outcome
	The proposed model achieves greater equity by placing an advocacy service in each of the non-metropolitan regions.

The model also allows for funds to be allocated to people needing face to face individual advocacy in areas where the provision of that advocacy is not feasible due to geographic distance. 

	Q15 

Equity for NESB
	While official figures are not available to MDAA, we estimate that leaving MDAA aside, the access rates to information and advocacy services by people from a NESB is around 5%. This means that 3 out of 4 people miss out on advocacy and information due to their ethnicity. 

The provision of funds to MDAA in 2002 started to redress this inequity. Funds made available to other agencies to provide cultural competence training and develop resources have yet to make an impact. 
	Equity of access

Equality of outcome
	The proposed model maintains specialist expertise and support to other agencies to provide information and advocacy to people from a NESB with disability.

MDAA would also argue that regional individual advocates such as those employed by MDAA in three non- metropolitan regions need to be maintained until equity for people from a NESB is achieved.

Cultural competence training needs to be delivered to all services.

Government needs to monitor outcomes.

	Q16 

Equity for ATSI
	Similarly to people from NESB, ATSI people with disability do not have equitable access to advocacy and information services.  We understand that the State has put funding together with the Commonwealth for an ATSI advocacy service but that the process has stalled. 
	Equity of access

Equality of outcome
	The proposed model maintains specialist expertise and support to other agencies to provide information and advocacy to ATSI people with disability.

Cultural competence training needs to be delivered to all services.

Government needs to monitor outcomes.

	Q17 - Q19

Conflict of interest
	This is unclear in some situations: some advocacy providers are also service providers; some services funded through the advocacy and information program do not provide advocacy or information as their core business.
	No conflicts of interest

Always on the side of the person with disability
	All funded agencies need to be independent of service provision. 

When funding outreach individual advocacy, conflict of interest issues may need to be identified and dealt with.

All organisations need to have a policy identifying what steps they undertake to ensure that conflict of interest is identified and dealt with appropriately. 




Other Key Issues advocacy:

Legal Advocacy:

The Discussion paper fails to raise and discuss the importance of legal advocacy for people with disability. Legal advocacy specifically available to people with disability is crucial in achieving the goals and aspirations outlined in the discussion paper. MDAA argues that while the majority of people with physical and sensory disabilities do not need access to disability specific legal advice, except for specific disability discrimination matters, people with cognitive disabilities and disabilities that may affect cognition do need such specialist legal services. 

Currently, the Intellectual Disability Rights Centre and the HIV/AIDS Legal Centre are the only agencies providing specialist legal services. People with an acquired brain injury and people with mental illness do not have access to specialist legal advice despite their high representations within the criminal justice system. 

MDAA argues that a cognitive disability rights centre is needed. Funding for such a centre also needs to be forthcoming from Attorney - Generals Department as part of their Community Legal Centres program. In this regard, for people from a NESB with cognitive disabilities it is crucial that sufficient resources are allocated to community education and promotion, as failing to do so will mean that such a service is only available to Anglo-Australians.

Children with Disability

The issues and advocacy needs of children with disability are frequently forgotten and subsumed into the needs of adults with a particular disability type/ population group. Traditionally most peak bodies have not done their best advocacy in relation to children with disability. While we believe peaks need to be more active in becoming advocates for children with disability and we would see that as part of the core business of all peaks and regional advocacy services, MDAA would also welcome the establishment of a NSW Peak for Children with Disability.  

Information Discussion paper

Note: MDAA is not an expert on information and our responses are limited to the experiences and information needs of people from a NESB with disability and their families.  We have therefore slightly modified the questions to reflect this.

	Question
	Current Situation
	Principles
	Proposed Model

	Q1 

What information  and knowledge do people from a NESB need
	The main difference between the information and knowledge needs of people from a NESB with disability and their Anglo-Australian counterparts lies in people from a NESB often lacking the most basic understanding of the disability and other service systems.  The human service system has extensively failed to communicate with people from a NESB who do not speak/ read English.  As a consequence the information and knowledge needs of people from a NESB are far greater than those of their Anglo-Australian counterparts.
	Equity of access

Information and knowledge provided is meaningful, accessible and intelligible
	The proposed model of one entry point needs to be promoted to all communities including to people who do not speak/ read English.

Any materials need to be translated into key community languages and all materials need to include the TIS phone number and a small statement in community languages that if a person does not understand the context that person can phone TIS to phone the 1800 number for further information.

Information is also provided in a manner which does not presuppose prior knowledge of the system. 

	Q2 

Where do people from a NESB get information
	Anywhere and nowhere.  Acquiring information is more about chance and luck than anything else.  There are no links between services usually used by people from a NESB and those usually used by people with disability.  DADHC has not taken a lead in this area.  The Standing Committee on Social Issues recommended that DADHC undertake a comprehensive information and education campaign, as well as routinely publish information in key community languages. 
	Equity of access

Information and knowledge provided is meaningful, accessible and intelligible
	The one stop-shop approach to information gives people from a NESB at least a chance to enter the information and knowledge system. The proposed 1800 number needs to be backed up by access to TIS and needs to allocate a percentage of the budget to promotion and information materials in languages other than English. In addition all staff need to undergo cultural competence training.

	Q3 

When do people from a NESB need information
	In general, people from a NESB who have lived in Australia for a long time need information at the same times that their Anglo-Australian counterparts need information.  The key difference for people from a NESB is that they need information when they arrive (either as migrants or as refugees) or if they acquire a disability after their arrival and they have never used the Australian service system.
	Available, accessible and relevant at time of need

Targeted information to fit people’s information needs
	In general, the proposed service would run 5 days a week from 8am to 6pm.  

It is imperative that the service is staffed well enough so that any call can be answered by a staff member.  

Technological solutions (press x now) do not work for people from a NESB.

	Q4 

How do people from a NESB get information
	Similar to question 2.

Currently informal networks are the key providers of information. Two of the key entry points into the information system for people from a NESB are GPs and Centrelink.  There are very limited links between the disability services system and those entry points (except for mental health services).  
	Available, accessible and relevant at time of need

Targeted information to fit people’s information needs
	In the proposed model MDAA might provide specific cultural information to the 1800 number.  In addition, MDAA might suggest links and networks to the 1800 number to ensure that the information they provide is appropriate to people from a NESB.

	Q9 

Better links between advocacy and information services
	Overall there are tenuous links between advocacy and information services. In some instances advocacy peaks are also information providers. 
	Separate provision of information and advocacy 
	In the proposed model advocacy peaks will have an information function. This knowledge needs to be fed into the 1800 service.

Information is a frequent component of advocacy and advocacy services often use information services. Advocacy services are users of information services.
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