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Introduction

The purpose of this report is a representation of the voice of people living with disability, in reference to the Industry Skills Council of Australia’s Review of Existing Skills Framework for the Disability Workforce:  Increasing Capacity report.  

The Industry Skill’s Council provided funding to facilitate consultations around the National Disability Workforce project which included focus groups in Western Australia, South Australia and Victoria; and an online survey.  

People living with disability are ‘a relevant community of interest’ (Bridgman and Davis, 2004) and play a vital role in policy development and structural reform because they are the recipients of service provision and have firsthand experience of the gaps of service provision, what works and what doesn’t work in service delivery and are effectively ‘managers’ of their personal support services.

Australian Federation of Disability Organisations (AFDO) has been established as the primary national voice to government that fully represents the interests of all people living with disability across Australia.  AFDO is the peak organisation for people living with disabilities at the Federal Government level. Its members have wide ranging representation throughout Australia and cover specific disability and demographic groups.

Data was analysed from the surveys and key themes emerged which highlighted embedded cultural tension and a perceived fear by service providers to embrace rights based social policy agendas.  The tension assumes that there is a significant lack of trust by policy and structural frameworks, for people living with disability to exercise their self-determination and choice as citizens.

Disability Workforce issues from the perspective of people living with disability include 

· the culture of professional control over people living with disability 

· lives exacerbated by outdated disability policy frameworks/structures, 

· lack of meaningful participation in policy development and structural reform agendas, 

· embedded benevolent ideologies within organisational culture, 

· ‘disability as a tragedy’ imagery, and 

· a ‘one-size fits all approach’ to service delivery.  

The ISC report also implies a fear by service providers of Individualised Funding whereby people living with disability will ideally, have a choice of self-directing their own government funding.  In contrast, for people living with disability, their parents/families and/or primary carers individualised funding is a preferred option to a disability system that is ‘irretrievably broken and broke, struggling against a vast tide of unmet need’ (NPWDACC, 2009 p.19).  International Western societies have successfully implemented such models.  To include a Direct Model of Individualised Funding within the National Disability Policy framework would ease disability workforce pressures because Service Providers are often in a position of not being able to provide the full compact of services required to an individual and people living with disability would be able to  purchase services they require from the open market with support for them to be in control.

It must be noted here, that this consultation analysis is limited by timeframes.  This could have been avoided if people living with disability had been included as relevant key informants from the outset of the project.  Another limitation of this report, is the lack of formal phenomenological and sociological research which focuses on the lived experience of disability and the related issues to disability workforce, to draw upon.  Therefore, it is timely to highlight that disability policy, structural reform and service provision is predominately guided from an ‘ableist perspective’ (Campbell, 2009).  An ableist society is said to be one that treats non-disabled individuals as the standard of ‘normalcy’ (Thomas, 2007).

AFDO Consultation method

The consultations were based on the National Disability Workforce Project Draft Final Report with particular reference to recommendations made in the Draft Final Report. Particular consideration to the following issues of importance to people with disabilities:

· What are the key issues for people with disability in regards to;

· access to support workers and other disability workers

· relevance of skills of support workers

· skills sets needed to support people with disability

· What are the barriers people with disabilities have experienced in the past in relation to support workers and other disability workers? (identify these);

· What style/model of accessing and receiving support have worked and why?

· What has not worked and why?

· Why do support workers stay and what would assist in workers being retained in the sector?

AFDO conducted focus groups in Western Australia, South Australia and Victoria whereby approximately 40 people living with disability and/or parents/family carers attended.  Approximately 30 comprehensive responses to the online survey from 20 March to 5 April 2010 were received.  The remainder of this report highlights core themes identified as relevant and critical to people living with disability and disability workforce.  

Setting the scene:  A rights-based social policy agenda

‘... people with disabilities have the same rights as other citizens to freedom, equality, and equal protection under the law, and control over their own lives.  These rights must be honoured if people who have disabilities are to be fully included as valued citizens in the relationships and opportunities of community life.’  

The Seattle 2000 Declaration on Self-Determination & Individualized Funding.(2000)

It is essential before moving forward, to outline a rights-based social policy agenda because people living with disability and their parents/families and primary carers in Western societies have long advocated locally, nationally and internationally for this to occur.

In 2008, Australia ratified the United Nations Convention on the Rights of People with Disability (UNCRPD) taking a significant step forward in valuing individuality, citizenship and rights-based social policy.  The key principles outline:

· Respect for inherent dignity, individual autonomy including the freedom to make one's own choices, and independence of persons

· Non-discrimination

· Full and effective participation and inclusion in society

· Respect for difference and acceptance of persons with disabilities as part of human diversity and humanity

· Equality of opportunity

· Accessibility

· Equality between men and women

· Respect for the evolving capacities of children with disabilities and respect for the right of children with disabilities to preserve their identities




http://www.un.org/disabilities/default.asp?navid=15&pid=156 

The DRAFT final report by the ISC downplays the disability rights movement and its liberation for people living with disability.  A recommendation by AFDO is to emphasize the need for a rights-based social policy agenda, while highlighting the dominating relationship between government and non-government in the provision of structural disability reform.   People living with disability have long advocated oppression by this dominant relationship and the introduction of the Social Model of Disability in the 1970s began liberation from being professionally controlled by systems and structures, towards citizenship.  As the social model of disability has gathered momentum from deinstitutionalization in the 1970s to independent living and being a part ‘of’ community rather than just ‘in’ community (Milner and Kelly, 2009), contemporary disability politics continues to embrace rights-based social policy agendas.  

The fundamental principles underlying rights based social policy agendas, include self-determination and choice.  Self-determination is the “legitimacy that people living with disability have ownership, control and choices over decisions that shape their lives to ensure meaningful participation in society and authentic citizenship” (Wardlaw, 2009).  Further, to be self-determining, requires tools and means (Wardlaw, 2009).  These tools and means encapsulate a community development framework that empowers people living with disability to direct their own lives.  A community development framework is seen to be a vital consideration in the development of disability workforce agenda, attracting and retraining staff, and good governance.

Contemporary rights-based social policy paradigm places the people living with disability as an equal partner with funders and service providers.  International experience has seen the emergence of people living with disability directing their own individualised support funding packages replacing the dominance of agency-directed packages which is deemed to be cost ineffective, and vulnerable to a ‘one-size fits all’ approach to service delivery.  This cultural context is important to understand in order to build a sustainable disability workforce; one which values disability support workers, people living with disability and works with funders to inform policy development and a system based on citizenship and inclusion (Stainton, 2005).  

Rights based social policy agendas are not just about direct funding to people living with disability, but ideally, promotes a system of multiple options whereby individuals and/or their parents/families can choose and design the most appropriate services to match their needs, regardless of disability type and level of need.  Therefore, the paradigm shift sees people living with disability, parents/families and carers, directing the market forces rather than being market takers.  This is the tension for service providers.

Consultation Results

Central themes emerged from the consultation which revealed a lack of meaningful participation of people living with disability within the disability policy frameworks and structures which are designed to address the needs of consumers.   Within critical disability theory studies, disability is often viewed as ‘inherently negative’ (Thomas, 2007, Campbell, 2009).  It is argued that by meaningfully engaging with people living with disability, together, disability workforce issues can be more contemporary, and addresses the long term  workforce issues.  

Paternalism is another key issue portrayed by the consultation and there has been much discourse that professionalizing the disability workforce would eradicate paternalism.  People living with disability would contest that paternalism is a deeply embedded cultural trait facilitated by the nature of service provision and their outdated ideologies (‘caring for’).  

Disability Policy Frameworks and Structures

Throughout the consultation many respondents highlighted issues that were specific to the policy frameworks and structure of disability services in their state.

Across Australia, people living with disability are subjected to multiple layers of ‘professional control’ from a National Disability Agreement, which has differing individual State and Territory Disability Services Acts, to the culture of service provision from a ‘charitable, benevolence’ perspective where disability is viewed as inherently negative.  This professional control is not highlighted in the ISC Report and must be noted.  A key example is Occupational, Health and Safety laws which views people living with disability as high risk.  However, people living with disability would dispute that the laws or rules are often abused and stymies their choices and participation:  

“It is the more formal the structure, the more organised and bureaucratic it becomes.  (Example highlighted earlier) would be common to any of the large disability service providers or even the other organisations that run the various agencies, in that when they need to consider occupational health and safety.  It seems to have run into the absurd and the unreasonable about what they will and won't provide.  And at times as I said before, some staff use that as a way of not to do things and particularly not to do things when you need them done. … there's certainly a big difference between getting things done in your home and getting things done when you're in a group house, but in saying that, I mean even within your home, I mean there's a whole range of things that people can't or won't or are told not to do by their agency that you may need done.  And for me, all I need people to do when they come to assist me is to listen to the sorts of things I need done.  If I'm asking unreasonable things to be done, then we need to talk about that, but I certainly don't believe I am (asking for unreasonable things to be done), but it may not be what they've been told that they're going to be doing.” (Respondent VIC).

Many of the respondents commented that the design and delivery of their support packages are predominately Agency-directed.  Agency-directed funding packages are funded by government, and professionally controlled by a (sometimes) nominated service provider, depending on geographical location.  In contrast, consumer-directed packages are funded by government to the people living with disability (there are various models in order for this to occur, however Direct Payments are seen by many as the ultimate in self-determination and choice).  Sometimes, a service provider may act as a fiscal intermediary to receive and acquit funds on behalf of the people living with disability.  In Australia, consumer-directed packages are yet to be fully recognized by government and service providers, yet the trend is on the uptake.

All respondents found navigating the disability system difficult, ‘navigating the system is adhoc’.  Lack of funding was also seen as an enormous barrier to accessing services.  Some people have been on waiting lists for years and/or their partners, parents/family members are having to provide intensive support because the ‘service doesn’t have enough funding and we’ve been on a waiting list for years’ (respondent, NSW).  

Funding and transportability of funding packages across jurisdictions is exclusionary and therefore, people living with disability are constrained by differing State/Territory disability policy funding and administration regimes. This does not enable people living with disability to exercise their rights as Australian citizens and stymies their full participation. 

“…accessing a funding package that truly reflects the cost of my support requirements and being able to access this funding package where I choose to live. Funding is not portable between states, and therefore people living with disability are expected to remain living in their current community, unless they are brave enough to risk all.  Prisoners are afforded more freedom of mobility than people living with disability requiring disability support services when it comes to interstate transfers.”  (Respondent WA).

Others highlight the strain in not having enough services and its impact on their lives,

‘I have a husband who is my carer.  He works full-time but despite this, the support agency says we cannot help you with cleaning, shopping assistance or more than two showers a week because he is required to do it as he is able-bodied.  There is not enough support for us and its affecting our relationship.  Been continually denied request for support.  They do not do meal preparation so I am forced to do this with no help.  Disability Support Workers complain that I am high care support for a low care agency.    The system in SA is hard to understand and navigate.  You have to do all the work yourself and the agencies continually complain about lack of funding.  I had an OT tell me, 'sorry we want you to have a good quality of life but you have to keep this wheelchair and not have anything different because we have no money.  We don’t give out power assist chairs or power chairs at all and this is all we have.  Despite private physio’s indication that this is needed, they have no money there is not enough workers around to meet the demand for this.’ (Respondent SA).

Policy driven by an ableist perspective does not meaningfully include the lived experience of disability.  Government (funders) and non-government (service providers) agencies have for too long facilitated a relationship that is benevolence focused for example, the Tasmanian State Government’s Disability Reform Agenda is yet to include people living with disability in its design and implementation stage.  Good policy process includes all relevant communities in policy design (Bridgman and Davis, 2004).  Service Providers must consult better with their consumers in developing policy and practice; this would minimize issues with introducing rights-based social policy agendas.  

The difficulties for people living with disability in accessing disability support workers is facilitated by outdated ideologies that ‘disability as tragedy’ or ‘social deviants’ (Scully, 2009), rather than a self-determination and choice model which allows people to have more choice, control and flexibility about managing their own support needs .  A powerful relationship between funders and service providers exists which perpetrates professional control and paternalism.  The dominant agency-directed models of support leaves gaps for people living with disability to access the full compact of services to meet their daily living needs.  A system that includes people living with disability around the table with government and service providers in disability policy formulation and structural reform would see the development of a system with multiple options, which is sustainable and values the practical disability workforce and citizenship of people living with disability to reach their full potential.

Environmental context

People living with disability are subjected to limited choice in accessing service providers depending on their geographical location, adhoc national transportability of funding packages systems and the ‘corporatization’ of the non-government sector.  This has an impact on securing relevant and quality workers, particularly in large metropolitan regions and remote, rural locations.  

“When the carer arrives for work and is already tired upon their arrival, this increases risk of injury/accidents and breakdown in communication.  If the carer is tired, their manner may impact negatively upon the client.” (Respondent, WA).

Here, to alleviate demand for services, funding packages could allow the ability for service providers, or consumer-directed packages to outsource services for example housing, housekeeping, meal preparation, companionship to social activities, equipment repairs rather than just relying solely on the one service provider.  In other words, tapping into the existing social and economic capital within, and across all locations.  The consultation revealed that many people living with disability found that their service providers where unable to meet people living with disability requirements because of the diversity of need.  By working together and understanding other businesses, services within the community, the demand on the Disability Support Worker to meet the full expectations and requirements would be alleviated.  In other words, being creative with funding packages to meet the needs and social inclusion of people living with disability by tapping into existing social capital.

Cultural issues pertaining to Disability Support Workers

“I think part of it is the way society use people with disability in the first place. You're just on the garbage heap and anyone associated with you because young carers experience the same thing. I think support workers fall into that just because of the way society - the cultural and systemic structures, the thoughts and perceptions is being less than human….” (Respondent SA).

Respondents highlighted the difficulties of ethnicity and culture of Disability Support Workers.  For English speaking consumers, having a Disability Support Worker with limited English was seen as high risk, particularly for people with high needs supports for example, assistance with eating, manual transfers, showering, toileting and other daily living requirements.  Communication barriers exacerbate low quality support. 

“So for me (adult daughter) needs a support worker who has a great understanding of her very vulnerable health and medical issues.  They need to have a great understanding of where she sits in the world as a 45-year-old woman, within her level of disability.  They need to speak English; they need to have some time of experience in this country as a worker.  I don't want somebody coming into our home that I have to teach how to understand what we're doing, what we're saying.” (Respondent, SA)

There is an expectation that a Disability Support Worker is able to accommodate a person living with disability’s social, cultural, environmental and economic milieu.   People living with disability expect the Disability Support Worker to act as an ‘agent’ to perform the daily living tasks which may appear menial, but are fundamental to the people living with disability.  

“People come from all walks of life and may have very different values to the person they assist.  There is a constant need for good communication and continual clarification to avoid conflict.  Some people with the least amount of experience can make the best support workers if they have a willingness to learn and an ability to approach the job with an open mind.  I think there is an assumption that Disability Support Workers will know what we need and how we like to have things done.  In fact, this is an impossibility.  It is really important people living with disability (where we are able too), we explain and teach the people assisting us what we need.  However, this can be tiring on a daily basis.” (Respondent, SA).

Other key points regarding the culture pertaining to Disability Support Workers include:

· Time management:  people living with disability rely on the Disability Support Workers to turn up on time, sober and work in a professional manner efficiently and effectively (Respondent, TAS)

· The profession of Disability Support Worker is seen as a last resort in career choice and often attracts people who require services themselves and I end up having to be their counselor!  (Respondent, WA)

· The incidental costs of having support workers ie:  providing food, bedding, hot water, electricity, toilet paper is another issue.  Developing a sense of team work amongst support workers; respecting the strengths and weaknesses of each staff member ie:  one carer may not like ironing, but likes cleaning - therefore staff communicate with each other to ensure all tasks are completed by negotiation and agreement.  My staff communicate with each other regularly, particularly in times when they are planning their holidays or changes in their study timetables.  Also they provide support to each other when there is a change of circumstances or if I am experiencing stress.  If a conflict occurs between client/staff then I offer and engage a counselor to provide mediation. (Respondent, WA).

Training and Education:  Skill sets required by Disability Support Workers

Without question, the role of a Disability Support Worker is exceptionally responsible and vital in being the ‘personal agent’ to perform the daily living tasks that people living with disability are unable to execute.  What may seem as menial tasks to a Disability Support Worker, is often an important component of a person living with disability’s life.  Underlying training and education, characteristics of an ideal support workers include the ability to listen, take instruction from the person living with disability, use commonsense and adapt to routines quickly.  Here, flexibility, time management, adaptability and communication are essential in meeting the requirements of a person’s needs.  

“Practical skills e.g.:  use of equipment, ability to organise 'the job'  ie:  doing tasks in a logical manner, not wasting energy.  Empathy, but professional” (Respondent VIC).

“A good ear, a good set of eyes an open mind, commitment, no pre-conceived ideas, understanding and a willingness to learn.” (Respondent)

“From my limited experience, I think the issues are - that DISABILITY SUPPORT WORKERS are often people who are working in the role usually without an interest in the actual work itself.  Also many are unskilled workers with no qualifications.  Skills required are resourcefulness, attentiveness, reading and language and knowledge of disabilities.” (Respondent NSW)

“Mostly human skills…to listen, really listen.  To empower the person by enriching their day.  Networking skills” (Respondent VIC).

“Basics:  first aid, driver’s license, being able to apply infection control procedures, manual tension applications when performing domestic and personal care.  Apply basic knowledge regarding care of specialised equipment ie:  wheelchair/cpapc.  Pressure care management, time management and organisational skills.  Advocacy.  Caring, compassionate, kind, world view of interdependent nature of existence.” (Respondent WA).

In the formal context of training and education through VET programmes, respondents called for relevant training of Disability Support Worker to include an understanding of history of disability and the emergence of disability rights, citizenship and self-determination philosophies.  

“The current education system that promotes and up skills people for disability support is heavily targeting intellectual and learning disability theory rather than understanding critical disability studies that incorporates a world view of the history of disability; the social model of disability.  My experience has been that the skills of Disability Support Workers is dominant in the medical model of disability, geared towards working in group home settings, residential settings and a lack of working with physical disability, and others who are capable of managing their own lives and who live as part of the community.” (Respondent, TAS and supported by a SA respondent).  

Disability education and training is usually facilitated by an ‘ableist perspective’ therefore including educators and scholars with the lived experience of disability is seen as essential as part of the education system (Campbell, 2009).  

“They need to have further skill development in understanding the social model of disability (rather than SRV).  They need to be able to listen and take instruction from the person living with disability.  I prefer to train people who are NOT educated in disability services provision because they are usually of the right attitude to listen, take instruction and perform the tasks with professional and supportive attitude and amplitude.” (Respondent, TAS).

Training and education doesn’t have to just be in the school setting.  A combination of on-the-job training will increase Disability Support Worker and consumer satisfaction tailoring services to meet individual needs.  Funders, Service Providers and people living with disability appear to expect Disability Support Workers to understand all about disability, but this is impossible when each individual’s experience of disability is unique.  Some respondents expect ‘domestic artistry’ to be a common skill.  However there is an overwhelming case to be made, that people living with disability are included in the design, teaching and assessment of up skilling Disability Support Workers’ vocational educational training needs.  

Again, lack of funding is an issue in training and education.  Service Providers are unable to afford to send Disability Support Workers to training sessions because of high costs.  However, if Service Providers established training working groups within their organisations, of which their consumers have a choice of joining in, and importantly playing a major role in facilitating education would be a good example of community cohesion and social inclusion.  Developing partnerships within the existing network between Disability Support Worker, Service Provider and consumers, as a community.

As National disability policy and structures embrace rights-based social policy agendas whereby people living with disability can have more choice and control over directly managing their funding packages, as what happens in the UK and British Columbia (for example, see Direct Payments UK and Community Living British Columbia), some consumers will choose to engage their own support workers directly.  In the UK, Independent Living Services (ILS) are people living with disability-led organisations that provide advice, support in payroll taxation, insurance and superannuation as well as acting as conduits of information between consumers and service provision.  Training and education therefore, applies to  people living with disability so that they can understand human resource management, conflict resolution, advocacy, negotiation, developing individualised ‘lifestyle’ plans and navigating the system including service providers.   

Training and Education that meaningfully includes people living with disability in the design and delivery of training, would alleviate tensions and manage expectations of service provision.  

· What style/model of accessing and receiving support have worked and why?

· The consultations revealed a strong desire for people living with disability to have more control, flexibility, choices and options in the design of their services to meet their individual needs.  People living with disability want to have a system that offers options of being able to self-manage their own Individualised Funding and source workers and services to tailor supports to meet their individual needs.  Models that have worked in the past include:

· Direct Funding Model, Local Area Coordination – Western Australia

· Self-determining Shared Management Model – Tasmania 

· Enhanced Lifestyles (people living with disability-led organisation) – South Australia

· Attendant Care Model – NSW

· Direct Funding Model – Victoria

· These models of individualised funding are aiming to provide people living with disability with control, choice and flexibility over the supports required to meet their needs to enable full participation in society.  These models are working because they place the people living with disability as being responsible and self-determining about creating their own support services.  Individualised Funding arrangements are viewed as one strategy towards self-determination and choice (Williams, 2007, Leadbeater et al., 2008, Bigby and Fyffe, 2009).  It is a mechanism of rights-based social policy which is about facilitating the capacity of the individual and their support networks and providing the tools and means to exercise those choices (Stainton, 2005).

“Training my own personal Assistants who have been employed with no background in disability so there are no preconceived ideas about what I can and cannot do.  And what I should or shouldn’t try for myself” (Respondent SA).

 “Complete self-management/directed has worked well as I have the capacity to respond quickly to emergencies or changing circumstances.  The flexibility offered, enables me to create my own lifestyle.” (Respondent WA)

 “Power to employ whom the individual wishes to carry out the personal support service tasks rather than the service provider having control over the employment” (Respondent)

“I have not experienced self-directed funding but would like to someday because I think it would be good to have a choice about who can give me personal care and other support.  And how that funding can be spent.  This is not for everyone, but the choice should be there.” (Respondent SA).

“Individualised funding!! You can arrange the support you need.” Respondent NSW

Individualised Funding models whereby people living with disability, their parents/family carers have the option and choice to self-direct or self-manage their own supports may not be for all people.  But the choice and option must be available.  Individualised funding models have been advocated for, primarily by family members of people living with intellectual and learning disability, and people living with physical impairments.

It was mooted in South Australia to establish a database network of Disability Support Workers where people living with disability, parents/families and carers can view profiles of workers to match needs.  The Companion Card was also viewed as a positive move for people living with disability to have to support in accessing social events and activities.  This can alleviate pressures on the labor force and builds informal social capital.

What has not worked and why?

“Agency directed did not work well because no one agency could provide the total number of hours coverage and therefore I was required to utilise services from several different agencies/providers.  This resulted in me having several co-coordinators and different care plans and several different reviews.  In times when circumstances changed, the capacity to be flexible was not an option.  Also the Disability Support Worker see their role as a 'job' and this means that there are a whole range of power struggles.  Disability Support Worker reports circumstances regarding the client to the agency, the client reports circumstances regarding the Disability Support Worker to the agency, the agency covers its ass and imposes further restrictions within the client home, or changes Disability Support Worker without notice, accounts are incorrect.  There is a huge potential that people living with disability are subject to bullying/harassment/abuse within their home, with agency as the perpetrator.  Basically, the agency and the Disability Support Worker are a powerful entity, and they can easily abuse their position, without realising.  This can have devastating effects on the person, living with disability.” (Respondent WA)

“Agencies who were quite prescriptive with what I did and when in terms of my personal care, did not meet my needs and ultimately cost more.  This is because I would end up needing to use people when they were scheduled rather than when my body actually required support.  I was using medication to try to get my body to perform to an agency timeframe and ended up quite unwell. (Respondent)” 

“Current situation of only two showers per week; run by a case manager with not a lot of choice of who comes into my home and what agency provides my support; I don’t think it works well at all.  I am sure a lot of the government money to domiciliary care goes to case management/support worker wages.  There is not enough staff, so they call in other agencies to fill in.  Different Disability Support Workers all the time, until I complained and now I have a Support Worker I don’t like, but at least she turns up.  Not enough funding for staff, equipment is generic and not tailored to the person.” (Respondent SA).

“I had a person working for me who had a nursing background that didn’t work out because 'she always knew best'. And I found myself losing power over MY life and how I ran my house.” (Respondent)

“Abuse while not occurring frequently, does happen.  Many support workers are working unsupervised in an individual's own home.  Even people who have the ability to speak on their own behalf can find themselves in very vulnerable situations.  Often agencies will be reluctant to remove a worker from a situation, as recruiting new workers is often difficult.  Blurring of boundaries can also be a problem.  I have found that many workers try to be friends and want to become involved in your life.  Many support workers also have quite low self esteem and therefore can become far too attached.  Workers may not wish to continue contact after the job.  Also it is quite difficult to say that you do not like something a worker is doing if they have become your friend.” (Respondent VIC).

Emerging from the consultation, respondents highlighted issues pertaining to current models of Agency-directed care because of the professional control, lack of flexibility and some agencies trying to meet large unmet need with minimal resources across large regions.  Monitoring and performance management of Disability Support Workers was seen as a key issue from a person living with disability perspective.

Agency directed models of support may be applicable to some people living with disability, but choice in choosing a variety of options must be made for people living with disability in order for them to have choice, control and flexibility to live an independent life.

Why do support workers stay and what would assist in workers being retained in the sector?

“My support workers stay in their job because it is a reciprocal relationship.  I ensure they are paid as well as I can manage in my funding package and I am flexible, I listen to their concerns and we work together to solve solutions and/or bring in professionals to assist if required to advise.  I am focused on ensuring they are safe and will bring in professional physios or OT if my physical needs change and become demanding.  We work together to make sure we are all safe.” (Respondent TAS).

“We have allowed a relationship to grow by finding common interests and activities.  We have developed a bond through common ground.  Art music movies photography, eating out, sharing the times we have together.  We have worked out a financial deal that works for us.  Salary is generous.” (Respondent VIC)

“My support workers see that community is interdependent, and they get satisfaction from knowing that the energy they spend helping me, contributes to creating a healthy community which values all people.  They also like the one-on-one nature of the job and they do not work as support workers for any other clients/agencies.  They say, they wouldn’t work as a Disability Support Worker for any other person/client.” (Respondent WA)

With the emergence of a rights-based social policy paradigm which will provide people living with disability the option to self-manage their own support services, presents opportunities in building social capital within communities and broaden service provision outside the traditional models.  For example, accessing mainstream services rather than specialized services and/or people living with disability recruiting new labor into the sector and conducting on-the-job training; new workers not otherwise being attracted into the industry.

Without contest, all respondents strongly indicated that the current pay rates for Disability Support Workers did not reflect some aspects of their work such as high support needs.  Some respondents suggested that unit costing was essential to reflect the true cost of support for Individualised Packages.  For example, self-managing individuals at times choose to purchase Disability Support Workers  through a service.  However the Sunday costs may be as high as $75 - $80, yet the Disability Support Workers only receives approximately $30 -$40 of this.  

In order to manage long term sustainability, improved economic management and increased payments must be considered to attract and retain ideal support workers into the industry.  This would change the image of ‘disability as a tragedy’ and that People with Disability  need to be ‘cared’ for, to a vibrant industry which would develop better relationships between people living with disability, disability support workers and the open market.

Conclusion

“I think part of it is the way society use people with disability in the first place.  You're just on the garbage heap and anyone associated with you because young carers experience the same thing.  I

think support workers fall into that just because of the way society - the cultural and systemic structures, the thoughts and perceptions is being less than human about you.” (Respondent SA)

The voice of people living with disability, as ‘a relevant community of interest’ must be included in shaping ideal policy and system development.  The Industry Skills Council report on disability workforce issues did not include the voice of people living with disability until it was brought to their attention to include this group.

Disability Support Workers are a contested issue for people living with disability.  On one hand, people living with disability depend on others to assist them with their daily living needs.  However, the formal environment of which support workers emerge, is ‘medical model of disability’ based within an inflexible structured environment where disability is seen to be inherently negative, and charitable.  People living with disability have long demanded for a system that offers options, choices can flexibility so that they can purchase supports and/or tailor supports to suit their individual needs.  By doing so, they are then able to develop meaningful, workable relationships with support workers that is sustainable.

The fundamental issue in developing a sustainable disability workforce with the depth and breadth of needs required, is there needs to be a level playing field in the power relationships that manage the lives of people living with disability.  

To achieve this, training and educational opportunities must be reviewed.  This consultation from the voice of people living with disability suggests that people living with disability would like to engage as teachers and learners.  A flexible training and education environment would ensure the right-based social policy paradigm is introduced seamlessly and effortlessly.

Emerging from the consultation is a power struggle between people living with disability who have long been oppressed by negative imagery such as ‘disability as tragedy’ and the paternalistic nature and system control by Funders and Service Providers about who is ‘managing’ the Disability Support Worker.  There is a lack of formal research to provide rigorous evidence of these power relationships and its implications for Service Providers, consumers and support workers.  

The disability sector, including entities/unions, require a fundamental shift in culture by releasing power over the lives of people living with disability through a rights-based social policy paradigm that facilitates meaningful participation, individual choices and citizenship.  This can be achieved by  establishing a system that offers multiple options, choice and flexibility so that individuals can have more control over their own lives.  The future role of service providers will see them respond to the needs of the community as demanded by the consumer market.

The sector must implement a community development strategy that builds capacity of people living with disability, disability support workers and the broader disability sector.  Such investment will build a sustainable Disability Workforce and, meet the needs of people living with disability such as striving for meaningful participation in society.  

People living with disability must be included in all policy development and structural reform, meaningfully.  A system that offers choices, flexibility and control and multiple options; a system that offers training and education restructure that builds capacity of consumers, disability support workers and the broader community, will capture the social capital across communities and alleviate the forecast of disability workforce into the future.  Perhaps then finally, people living with disability will be able to full exercise their citizenship and reach their full potential.

Recommendations 

· That the Industry Skills Council expand the literature within their report, regarding the United Nations Convention of the Rights of People (living) with Disability and include the principles that expresses individuality, independent living, autonomy and citizenship.

· That the Industry Skills Council expand the literature within their report to include a section regarding rights based social policy pertaining to people living with disability including quotations from respondents in this report to capture the essence of key messages.

· It is recommended that Service Providers embrace a community development framework that brings together support workers, consumers and administrators together to work through and inform preferred policy and practice to respond to the changing climate of delivering services.  By doing so would even out the power struggles which currently exclude people living with disability.  

· In future, that people living with disability are recognized as a key stakeholder and a relevant community of interest to inform policy and system development and are consulted accordingly.

· Allow the choice for people living with disabilities to engage and ‘on-the-job train’ their own support workers.

· Offer training in multiple courses that includes a ‘lifelong journey’ of learning in various fields of disability, because it is multidisciplinary:  governance, taxation, social inclusion, bio-medical, critical disability theory, advocacy, rights-based and citizenship.  

· Training of support workers to address the particular needs of those with specific disability types where required.

· Incorporate critical disability theory, emergence of rights-based social policy paradigm and community development principles and practices in training courses. 

· Ensure prerequisites for entry to Disability Support training courses include qualifications in First Aid, manual handling techniques, infection control, medication administration, and hygiene.  

· Develop training courses for people living with disability regarding empowerment and self-management; human resource management, conflict resolution, communication, payroll taxation.

· Include people living with disability in the design and delivery of training courses relevant to disability support work and meaningful inclusion.

· Service Providers establish in-house, consumer-led committees that inform organisational culture towards best practice; monitoring and performance management.
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