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Consultations

Adelaide Consultation
 So funding is an issue, and I suppose one of my concerns is more we train people to be personal support workers, the greater - you know, they're going to demand a greater share of the pie if they're expected to go off and do training.  The pie is still only so big and I don't think any of us will be seeing the pie getting any bigger for a very long time. My great concern out of that is we're going to get less. You can't pay people more and give them more services when the pie is the same size.  That's a concern I have. I have a concern about the sorts of things that people are talking about that needs to be in the training.  I don't hear anything in the training, when anyone's talking about training, about actually training people how to direct, ... what I'm saying is they're not talking about the need to train workers to be directed as to how to take direction, which when you think about it, it is sort of like the key position they have.

I have received support at home as well with spinal issues.  The last thing you mentioned about the service recipients receiving the training themselves is something that DANSA is very, very hot on. It's something that we are hoping to pick up with the restructure, putting together some kind of package as a beginning point.  It'snot an end; it's a beginning point and it's coming from consumers which is different, and it's our perspective and it's something that we put forward all the time, particularly on language because language determines outcome and the attitudes that support workers are trained in, because we've all had those experiences where you get some who get it and see you are the one who is in charge of what you need, and then you always have those who are trying to define you and often it seems like a wrestle for who owns you.  That's the battleground.

We don't pay people to care; we pay people to provide services.
We pride ourselves in calling them personal assistants. But it is obviously something that we need to clarify - what the hell are we going to call the people who do the work because it's all over the shop.

We are not talking about a care industry, we are not talking about carers; we are talking about direct support workers, personal assistants and that all of that language has changed within the report.

Basically the reason many of us are here, and certainly from my field, is that not all carers provide support and not all support workers care.  I think that's really why we're here.

I'm a parent of a child with Aspergers.  We last year put that very issue to Jennifer Rankine to make clear the differentiation between the two. The support workers, they have a degree of caring but they are paid, but the carers are family.  There is a differentiation and we have put that to Jennifer Rankine.

These labels go towards education of people with disabilities as well, that they are in control and that they don't need to be cared for.

The first question is what are the issues for people with disabilities in accessing disability support workers?  What this question is asking, what are your issues in
actually getting support workers

For people with disabilities, and where appropriate their family careers, accessing support workers, because from our point of view my daughter is unable to make the selection herself, so I have to do it on her behalf, and that's just to clarify that bit. So when we talk about people with disability, where appropriate their families are the ones who make these decisions and who have to look for, select, train and monitor support workers. So for me my 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 who I have to teach how to understand what we're doing, what we're saying. I've been advertising for workers at the cost of hundreds of dollars in the paper looking for a support worker for my daughter.  I've had five hundred million, almost, feels like it, applications from people who can't even write the first letter in any way that makes any sense. They don't understand when I say, you know, "If you don't comply with the key requirements of this ad, I won't reply back".  I'm asking for a woman, and a man from the electronics industry applies for the job.  It's a waste of time, a waste of my time, and I very clearly word the advertisement, very clearly.  No-one can misunderstand it.
I think a major issue or major problem I see in this area, is that her daughter probably needs a personal assistant that is reasonably trained. (But) I don't, and I don't want it.  I want a person off the street that knows nothing about disability so I can mould my way of life.  That's the only way you can get a decent PA.
It is disgusting that we have so many people driving cabs that can't even understand where my wife wants to go, so why should we have to put up with it in the home?  We need English and to understand a little bit about disability.  I don't want them fully trained.  I don't need them fully trained.
One of my main issues is about getting to bed.  I have a cut-off time of 9.30 p.m.  I'm actively involved with meetings and charity activities and I need to at least get to bed by 11 which makes it just impossible.  I get the same excuse, they're not around after 9.30 and I have to make arrangements with my people in my community to put me to bed. 

The other issues is to do with occ health & safety, with workers coming into a wet area with appropriate footwear. I've seen them slip.  That's an occupational health and safety issue.

Other areas is a lack of training and caring for peoplewith disabilities like me, flat board for lifting, lifting machines.  At least they should come in with some skills instead of us being - we're not responsible for – if anything happens, the onus is on us because we are actually training them.  With cleaning there should be minimum standards.  Cleaning of bathrooms and toilets.  Half of them don't even know how to clean the place.
Support workers turning up. We've got care plans.  They don't consult the care plans. They just walk straight in and ask "What do I do?".  The zgencies have taken a lot of time to draw up these care plans and they come in blank.  At least read the paper

before you come.

Things like ironing, making beds and just maintaining the standards I require.
The biggest issues is people's attitude, particularly if you're not in a chair.  It's been a massive attitude with issues with support workers.  Like I had to change over to a different service provider and the massive issues I had with the service coordinator from DSA.  I just ended up having to do it and instruct theservice coordinator that if they didn't follow through with the paperwork of what I had organised for myself, I would have to have resorted going way over their head.  I shouldn't have to keep doing that. I also have a language disability.  I have a hearing issue. So my language is very important.  I put a lot of effort in articulating it and getting it right, not to have the attitude of well - the term we often use is "enableoid".  "I know better than you, therefore you've got something missing". My approach is I'm a taxpaying citizen, I pay for their wages, I pay for the disability.  It's often a battle of wills constantly, but if you're not in a wheelchair somehow it doesn't mean you're disabled, but no-one sees the support brace I have underneath to keep everything together.
I'm talking about support through the federal system, through the Disability Employment Services and providing in my case lifelong support in the workplace, or there are shorter term options too some people have. I'm unusual because most people in the workforce would get disability support operators like the Disability SA approach where you have service coordinator, you get one of their casuals often. In my case the model worked very differently.  That is, one of my co-employees who had some relevant skills and really excellent attitudes, were willing to be formed I suppose in their relationship with me, she does the work sort of things within her capacity that I need and gets reimbursed by the Disability Employment Service Agency.  The difficulty is that some of the really important things that I need in the workplace to really make me productive are beyond the current skill set of anyone in that disability employment service support network, and because I'm totally blind I use ScreenReader technology which has to interface with a whole lot of mainstream software which often doesn't work very well together.  I struggle to find somebody with the capacity to actually understand all that stuff.  Now it's a different kind of support work, but then again what I think each of us is talking about is individualised anyway, so I'm just adding that bit on to it.

M.gets individual funding which I self-manage on her behalf.  We use contractors, we pay them a decent income, hourly rate, we cover them for their insurance level.  When I say I want people who have got some really sound level about medical and health issues, I don't want to have to waste my time teaching them that bit.  I waste my time teaching them how to look after Michelle in her home the way we have things done in the time that we need it to be done by. As far as cleaners and washers, I get a cleaner and a washer person and I separate that very clearly so that the person who supports M. is there for her and her life and her good life and the washer and the cleaner and the ironer comes in and does that and nicks off.  Actually now I drop the ironing off so they don't come into my house. So we're able to have self-managed funding, which I have done for the last 19 years, and are having full control over that.  I put the ads in the paper, they come to me, we discuss what goes on, they get a job and person specification.  If I think they're the one I'm going to be having as a contractor, because they're not employed, they will get M's personal health care plan and they get to read that and then they'll either ring up and say "I've read that".  "Okay, you're ready to start work". It's a lot of effort, but it's there on the computer, and one of the things helped me to do that is having a computer, having a scanner, having the Internet, Telstra giving us cheap phone calls.  All of that stuff has made life easier than what it was 19 years ago when we first started.  We're in control, I don't have to do the "Three warnings and you're out".  If one of our support workers fails us in any way or if we fail them, they can come and say "We're finished", and I can say "Sorry, this is not working.  You have to go". The sooner they get it nationally for everybody the better I think.

I come from outer metropolitan/semi-rural area and the problem for access for us is that they don't exist.

I liked the idea of training support workers.  I think they need to have some idea of the ethics and the systems as such, but I think the training needs toinclude a gap - rather like I have a gap consultation that needs to be filled on the day.  They need training to be,  and this - in this part you were trained by whoever you happened to be working for.  So the training does include that. I think the reason that we have these problems is that our particular funding agency, DSA, doesn't monitor.  They monitor - you were talking about how you have care plans and the workers don't pay attention to the care plans. They don't monitor them.  They will monitor paperwork, the process but not performance. They are not set up to hear about the lack of performance or, indeed, the lack of services because the service coordinators aren't there or change rapidly and so you can't give feedback on a lack of service or a lack of performance and they don't monitor.  I don't believe any disability services in our region has been visited by a Disability SA worker, other than one at a public meeting where I said no-one visited.  The next week they were visited but never again. So I think that these problems we talk about are the consequence of the whole system.  They're not being trained to be directed, and they're not being monitored on performance.  They're being monitored on process.  Most of those service providers have excellent sets of figures and paperwork and forms filled out and processes in place, but they don't actually translate into their hands-on staff doing that or knowing that sometimes.
I want a worker who will do what I ask them to do and not be hung up on "Am I allowed to do that?".  I'm sick of being monitored.

I understand your needs are different as parents, but remember that you put this expectation on people who know how to run their own lives.

About the care plan, maybe that's the wrongword. Maybe we should reword it and call it like - Like an instruction manual.

We have choices and we all should have choices.  The choices should be there.
Maybe that's the issue that we need to justget noted now is that we all have different needs.  We need the services to be flexible to meet our own individual situations and lifestyles.  I think that's something else that we often don't talk about.  We don't talk about how our workers actually need to meet our lifestyle issues, and just like people who don't have disabilities have lifestyles, we do too.  We're not all in that little box that just says "client", because actually lots of us also aren't clients are we?  Sometimes we're actually the employers.

One of the things that I wanted to add on to is just the notion of intrusion.  People think if you have a support worker, you're really, really lucky, and those of us who actually are lucky enough to get a service, we're fortunate because there are lots of people who actually don't get any service, but not everything about getting a service is lucky and in my situation I have a person, a strange man in my bedroom every morning for two hours and an hour at night. I was in bed the other morning, and this goes back to someof the things that T. was saying about the training and what people need to be trained in, T. had to send this guy who didn't speak very good English into the bedroom. I'm in bed and he wakes me up to say "Can you show me how to use this can opener?".  I'm lying on my back with a tin of baked beans trying to show this bloke how to open a tin of beans. The same man, the same day, was asked to make the bed and he made up the bed but he didn't take the pillowcases off before he put the clean pillowcases on.  So what training program is going to teach them how to change a bed, how to open a can, how to wash dishes without leaving the tap running.

For me the training, (should be) stuff about systems and understanding about the Disabilities Discrimination Act, ethics and those sort of things, but the actual day-to-day things that go on in our house, I can't see people being trained how to do that in the sorts of training courses that they're talking about.

You would expect that when you employ a support worker that person is going to come in the door with some form of commonsense, but unfortunately that doesn't happen in a lot of cases.  So there is need for some training and some awareness training, but I don't think that they need to know all the ins and outs of every disability, but they need to learn things about dignity and respect, and this is their workplace, this is your home, they're not there to be your best friend, they're there to work, they're not there to tell you how to run your home. Also, they need to have commonsense around the consequences of what happens if things aren't followed through and what happens if you don't make a bed properly and someone is lying on a crease. I guess the other thing I would like to say is that it's imperative that this training is done with lived experience of disability, not by someone that studied it at university.

One of the approaches I take with the department, support services are a social inclusion tool. It's about creating the social capital around each individual, their support structure, so they can access wider society in how they choose.  Therefore, the barometer of measurement of how successful they are or not is the realisation of each individual service recipient's life outcomes and that allows for all the individuality and it creates a framework where all that diversity has its valid place. I'm on the Disability SA conference steering committee and listening to all their talk I end up saying, this is the centre point.  The centre point is this: if every service recipient's life is a continual cesspit of someone redefining who you are and then dominating your life, the MPS and all the others said in unison then we failed and that's exactly it.  You failed. The centre point, the beginning point is us and we are adults, we are taxpaying citizens who live with disability. So it's not hard tounderstand everyone has different needs, but you can do that.  Services are a social inclusion tool and theempowerment for each individual is going to be different, and it can be tailormade and the barometer is the realisation of their life outcomes.  For each person that is going to be different.  If they're not realising their life outcomes, then the service is failing.  They need to communicate with the service recipient, that is the centre point.I read an unpublished paper by a doctor and it basically encapsulates that, that all the people, all their different policies and whatnot, if they're not working to assist the centre point of that intersection, the service recipient, the person who lives with disability, then all 
navigate that trying to be out living what they want

You need to have an agency or a service that understands the disabilities.  So it's the same thing with deaf people, because mother or father have a deaf child or a child with intellectual disabilities, they can be overprotective and trying to contact services, so if we can't provide the services, that means they have no understanding that they might be deaf.  So they need to understand that they need to be independent. So really you need - there's a varied difference in the services that are provided and so where is the right contact, where do you go initially to access that service, because everybody has different needs and they say "Look, you can come under my service, we can do this", but there's no skills there for training that support worker to go out and do a particular role because they want to keep that client because they need that funding for that organisation.  So another organisation aren't getting funding where they could probably manage a child. So that's what I find for our organisation, we are growing, our clients are growing, but we have funding problems because the organisations are not understanding what the different disability services needs are and trying to match them up with the clients.  So it might be a smaller organisation that's not struggling while a larger organisation receives a larger amount of funding for larger services, but where's the quality of the services that you are able to provide.
I think for me, getting people local enough is often an issue so that if I need somebody reasonably quickly I'm not having to wait for an hour or two hours for someone to come and help me with the toilet or something like that.  So keeping people local is really important, and sometimes that's difficult given I think you've got so many different agencies and people are - you may have a PA or a support worker living three streets away but they may not be with the agency that you actually receive services from. So to me that's a resource that's not being used.  That could be helpful.

It's funny that people have the same focus, they're concerned about the care they're getting, how they train them or they're going to train them.

Last year I worked in a program I didn't want to be in.  There was a lack of understanding of what I wanted and needed.  People didn't listen to me; they decided for me.  Simple work.  I was bored.  I wanted better for myself and I was put into something that was lower than wanted.

I was going to make a comment while thiswas happening.  There's no-one here, I don't think, with an intellectual disability who can talk for themselves, but I have a lot of patients as such and if we're talking about services, I'll just - on employment services, the biggest commonest complaint we get from intellectual disability services, they always get these really dead boring jobs and I've never understood why with a population who are least able to deal with boredom they provide the most boring jobs and then bring them to me to manage their issues instead of dealing with their boredom.  It's a pity it happens with people without intellectual disability.

As for myself in advocating for myself, and for my son, nothing has changed in the past 30 years.  I had to advocate, do what I called "kick arse" advocacy for my child to get an education that was his right.  It was the same thing I had to do for myself 30 years ago and continue to do. My son eventually got on to the highest level of support. He had a support worker with him every day at High School.  It showed up in his grades.  He almost got near perfect scores.  If I had him there right from the beginning, it would have been a totally different story. I understand the boredom.  My daughter travels out to the Australian Science and Maths School at Flinders University. She is on the bus with those who go out to Bedford are there and she listens to their conversations and they're bored shitless.  They want more out of life.  They're told "This is all you can get". One of those workers travels on my bus and he is starting a business course, without them knowing, at TAFE and he's doing well because he's bored shitless. It doesn't matter what disability it is, if you've got a disability you're dumb. If you have a linguistic disability, it's tougher and you're using far more energy than you have to.

I just find that because I was bored with the day service, and I'm speaking on a personal level, so perhaps not many others, other disabled people would do this, but I went shopping all day when my program was on because I didn't want to sit around and be bored.

The other thing I was going to say in terms of accessing people, you often have to present yourself as being less able than you actually are in order to secure funding or to present a problem and get permission to actually do what you want to do. So I think there needs to be a recognition of people's capabilities and that we shouldn't have to present the worst case scenario in order to get support.

I think there is to be a shortage of support workers because we keep on getting phone calls about asking to do work and they seem to be really short of staff. They're ringing up while they're working for me, or working with me, "Can you do this job, can you do that job".  I said "Jeepers, you guys must be very short of workers", and I think they are.  They are really short of good workers.

They have been (short of support workers) from time immemorial, since I can remember.  I worked in aged care in 1985.

With support workers, one of the things because some of my best friends are support workers. It's not just the training.  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 aboutyou.  They fall into that. What I would like to see, there are some great support workers who are born for want of a better term, born to do it, they take pride in what they do and it's a career as well as their way of putting into society a service.  If there were more pride taken in not just their training but the whole pay and it's actually a career, it's not a dead-end job that you get when I come from another country to get your citizenship, it's more than that.  I don't know quite the mechanism of how you go about that, but to build a sense of pride in that. Childcare workers fall into the same trap too because it's associated with women being mothers.  Where there are people who are being served are seen in a derogatory light. They fall into that.
First, I think there's a lack of running the whole centres because people don't communicate where their clients have to be.  Like I was meant to be at a meeting, but halfway down to the beach I told them and they didn't have a clue.  So it was really annoying because I had to change the time all because someone didn't talk to the other person. Also very quickly, I come from a small country town in the middle of nowhere, so having supports to be able to actually get into the centres is really hard because you know I had to go on the school bus last year and I was already too old.  So I got a lot of bullying because none of my age group was on the bus, was there.
Most of us here come from at least near metropolitan where mostly if you like dominant culture people, we're mostly English speaking and I wonder - I just wonder what you think about, do women with disabilities need a different sort of a service to men, do people who are married who have families and kids need a different service to those who don't have children, what if you're African and don't speak English or if you're indigenous and live north of Port Augusta? We probably can't answer those questions, but I've got a feeling that we've probably all got a view.  If we all find it hard being in the situation that we are, that it's highly likely that people who are part of subculture, if you like, disability subculture, find it harder.
The other issue I wanted to raise was sometimes we don't always have access to the people that we need.  For if T. Goes to a conference and wants someone to assist him with lunch, he has a support worker who works in the office with him, but that person doesn't have a cert 3.  If he goes to a conference and wants her to assist him to eat with dignity at the conference, she can't do it because you have to be qualified cert 3.  Or his wife.  But if he wants to take a worker to a conference, so if he goes interstate and he wants - right, tell me again the training course that is going to teach someone how to feed - sorry, assist T. to eat because it's probably going to be quite different to someone who is going to assist anyone else might. So on the one hand we have this under skilling and then I'm sorry, but I think that's overskilling.  Because T. might get that worker through work, he actually doesn't have much of a choice about that unless he takes someone who is unpaid and unpaid and qualified.

Skills that support workers need. Listening. Confidentiality.  
I'm not sure if there's anybody in this room when they wake up in the morning they don't stick to a routine to make things happen for the rest of the day.  It would be nice if a PA was able to work out what the routine is and stick to it.  It would be lovely.

I say to M's support workers "Make believe you're in the house of a blind person.  You do things the same way, put things in the same place, in the same room, every minute of every day because I don't want to be running around looking for three different people - Just think about it like that.  This is whereit belongs and that's where it goes.

I get most of my exercise looking in a dozen drawers for everything that I try to find in the kitchen.

One of the biggest things I find which is crucial is having a non-judgmental attitude.  You have all these strangers waltzing into private parts of your life making value judgments about your life and how you approach what and how you do it.  They come in with their duty of care and all that crap.  It's like if someone who, for example, experiences choking and they want to eat something and they're aware of all the risks, they own their life.  But the value judgments that are made because that has no place because again they're paid to do something.  Without being demeaning to support workers, that value judgment, because that's often the biggest time energy waster I have.

Enhanced Lifestyles is an organisation that is run 100% by service users.  The service they receive is actually as flexible as possible within the range of funding some had 10 years ago.  Now we're into individualised funding and allowing people to go out and buy services like housecleaning, lawnmowing services, a   washing machine, those sorts of things if you need it. At Enhanced Lifestyle we were doing it 25 years ago and are  still doing it to a certain degree.  So it's a service that allows the person to accumulate their hours and instead of  having to give those hours back to the government at the end of the financial year, we try and find a clever way of  getting rid of it, if you like.  So Enhanced Lifestyle was designed to be like that.  Now we do a lot with other people doing individual funding. The other thing is that you are not clients; you're employers. We're the non-legal employers of the persons.  The agency is the employer. You do the hiring and firing. In Enhanced we would like to pass on an invoice and you pay from your special bank account to their bank account and that makes you their employer? But the funding hasn't gone that way. There are some implications to doing that.  I gather what you two were talking about was who is the real employer. Because we sign the timesheets every fortnight, we don't pay super, but in fact the agency does. We can recruit, we have a choice. They can provide you with people to interview, you do your own interviews The organisation is that the consumer can do the whole lot from go to whoa, or the consumer can ask the office to do that and they can fit in whatever in between. Because the agency does the insurance and the superannuation and the actual pays. And the admin side of it.
Victoria's trialling direct payments in Victoria, so they've had probably a hundred plus people who have - what happens is that they're assessed at having so many hours, they get the funding for those hours and then they can choose whether it goes to an agency to administer or they can administer themselves.  So there's more of thosesorts of schemes developing.
In South Australia currently they're doing a pilot on self-managed funding.  You may all laugh, but for heaven's sake if you're in the pilot, do it properly because they're waiting - they want it to work and they don't want people to bugger it up because it's treasury and finance that's watching, watching, watching.  I'm listening to people in the bureaucracy who are very keen for it to  happen.  Treasury and finance are the problem.  They're watching this group of people and they're waiting for a mistake to be made.  That's the other thing. What they're able to do, and it's early stages. So a group of people have been - a missive went out asking for people to apply.  45 or 47 people have been accepted into the pilot.  They're going to be - up to 50.  I think about 47. They're going to be able to choose to open up a ban   account in their own name, or in the person's name who they're supporting, and the funding will go into that bank  account or they can choose for the funding to go to somewhere else and then if they get the funding in their bank account then they can choose to give it to an agency  for somebody to get support workers or they can choose to  advertise further. In this current state of this pilot, they've got to go through a disability approved agency for their support  workers, but there are - CSI is an agency where that person can go, choose their own worker and then have them as a personally nominated worker at CSI written up as a support worker.  They don't go through the CSI big process of being trained. So I could say come and work with M. and send a noteto CSI saying "They've got an ABN and I want Jill to be registered as M's support worker".  End of story. Then insurance and all that.  We actually cover our support workers for their 37 cents an hour insurance.  Either that or they can hand it all over to an agency and just say "We want to select the workers" and do it that way. So it's in its very early stages.  They went to Victoria and did a lot of talking in Victoria.  A lot has come from the In Control Program in the UK following the people's White Paper and all that sort of stuff.  As I said, don't  lose heart.  Just hang in there for the rest of everybody who might want to do it later on. On their funding they've got, there's been an argument about hours and dollars which people finally got sorted out because Disability SA has been paying up to $40 an hour for an agency for a worker who might get 18. Weekends some of them want $80 an hour.  So the person was saying "I want to know how many dollars my supports cost and I want the dollars".  They're saying "No, we'll just pay the hours".  So now this person's got the dollars, but that should have been fixed and sorted in the first place. It's very early days.  They haven't even thought about portability yet, I don't think.  That would be something I can put on the agenda.  I was going to comment on the intellectual disability field, as in England when it first started up, there's been a fair bit of angst and if not resistance of families of people with intellectual disabilities.  I think particularly as people age and the carers as opposed the support workers age as well, the thought of managing the funds and hiring and employing gets fairly daunting.  I think for that group in the population as opposed to people who are managing their own lives, I think there is a need for ethical and strong brokerage I think because that's what I think got it across the line in England, for that population anyway.

When we had the SA scheme presented to us at DANSA, there were a number of issues like employing the legislation issues of being - hiring yourself.  There are issues pertaining to that which they have to catch up with,but as you mentioned the whole portability of it is this is the sort of thing, because each State differs in its operation of self-managed funding.  I mean Victoria's got a model that South Australia doesn't reflect what the Victorian model is.  Is there a point really and truly for this to be actually national standard and national   framework for people because you can move around because you're going to be stuck in the State that you're in. Like in England you're stuck in the county that you're in.  It's excluding your life and it's an exclusion.  How hard is it really, if we had national-wise laws pertaining to employment, work practices with employers, they change really quickly, the way the Howard and Rudd government put them in and out, change them so fast, this is a smaller group of people. A uniformed approach to self-managed funding, because that is that again portability and in a life that's so restricted and shut out from everything and it should be a starting point, so there should be like educating of consumers.
Portability is an issue and a need for - they talk about federal government taking over health. It's the same issues.  In terms of portability in England, it is portable in England.  The reason is because their national government has legislated that it has to be available in all places wherever you live.  The beauty of that, the legislation was passed by one level of government insisting that another level of government did it which is where we fail in Australia because we haven't got the set-up where one level  of government can legislate but another level of government has to do it.  If you're living in a county in England and you move, you've still got the same legislative requirements that that service be accessible.  You might have to rejoin the queue and fight and approach the people who find out who you approach, but basically it's a national-wide system.  That's completely portable. The legal threat was where the county sue for not providing accommodation.  Paid a thousand dollars a week for the year that they were waiting.  It's true, they  can dillydally, but they have legal requirements to prove   it.  We don't have that protection.  If I move to a different town or a different part of England, there's a legal requirement.

I'm just wondering if we start to - with the National Disability Insurance Scheme, NDIS, whether that’s  going to change the portability.  If the funding is more national and the system is strategically based at the national level, I mean obviously it will still be in agreement with the States, but do we think that's going to improve the portability?  I would have thought that it will.

I just want to quickly make a point that people with disabilities should be like everyone else in the respect that they move around - and get new jobs and move to other places because it's just like any other  person.

Support  workers need additional training in how to be patient with disabled people because there's a couple of workers who I've worked with and they have no patience or understanding for their work and you begin to silently question as to why they're in that job.
Support workers need to know more about health.  I find the health of my patients suffers and I think this would be an across   the board thing because the support workers don't appreciate that they're unwell or don't appreciate basic    health - preventative health measures.  They don't provide access to - their clients, I guess, fall on the public health campaigns that run.  For that kind of people thatneed decision making support, there is a major lack in that field and I think this is probably why people with developmental disability die 20 years younger than the rest  of us.  They die of simple things like pneumonia because hey're aspirated when they're feeding.  I think that group of the population, most of the people here seem perfectly  capable of making their own decisions with health, but for that group of the population there is a desperate need for health education amongst support workers.

There's a whole group of people in our society who live in group homes, who live in  boarding houses, who live in SRFs, who are subjected to on occasion bad behaviours by workers.  In those areas I honestly believe there should be psychological assessment  of workers because one of the things that I managed to get  into - part of the training needs to be about thinking, thinking inside the person, to develop a skill where you think inside a person, how they feel, how they might be - like it might be hot, I might be stinking hot because I'm working with the person, but the person might be there with  the air conditioning on freezing.  Thinking about that, how is it actually for this person and not for me because   doing the work.  That I find is what I try to instill into M's support workers, you might have to think about what might be happening with her and the capacity to do that.  You can be trained to do that, you can learn to do  that stuff.  Thinking skills is one of the things that I think they need to learn.

Overarching all of this is the United Nations Convention.  Under that is the Disability Services Acts.  That should be a part of the workers training as well.  These are the things that they need to know about the rights of people with disability.  They all know how their own rights are, and they learn that very quickly wherever they are, but they need to know what the rights are for people with a disability.
I also think there needs to be funding or some sort of initiatives for support workers to be able to take their clients out because a lot of disabled people want to go out like everyone else, but they have  overprotective parents.

There is no one size fits all  skill -set for all support workers because the people  they're all supporting are really different too.  I'm really attracted to the idea about the rights-based part of this education.  You can't make people adopt it, but you can make sure that they know that it is there.

Like many training courses there should be different modules. One person may simply need somebody to get a very simple  job done.  Commonsense like how to open a can or something like that, they should know how to do that.  Somebody else is going to need some signing skills, maybe, or somebody  else, like me, might need some real computer skills.  You can't fit those across everybody. What sort of way those support staff get the training I think is the next question, but to recognise that each client will have their own profile of requirements and the job is for them or the agency if they're dealing with an  agency or both, to get a profile that matches, but  perhaps it should all turn on that central thing to do with understanding how the person feels, that empathy thing and understand the rights-based nature of what this support is about.

They find it very difficult because they're working in a very social atmosphere and it doesn't look like a workplace, it doesn't seem like a workplace and you can easily get caught up in that wrong mindset.  But it is a workplace, they get paid very good money for what they're doing, and I would like a training course like you.  I don't know what training course was provided, but everybody is being very polite today, but let's face facts: we are talking about "tits and bums". Even to get to the shower and say "How do I wash you?"  "Well, how to you wash yourself?  Because I've got the same bits as you and they all need to be washed".  It's personal hygiene.  They don't see that you're wanting to have the same personal hygiene that they pride themselves with, or  may not. But we have our own personal pride, our own personal standard, and we'd like to maintain that, and the more questions, the more lack of commonsense, the more we miss out on. It's basic, basic stuff.

One of the issues I know with some people, if they're lucky to get a shower a week, there's a time schedule.  They have to fit a certain amount of like having a shower in a certain time, and if they go over that time, depending on the disability, that's going to impact. I was thinking in relation to I suppose more of an   incentive for support workers, if there is a wage scaleaccording to the level of experience and training they've got, so the more experience they've got, their wage scale would change.  So instead of having this hourly - you have that hourly base rate, but the more experience and service  they provide and their references, their referees being people who they have served not the service providers themselves, that's a way of bringing in some pride and control of genuine input from people that they've served. Teachers have that.

I think the cleanliness thing is also a health issue, but the thing about years of experience, I  think - I find anyway with the support workers I deal with my daughter, there are a few who know her very well and in my other work, there are people who know their clients very well, but they don't always succeed with someone else.  So years of experience with one person is not always as valuable as adaptability.  So you may have a person who has only had two years of experience but is very adaptable and that's a lot more valuable than a person who has been providing support for one person for five years.

From my area it's probably more an advocacy  issue and support and translating.  So explaining what's going on and teaching independence because deaf people can see, but they may not always understand the language, the   English language.  There are variants of that, obviously. I work with a different range of people with low language or maybe even they're blind and deaf as well, but they obviously have different needs.  We need to respect what  their needs are.  So I find I need to train up the staff to do that.  We're a very small organisation compared to some of the other organisations that you're talking about, because the needs are quite different. When you're looking at deafness, there can be challenges with just going to the doctor and approaching the doctor.  Sometimes there might be some deaf clients who don't have the confidence to go and speak to a doctor.  They want to tell them something but they feel like they can't express what it is that they need to say because it could be due to limited language or limited education in their early years.  So a support worker can come along there and I look at where they're at and making sure that I come down and I understand what their needs are and what they require from me and then also explain to them in different ways until they understand what the full picture for them is and then express that.  Obviously, in between the doctor and the client. Sometimes it takes a bit of time to get that across, so that they can then develop their communication.  Sometimes even through the interpreter so the interpreter might also be there as well, and also mental health with clients, there's huge issues with that.  It's not a clear picture, but there's a strong need for that.  Also in hospitals there's a major issue within hospitals.  If a deaf person is in a ward, when the doctor comes to see that deaf person they think oh well, they won't need an interpreter that's all right.  They try and get by.  "Don't worry, the nurse will look after you", but if you're the deaf person "I want to know what's wrong with me.  What's going on?"  That deaf  person might not have the confidence to say "Stop, I want an interpreter".  So sometimes if we're able to be there we advocate to the doctors and nurses saying "We need to have  an interpreter", or a relay interpreter there as well  sometimes.  So an advocacy level which is different to the needs in this room.

I think it's important if you see somebody with a disability that you know the agency or the organisation that you can contact that - who might have some understanding of what supports this person needs and  not to just rely on another hearing person saying "I'll do it, I'll teach, I'll get by.  I can do it", because the difficulties there for the deaf person aren't there.  They  need - the person in the support role has to have those skills and understand the skills to be of help to that deaf person.  It's a very difficult question to answer. They need somebody to then physically sign or translate what's on this piece of paper or if there's a workshop environment where you can talk about a particular issue that would be - like maybe for a hearing clientele you do that for deaf clientele so they can all relate to what's going on and all discuss that within this group environment, but the answers and the questions are usually the same within the hearing or deaf environments.

All of us want people with different skills or different level of skills, and it's about matching those people up  with the right people that need those workers. Rather than train everyone in everything,  have a database on a bank or somewhere online where you can go and look at profiles of workers and they can list their profiles they have skills, they have good cleaning skills.  Obviously it's only what they're going to say, but at least it's a starting point. They might have Auslan for example, they might have worked with people with intellectual disabilities.  At least it's a starting point where we can get an idea of what is the right person for the right job that we're doing at the  time. For example, sometimes I would not take the person I work with at home that does my cleaning to a conference with me in Melbourne because while they're very good at doing what they do in the house, their social skills are not appropriate unfortunately.  It's a fact of life.  So if you can look on this database and pick people that had management experience or experience in customer service or something, then at least you know you're going to have somebody more fitting.

The whole lifestyle, leisure style, work style issue again.  For example, T. always likes to ask people what they're like with a hammer, a saw,  a screwdriver, what they're like at wheelchair maintenance.  No-one seems to be talking about the skills that people need to help maintain wheelchairs.  Just doing the every day blow up the tyres, fix the puncture, what have you, and  the use of other sorts of equipment.  That hasn't seemed to be something that's been raised by the workers and yet it's critical that people know about the pieces of equipment  that you use and how you use them and why you use them  Hoists, shower chairs, communication devices, all of those things in some way there needs to be some learning about equipment. Then there's the lifestyle issues about your social stuff,then there's your leisure recreation.  There's no point in having someone take you to the football to have a really  nice day at football if they hate football.

I think that the Companion Card is a good thing for individuals to have where they're going to need to have support when they go out and do things, and if people don't  know about Companion Cards, then we need to get some   information out there because it's something that enables  workers to go and support people without there having to be that increased cost.

I often think it would be useful to have feedback from people who use that worker. Testimonial sort of stuff. That could be really problematic because if you hated that person, you would get back a bad review.  If you hated that person you wouldn't necessarily paint them in a good light.

Two people may share a PA.  You mentioned someone -may have a problem with turning up on time or you have to remind them to do little things and if that were shared between us, not only what the problems were but how you've solved it or how I solved it.  It's about getting an overall picture of the skill set of the worker.

I have had heaps of workers in my life and I think when you meet someone, when you meet a newsupport worker they have to get used to your voice and what you like and dislike.

A skill from the worker's end of the kind of right relationship that you want.  It's that - and it involve  the service recipient as well.  In developing the right  relationship relating to the individual and creating the right boundaries without being too impersonal or too intrusive. It's quite a fine balance.  Some support workers have really got that down pat and that's part of adaptability and listening to you and seeing it's about what you need   and they're to support you.

The workers profiles skills database I think that's good because if they're accessible to everybody it means that the skills that some people are  needing that is not provided in this package, like computer skills or Auslan skills for other things with in-home support, there's an opportunity for those needs to be met, but at the moment they're not being met.  There are  situations where I've needed an Auslan interpreter, like in court, and other times I don't.  It just depends on what is going on .I don't always get that because I mimic speech too good,  but if there's a database it gives me the flexibility   see - like one of my support workers learnt Auslan.  It was  great.  When I couldn't find the words I could sign it. Data skills base, the profiles, I think that's a brilliant idea. I do know that there is a program called Access Aware that is a database of accessible businesses in a given location that creates a win win for everybody and it's a similar thing.  If there's a skills base, a database accessible for people - support workers could pick up extra work too.  I think it's just a win win and it gives you control.

In relation to good support workers, the good one is the one that checks on everything, they put themselves in your shoes and they recognise what I'm able   to do and "Oh, that's in the wrong place, I'd better put iin the right place".  Those are exceptional workers andthey're not all like that.

I think what's really critical is that people who are going through whatever training are taught not to assume and to ask.  So when in doubt ask is something pretty simple to teach and if they are starting with a new consumer, to actually start by asking.  You know, if you get someone in the shower, "How would you like this done,  what would you like me to do?"  It doesn't matter whether   it's in the shower or whether it's out in the socialsetting or I think getting people to ask is the first step to opening up that dialogue and the rapport between the consumer and the worker.
I'd like to give an example of a male support worker who came to me one day and I had a dignity towel, I like to be covered at all times.  This support worker brought me in, took the towel off and I said "What are you doing?".  He said "We're both males here.  You and I have the same thing".  I said "I said we’re not the same.  If you think we’re the same way, drop your pants.  If you drop your pants and we both are naked then we’re the same", and he put the dignity towel back on me. I think these are examples.  They just don't get it.

I think that what needs to be trained or taught is that these things will be necessary to be a support worker, and then when they go into their support work they go in expecting to become adaptable because they're taught that that's going to be necessary, understanding that they will need to look from the other person's point of view and new skills will need to be learnt with each new client.  So that when they go  into the job, they know that these things are necessary.

The other issue for support workers with training is that if you ask people with intellectual disability, and the studies have shown who their friends are, initially it's their family and their family's friends, and then it becomes their support workers and their acquaintances.  So for the older person with an intellectual disability they do view the support workers as their friends. The other thing that they need is to understand the needs of the intellectual disability to train that there is the issue of grief for those people when their support worker leaves. That's I don't think necessarily an issue as much for physical disability, but the way we trained our supporter, we had one for many years who took our daughter out.  She had a whale of a time and then she got moved.  We had to explain to our daughter that it's not something that she has done, but she had lost a great friend.  We can't drive through Murray Bridge without our daughter calling out for the names.  This is five years on.  We insisted with the next support worker, that if she took  over that role, if she would be changing, we would want some years preferably, or at least some months, of tailoring down the services so our daughter could get used to the change. So we learnt from experience that we had to teach our support workers that, and the issue for people with intellectual disability with support workers is avoidance  of grief because for them they are their friends.  In spite of what everyone said here about maintaining a professional relationship, it's different for different disabilities.

That's another thing that those workers need training in is the stuff about friends, when they're a friend and when they have to pull back from that friendship.  That's a different line again, isn't it.

How I work with M. and her support workers is I work by example, lead by example.  If I've got a new worker there, then I'm showing what M. needs to have done, what she doesn't need to have done.  I talk them through it, I explain how things are done.  I speak to M. about why I'm talking this person through it, even though she may not even give two hoots, but I don't know what M. takes in, so it's her right to have that explained to her even though she may not understand it, and it also makes the worker more attentive to what they nee to be talking to and with M. about while they're working with her.  I find that's really important. My attitude and the way that I am with M. Hopefully that rubs off on people that work with her.
I can't show them how to lift me and what's going on behind the scenes of whether they're bending backs or whatever.  I don't know how to train.  The  training should be done by persons with disabilities. They're meant to have been taken from Flinders University. I still haven't got my masters in disability and I'm 55 years old.  I've done more study than I'll ever do. Let's take it away from Flinders University.  They're not the right trainers for this sort of area.  I'm not too sure whether - apart from certain modules, I'm not too sure

whether it should be formal training.

Maybe we're talking about an awareness day where people go and talk about what they expect to happen just to give a person some ideas of what we are actually looking for and then the individual might even, God help us, might even receive the money to be trained, to train the PAs themselves.  I've been saying that for the last 25 years.  It still hasn't happened, but I'm of the firm belief that  everybody in this room has skills to offer and skills to train a person to do whatever they want done their way.  It's just a matter of developing those skills.  I think training should be focussed more around the customer.

One is the formal kinds of training that we're talking about here can be  fairly minimal, but it's got to be really selective and  it's got to focus on empathy, rights, adaptability, problem solving, those sort of things, and it's got to be delivered  by people with an experience of disability, either themselves or their families, and by people who are competent trainers who can gain the respect as trainers, not tomorrow clients and today talking to you on the teacher's side of the table, that will enable those PAs or support workers to be in a role to feel that they are actually learning from a person who they always thought was in a client category but now they know is in a human category.
I've come across people before that have been working, support workers or PAs, for years, and they may say they're qualified and they have skills, but in actual fact they've probably been working in houses or in homes,  people that don't have the skills to show them or to stand up to them or to deal with management on how to direct their workers. I really think there needs to be some training for some people in their own home on how to deal with conflict resolution, how to direct your worker because a lot of people that receive services at home have come straight from institutions, perhaps, or from their own family home and they're quite timid, perhaps, or their worker might come across as quite a bully and they don't have the balls to stand up to them.

Some of the families  take what they can get because that's all they can get and don't know if they can ask for better.

 I really think that there needs to be some  training.  Peer training, perhaps, for people with  disabilities on how to manage your workers.

I think it comes back to a lot about  respecting people, how you would like to be treated because at the end of the day if they were the one who were in the   position, that some people with disability, they will want to be respected as well.

I know in  the past that teaching people how to use communication devices and communication boards, teaching PAs how to change tyres for wheelchairs, or it might be other bits of equipment.  The DIS course around disability, and that's a part of the attitude and that's a part of the values base and it's a part of all that respect and dignity.

One of the things that sometimes happens in our household when people first come in they go "What did he say?". "Well, you know, his name is T. and you ask him to repeat what he said", or sometimes he doesn't get a "he"; he gets a "they".  "They're a lot of hard work, aren't they?" I just turn my back at that point.
I think there's a whole different range of skills needed from in-home to the stuff about community and I think that the language issue is really important, I think - let's say equipment etiquette, whatever that is.  It might be about a  cane, a walking frame, a communication device or whatever,   it might be about sign language and it might also be about guiding. I'm particularly bad at guiding people who are blind.  I know that.  I say the stupidest things sometimes.  I remember once saying "Oh, there's a thingy there" and the person said "Oh that's really helpful.  What shape is it". "It's sort of like a drain".  "Shall I proceed or not?"

I don't think anyone knows about everything about disability, ever.  Ever, ever, ever, because it's an ever-changing issue.  One person with one disability type is not the same as another person with that same type or  level of disability.
I think there needs to be some training around accessibility and what that means in the community, whether it's about being the person who does the communication or standing back and let the communication happen with the person who's the service user.  I know for myself I used to heave and hoist and put my back out and leave T. on the footpath wherever he is.  By me getting Trevor up, that's it. I think those sorts of issues in the community might not be the best example of that, but I think that's the sort of issue that people need to be trained in if they're going to do community inclusion sort of work. I dare say if people are doing respite, and depending on what type of respite that is, it could be a completely different set because you're probably going to be doing it 24 hours a day, not your two-hour shift, depending on whether it's like a 24-hour respite-type place. So I think depending on the type of work it's a different set of skills.
I think the main thing is that every person with a disability is an individual and any worker that comes into your home is an individual and that training is a very complex thing, and I think it's often underestimated  how complex that is, and what is really important is to get the right match between the person and - well, between the  two people.

You come across a lot of different disability but no-one can ever just assume what your wants or needs are.
I think the main point will be that the individual is the person who's receiving the service.  You are providing a service, that you knock on the door and that's what you're providing when you go in and you're getting pretty good money for providing that service.  So that's what to keep in mind, that you're only working for that one person, the one person in that house, they are important people and yeah, it is very consumer-focussed.

I'd have to say the centre point from where I come from is that disability is not a lifestyle choice and it is extremely personal.  Therefore, the training, the initial formal training is by the beginning  point and from there on it's continued value adding.  The  training needs to be a lot more consumer-centred.

The person providing support is a valuable person doing a really valuable job, and really valuable job is that while they're being employed, they enable another valuable person to do another valuable job.  The skills that may be related to a particular type of work-based support they're providing, I think can be learnt in different ways.  Maybe from a formal training course, but most I suspect on the job.  The critical thing is that they know when they begin this career that they're going to have to be all things that we've been saying: able to be adaptable, able to and those sort of things. I think it's partly training and it's partly making sure that the two valuable people in that support relationship actually have ways to work through problems that they might have either with each other or the actual nature of the job or whatever.  So there needs to be a support structure both for the paid support provider and for the service recipient to resolve not necessarily but sometimes conflicts, but points where the service skills run out and you need other service skills as a worker.  So I guess it's just a bit more than the just the training; it's the support structures that surround those two important people.
I'm very concerned about the people who live in group homes, who live in institutions. Our adults with intellectual disability are not covered by mandatory reporting.  There's no monitoring, there's no qualitative - there's nothing. There's no safeguarding.  The people in aged care have mandatory reporting, children have mandatory reporting, our  adult sons and daughters that live in these hell holes and the workers that want to do the right thing are not protected when they do the reporting.  They need to be covered by some legislation that enables them to do their job the way they want to do it without some other mongrel  slashing their tyres or knocking them over the head. That worries me. I'm protecting my daughter.  She lived in an institution. I know what I'm talking about, 18 years of it.  I think about all those other people who are not protected and the workers who want to do the job properly and who are also not protected.

My daughter is 28 and she's bored silly if she is with me. She wants to be with someone else so I don't consider myself an overprotective parent.  I've got four daughters. I don't want to know what they do with their private life. I particularly don't want to, but I want for my daughter  who can't talk and can't report, I want someone independent to witness her life.  I want someone to be able to say "Yes, she is living not only a good life but she is not being abused, she is not being molested, she is not being robbed", and I want someone independent.. I don't want it to be me, frankly.  When I'm with my daughter I want to have fun.  I don't want to be who did she go out with, is she having sex with the bloke in the next room?  I don't want to know that, I don't want to know   that with any of my daughters.  I want someone, some process where there is an independent arbiter, monitor, someone to say that shouldn't happen.  Rather like the primary practitioner in Victoria who assesses restraint. The number of times I'm asked to provide chemical restraint for someone who is acting out because they are bored silly or frightened or angry or just frustrated, this happened on a daily basis, not a weekly, a daily basis, and I don't want my daughter into that system. I want someone to monitor from outside, people like me and  other service providers, to make sure that doesn't happen. 

I'm not sure how you get the supporter to think the same as you, he is supporting you, he's not going to think like you, and you can't - they have to be trained and that's what comes is a guy from India, a guy from somewhere else, a guy from Kenya. You need to have an empathy between  the two of us.

People with disabilities receiving services shouldn't be afraid to speak up, to take - if there's service issues to take it up with their agencies, put in writing, keep it simple.  I think the agencies will look more favourably.

They  (Service Providers) need some training around it's okay for clients to complain.  They need to be really highly aware that you are able to complain and that you will complain.

I think some clients are afraid to complain because of the repercussions with services.

You need to be careful because as soon as you complain and that person finds out you complained, you're in shit.

I never used the word "complaint".  I use  "service issues".  I've never used the word "complaint" in any of my correspondence.

We use the term "service issues" rather than "complaint". As soon as you say "complaint", for consumers it's retribution and for the department it's "Oh my God, I don't want to hear about that".

I think there's some fantastic support workers out there or PAs out there.

I think it's important to match the right people with the right people, if you know what I mean.  Not just in their own homes, but it's also important to make sure that they're going to fit in with families as well, and partners or whatever else is in the house.  I think it's really important that we've probably touched on a bit there, the people that uses the support worker have the   confidence to say "No, this is not working out.  We're not compatible.  I need someone else", and then have some way of finding that right person for that particular job because a lot of people won't speak up and they think that    "Oh well, I should be grateful for what I've got", but it's their right.  They've got to understand their rights.
There are a lot of great support workers out there.  However, I lose all my best workers because of the tax.  Some of them have to take a second job, taxed to the hilt.  That is a big issue. Some might work for four agencies.  They get taxed on the first one, and the second one they get taxed more because that's classified as a second job.
Letter Submitted as Part of Consultation

EDITED COPY OF MY SERVICE ISSUES TO CARE AGENCY - FOR YOUR INFORMATION

 I have the following concerns in regards to substandard services being offered by your organisation XXXXXX

1.        EVENING BED SHIFTS

 There are no provisions for clients requiring services after   9.30pm at night. I lead a very busy lifestyle actively involved in  committees and fund raising activities assisting persons with disabilities and various charities.
 Your continuance with the rhetorical response of “We have rung around our support workers and there just isn’t anyone available after 9.30pm” is a convenient cop-out for anyone requiring later shifts.

 It is totally unreasonable to have a cut-off point of 9.30pm nightly for all clientele.

Your organisation needs to urgently review and address this anomaly.

As persons with a disability it is not unreasonable for us to expect fair and equitable service needs that promote social inclusion not exclusion.

2.        OHS ISSUES WITH SUPPORT WORKERS

Our homes are now deemed as workplaces.

 I have issues with support workers with dress code issues.

Some workers are turning up to work wearing lengthy track pants that drag along the floor and open toed slippers. I have seen workers trip over their track pants and slip in wet areas with inappropriate footwear.  Luckily, no one has incurred serious injuries.

You do need to follow up appropriate dress code issues with your support workers.

3.        SUPPORT WORKER LACK OF TRAINING

 There is an apparent lack of sufficient skills in key areas especially for persons with disabilities with higher level needs eg: slide board transfers, when and how to assist in transferring, lifting machine skills, dressing clients, bowel/bladder assistance and etiquette etc.

There are also important hygiene issues that do need to include minimum standards in regards to proper cleaning and maintenance of toilets, wet areas and client equipment. It is important that support workers are appropriately trained to maintain such standards.

There are support workers turning up to work totally unaware of my needs and requirements either ignoring or just unaware of individualised and comprehensive care plans drawn up by your agency and unique to each client.

I am also astounded at the number of support workers sent to me who cannot perform even the basics such as ironing, making beds properly or simply maintain living and wet areas to the standards that I require.

 Persons with a disability continue to have lifestyles and choices compromised to that of lesser human beings with the deterioration of support services.

Perth Consultation

Too young to get HACC services or Commonwealth Respite.
Not given information. Information often found out from other people with disabilities about accessing support workers and what they can do.

With some Service  Providers left hand doesn’t know what the right hand is doing with regard to sending support workers. For example the computer may have information about what the person with disability requires but the person rostering doesn’t read it

Information doesn’t get passed down the line to relief workers
Income too high to get services – wants to change rules to be in line with seniors.  The Service Provider doesn’t listen to you.  Have problems getting relief worker.  The Service Provider has issues with requests for support and providing support.  The person allocating the shifts doesn’t take notice of the times I need my shifts.  Have a better result with Disability services funding.  Better communication.
Some support workers don’t listen
Parents organised for daughter to move in with 3 other girls who had 10 hours of support a week.  When they moved in together the hours were reduced to 10 hours in total for 4 girls.  Hours changed for daughter that meant she had to leave work early to get home in time for support worker.  Time taken out of her package for team meetings and fire drills etc.  Lobbied for disaggregated funding after 14 years of service.  Staff turnover in support organisations is high – people with disability trains new workers as they come – had to do it every night of a week which was very stressful.  Carer may not come on time because administrative error or change in shift.  Cancelling service for a special occasion can cause a flow on effect with shift – need to be very organised and have shifts booked at least 2 weeks in advance.  When changing from one Service  Provider to another the first provider stopped service 2 months before end of contract whilst still being paid for service.

Staff don’t turn up, or change or 2 people come at the same time.  Regular carers will contact people with disability and let them know if they would be late.  Got funds for care but still needed to wait 2 months for service to start.

Service can’t be used for social things or shopping.

When husband went to work could only get respite and couldn’t use funds for other things such as home help.

People with disability who work need to be home to get home help.

Service  Provider only employed social trainers – Will come to train person with a disability for example to cook an egg in a microwave.  Come in and say I’m going to train you to cook an egg.  Other service employs support workers and who ask her what she wants to do and sit down and talk to her about things.

Don’t know what training support workers have.  Parents need to tell the Service  Provider what activities to do with people with disability.  Needs to be an element of trust of people with disability to be able to tell people what she wants.  Needs time to build up a relationship and often this happens then the SUPPORT WORKER leaves.  Causes a lot of distress for people with disability if carers don’t turn up.  

Service  Provider staff should know more about the people with disability and their family to find out what they need.  Service  Provider give false impression that they give a quality service – don’t deliver services they say they do.

Mismatch between glossy brochures and what services we get.
Organisations give false impression that they are giving a professional service but in reality they don’t
Wanted to get into a centre to do art but wasn’t allowed to go.  

Daughter was reported to have been to have 30 medical appointments but hasn’t been to any as reported.

Service  Provider fabricates reports on services provided to people with disability.

People with higher support needs are put with people with lower support needs and this can water down services.
People with disability should have input into what services they get

People with disabilities are boxed into silos of just having one disability. If they have multi disabilities there is no understanding of this

Workers aren’t replaced on public holidays if they go on leave

Once a support worker had finished their shift early with someone else and wanted to come around two hours early to next person

When parents complained about the service agency didn’t like it 
80% of funds for services is spent on administration.

Language that people use – “putting the person to bed” rather than using people’s names.

Multiple disabilities – no resources in community for support to live independently. 

When complained about a SUPPORT WORKER then went without service for a number of weeks.  

Issues with getting SUPPORT WORKER on public holidays.

SUPPORT WORKER – I’ve finished my shift early can I come now – no because I’m not going to be home for 2 hours.

We will take you on but don’t have support worker at the moment.   Take on Service  Provider for but didn’t get full service for 2 months and then was receiving inappropriate services.
There are terrific people

Staff turnover is incredible

Support worker doesn’t come on time

It’s difficult to have a family occasion when you have to organise support workers in advance

Quality of support workers is Service  Providers fault

Difficult to get support workers to help access the community

Rigid interpretations of what support workers can do

With some services need to be at home before support worker will come and do housework

Organisation doesn’t say what training support workers have

Organisation has a good policy of not sending in untrained workers

Just when person with disability starts to trust support worker they are moved on

Service  Providers should be aware of what each person with a disability likes and needs

What are the skills disability support workers need to support people with disabilities?

Cert 3 & 4 through TAFE.

Service  Provider providing specific training for client’s needs.

Partners in change course WA

Learn skills in interacting with people with disability
Can relate to people with disability, listen then take direction

Service  Provider Coordinator knows and understands the needs of people with disability.

Good communication with Service Provider.

Team approach at Service  Provider in a formal way at all levels.

Learn OHS techniques for doing household tasks such as vacuum cleaning.

Home help person came to work in high heels to clean shower, vacuum floors and clean shower.

Volunteer driver went through red light and wasn’t familiar with Australian road rules.

Gap of 6 weeks in service when moved from one suburb to another and no review of service.

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

If there’s a willingness of Service  Provider to hear from people with disabilities and meet their needs.

The coordinator provides reports on services and gives opportunity for review.

Go back to having the option of managing your own services.

Community support is a good thing.  Parent concerned about what will happen when they are not around to assist with planning of service.
There is good communication with agency. “We never felt that there was a shut door.”

When needs change coordinator comes out and discusses

Needs to be regular communication in case needs change

Service  Provider has good team approach. Workers pass on information to each other.

Let people organise their own support when they want to 
What has not worked and why?

Have to paint the worst picture possible to get support funding.

Quality is the question
What would assist in workers being retained in the sector?

Better pay.  Divert money from people at the top to the SUPPORT WORKER.

Look at Disability sector like a government department where you can have portability of entitlements from one agency to another.

Casual staffing arrangements seem to be a better option for flexibility of service.

Provide bonuses to good workers.

Communication – agency told a support worker that person with disability funding was being reduced and the support worker took another job.  

SUPPORT WORKER – get to a point where they are not being challenged and they want to move on.

Staff need to change due to health or other reasons.

Can be issues with SUPPORT WORKER’s geographical regions  - ie worker can only work within set boundaries.

Workers need variety in what they do.

Need a mix for workers of high and low support tasks.

Everybody is unique – one SUPPORT WORKER who is right for one person is not necessarily right for another.  If they have a good heart and well meaning people and take their job seriously is half the battle.  The pay is so low that’s there’s not many people out there.

Regular contact with people with disability to see how support worker are going,   need to be reviewed.

Parents need to “get on the back” of Service  Providers if support worker aren’t providing structured program.

Service  Provider should have case conferences that find out the needs of people with disability.  Service  Provider too busy and can’t do all the things that need to be done.  Service  Provider trying to balance their budgets.  Service  Provider need quality control.  Private Service  Provider out to make money and corners are cut.  Bulk funding – if Service  Provider receive funding for one client why should it be used for other purposes.  

Service  Provider are putting PEOPLE WITH DISABILITY packages together to be able to provide services.

Can’t get information from some Service  Provider about how much of my own funding is left.

Pay support workers more.

Better assessment of SUPPORT WORKER capabilities.

Policy of Service  Provider on boundaries of SUPPORT WORKER means that good SUPPORT WORKER may not be able to continue with people with disability.

Values and attitudes of SUPPORT WORKER that makes then good or bad

Service  Provider ability to sum up the needs of people with disability intuitively– if worker comes in quietly and interacts with people with disability the reaction can be different to person who comes in and is loud.

Empathy

Ability to listen in an intuitive way or directly.

SUPPORT WORKER arrived and when door opened the SUPPORT WORKER jumped back and screamed because she didn’t know the person with disability was in a wheelchair.  The SUPPORT WORKER had a hearing impairment and Service  Provider didn’t tell people with disability which caused communication problems until person with disability found out in another way.

Service  Provider employed newly immigrated to Australia which cased communication problems for people with disability and support worker.

Commitment and interest of SUPPORT WORKER.  SUPPORT WORKER joined an organisation to do calligraphy with client with people with disability 

Kind, Loyal, Honest, Integrity, openness, ability to assess a person or situation and not be judgmental, Trust, confidentiality, 

Competition around funding can cause competition for support worker.

Ability to be able to pay for SUPPORT WORKER can determine whether you can get the worker.

PEOPLE WITH DISABILITY vulnerable

Access for women with disabilities to health services report highlighted the lack of SUPPORT WORKER to take women to medical appointments.

Transport – support to access to transport to be taken somewhere – because it can be a small amount of time.  

Hard to access for SUPPORT WORKER for recreation.

The little issues of support can not be included in support packages.

Culture of competition around funding has led to competition for support workers. Will go to people who can pay more

Worried that they may be seen as racist when refusing workers who have limited English

“... brilliant, kind person who would do anything she was asked.”

Loyal

“There needs to be consistency if you’re going to deliver a service.”

Honesty, integrity

Can’t be sloppy about things

Awareness of different cultures

“openness – being able to assess a person’s situation but not being judgemental”

Confidentiality, trust – not going to your neighbour and telling them what’s in your home

Gaps in rosters sometimes leads to loss of support worker

Values and attitudes important

Intuition

When they walk in being able to assess what people might need

If someone bounces in and is all over x disaster but if someone comes in quietly it’s much better

You want them to listen to you

Don’t want someone who puts you down

Listen intuitively pick up vibes coming from person

If organisation receives money for a particular person why should it be used for another

A lot of people just want to come for a chat

You can’t specify exactly what makes a goog support worker

Good heart

Well meaning

Takes the job seriously

Because job isn’t paid well often don’t get good people

You need to speak to Service Provider and give feedback when worker is good, whether attitudes are good and if they turn up on time

Agency didn’t give worker my directions

Lack of accreditation of organisations

Needs to be better matching

Agencies are running to catch their tails

Need to be homewise

Awareness of other services is important

Need to be able to vacuum according to ohs

In some circumstances support worker shoul report abuse

One person came and sat in front of house and couldn’’t see what else was needed

Every person is unique

Team approach is needed – guided from the top down

It comes back to the head of the organisation

When workers are not challenged they move on

Support workers need to be stimulated – they don’t want to hear the same stories

People move into other careers

Health caught up with one worker

Workers need more variety

Look at disability sector as public service

Portability of entitlements ie long service leave is needed

Some people can organise their own care

Melbourne Consultation
There's problems to do with your relationship that you have with your coordinator.  If you haven't got a good relationship, then you don't get the carers that you need, and the caseload that the coordinators have and whether the rounds they have affect working properly, then you're not going to get the support workers.

I suppose a couple of issues for me.  The lack of funding for support services and also the flexibility of  using different providers.  At the moment I'm locked into my local council and so I'm not on the DHS scheme, but the council can only provide X number of hours for me, but I'm fairly much stuck to that particular area.  So I can't move.  I could be eligible for similar services in other councils, but I may not be as eligible for the same amount of hours that I am there.  So I can't, as I said, I can't   move.

Over the years it's been problematic to find support workers.  The council provide most of my - provide all my morning services, but my evening services are provided, the council get funds -  get services through Southern Cross and it used to Silver Circle.  At the moment I've got regular people who  come in and they know me and they know what I need, and I've been able to show them what to do so that's good but there have been times where just anybody could turn up, and although you don't mind training new people, because we're having new people all the time, it can be a bit difficult,  particularly when they find it hard to understand what you say.

I think there's a greater problem when you have a short shift of about an hour.  If you're lucky enough to have several shifts that coincide one after the  other, that works, but in general a lot of carers are coming out for just one hour and that isn't always viable for them and this means that for the ones that are doing it, are really doing it because they care about their  clients they're working with, not about the financial  compensation that they might get, and these short shifts  are probably the area that is probably the worst.  When you have got a certain number of hours a day and you have high needs, then you're going to have to use a number of one-hour shifts to be able to make your routine work. They don't get recognised for the skills developed over that period of time that they're with you, and until that's addressed, I think we're going to have trouble.

We depend so much on agency and casual staff. Sometimes it gets beyond the joke. Some of them are good but some of them are real dickheads!  Excuse my French.

On the subject of agency, if they come in  cold and they've never been to your place before, the family member takes the lead role and does a good 70 per cent of the workload, so it almost becomes to the point where it's not worth having them there, but on top of that a lot of them who don't have English as their first language, it means that when you rely on verbal communication and you can't point, then you really are at a  disadvantage when the English isn't up to scratch. This doesn't matter as much when you work with them on an ongoing basis, but when an agency rocks up and they don't speak English, it becomes doubly problematic.

I think that there's sometimes too much emphasis on obtaining certificate 3 and 4.  The skills that attendants develop are the ones on the job.  They're the  ones that we utilise, they're the ones that are meaningful to the client as far as I'm concerned, and each individual client requires a certain amount of training that they put forward to their attendant to build-up those skills, and that doesn't happen overnight, and if you're high-need and you may have a trachy or peg feed, all these skills the attendant develops over years to the point where they can second-guess what you want, when you need it and you're using maybe one word to describe what you want and they know from that one word the four or five things that need to take place, which reserves your energy. When you get someone who, it doesn't matter what education level certificate they've got, from the minute they walk in the door they are useless to you until they develop a relationship with you and know what you need and know your particular problems and how they can assist you with them.

I suppose most, or these days most seem to have either certificate 3 or 4, which probably gives them a background in the sorts of things they're going to have to do, but each person is quite different in what they need and what their physical needs and also what they need done. So I think it's not until they actually get to see the person that they can work through those issues with them. Some people have some very high complex needs and others not so much, so it's really a matter of the person, the support worker when they're coming along and finding out what they have to do and being confident that they can do that there by themselves. I've had support workers previously who haven't been confident about getting me to bed and putting my mask on and my ventilator, and yet mine is probably a much more simple process than a lot of other people.  So it needs people to be confident and flexible to take up those various jobs and be, as I said, confident about doing it once they've learned to do it.

Support workers need skills including seeing the individual as an individual. I’ll come home at 5 o'clock in the morning after a night out and they need to be flexible for that time in the morning.

I think what works for me is developing relationship with the carers themselves and bypassing agency to an extent because the agency is so pre-occup and overloaded with work, as in the numbers of clients per  case manager, that the case manager can't really deal with day-to-day situations. So if you end up developing a relationship with your carer, then you work directly with them to fill shifts to the point you are bypassing the agency and maybe informing the agency after you fill the shift, because they've left it to  the last minute and actually then can't fill the shift.  So if you aren't proactive in filling those vacancies with your own carers, then you'll end up having agency because  no-one else can do them.
I have looked at the employment side, but there are so many aspects like insurance cover and training that the agencies do, or are supposed to do and don't always do, but it becomes a bit prohibitive, so my alternative is to do what I can, but what would be nice is if you were compensated for the amount of cost involving phone calls and other areas that you actually take on because the agency has failed to live up to their side of the bargain.

My services are through the council, but they outsource the evening services through the Southern Cross and Silver Circle. I suppose the model has improved quite significantly.  In the beginning it was very difficult for me to get an early enough service for me to get up to go to work and then in the evening I was - I had to go to bed by 8 o'clock in the beginning, and that's now become more flexible to the times that I need, but I suppose the problems I have is the - with both services is that I'm not always sure who's going to do the shift, although I do have my regulars, and if a regular can't be there then I certainly don't know who is going to do the shift until the person comes.  So it could be a person that's been to me before or it could be somebody new. So I'm never really sure.  I'm never sure who's going to come. I didn't accept that I couldn't get an earlier or a later shift.  Then with the Kennett Government require everything to be outsourced, the council did a complete review of their own services, and when they came back to providing those services in the future, they actually provided them to the times people needed rather than the times that suited the workers that were in those services in the beginning.  Particularly the council services, they were more structured around when people wanted to get to work by mid morning rather than providing services in the early morning, and then again at the other end, for providing people at half past 10 or 11 when you wanted to go to bed rather than having to go to bed at 8 o'clock in the evening.  So there was a big change, certainly a change in attitude by the councils as to their providing the services, and then that followed through to the sort of staff that they employed in those services that needed to be available earlier to do the services rather than later in the day.

When the time, like when you said you had to go to bed at 8 o'clock, it just brings back those times from being in an institution, do you know what I mean? When you haven't got your own say on what time you want to go to bed.

Yeah, that's true, particularly during the summer. Some people might go to bed and watch the TV.  When I go to bed, I put my ventilator mask on and I would try and go to sleep.  So in the middle of the summer it's still light outside quite often when you go into bed at 8 o'clock in the evening, so that certainly wasn't suitable for me and I  did all I could to change that particular way in which when the council outsourced the service that they had to provide  it at a later time and not at a time convenient to them but  a time when I wanted to. So as I said, when the council came back after Kennett, with the commitment to provide the service was certainly my requirement of them that they needed to provide that at later time, and certainly in the morning at a much earlier time so that I did get up and go to work and arrive there when everybody else arrived to work.

It is all right there (in a group home), but it's got a long way to go, and I think people's attitudes has a lot to do with it. Some of the carers still are a bit patronising still after all these years.

We are working on projects for ventilator uses, a number of group houses at Thornbury, and one of the things we're finding and with respite there, one of the things is the rules and regulations that start to be applied when the more formal structure isn't, particularly as you move away from your home, and one of the things that I find from this service that we have there is that there's always a resistance from staff to do particular things that may be out of the normal or may not suit them at a particular time.  Because Yooralla run the place they have  a whole set of rules and regulations that they need to run things by under the guise that they're filling the procedures put to them by - through DHS, but some of the things they're very inflexible about, and say medication, a medication issue where at home giving medication to people is much more flexible than what it is in these sorts of group homes where they feel as though they've got to tick every box and cover themselves for any legal eventuality that may happen, and find that that's one of the things that unless we're constantly vigilant about it, things slip back into a very institutionalised way of organising things, times people can get up, times people can go to  bed, move things around when it's more convenient to staff rather than people's choices about when they do things.

It is the more formal the structure, the more organised and bureaucratic it becomes.  That would be common to any of a large  disability service providers or even the other organisations that run the various agencies, in that whe 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 if not to do things and particularly not to do things when you need the  done, and I suppose it's the - there's certainly a big difference between getting things done in your home a getting things done when you're in a group house, but 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, but it may not be what they've been told that they're going to be doing. 

I've had to submit to the council a whole range of things that I need done at particular times when they come to assist me.  Say in the morning I might need a shower and I need assistance with breakfast, but if I choose not to have a shower that day or if I choose to have a shower on another day, that then becomes problematic to the person that comes in to assist because they haven't been told that they're authorised to do that for me, and so I need to talk  to them about those sorts of things and I need to particularly talk to the council workers, the council organisers, about the sorts of things that I need to be done. I mean if someone comes in and they could do a whole range of duties and I don't need to be there, but I need – on that particular time I might need specific things done that mightn't be on the list and I might want those done first, and so it's very much the provider, council or agency needs to instil in the workers that when they come to assist me that I will let them know what I want done. For instance, if they come at meal time and I don't particularly want a meal that night but I want some other things done to assist me to do some other things, the they've got to be - see their job as doing those things for  me and not, "Well, no meal, I leave".  Unfortunately there are quite a few workers out and about that unless it's written down on paper, and they've been told that's what they're going to do, they won't help you do other things.

I think there's a larger question about workers and whether they're working in your home or working in an institution, and the question asked is the training it's not one issue, it's the agency, their training regime, it's about financial compensation that the attendants are offered to do the work that they're doing. If you're getting such a low wage, then the only people  that are going to apply are people that have got no other choice, or on the other side of the coin, they're people that are really dedicated to what they're doing, they care about the people they're working with and that really is their only concern, the money doesn't - I mean they need that money, but they're putting their own financial benefits aside to assist you in your daily life, especially after building that relationship with you. I think that there are some great carers out there and when they get into the institutions, like group homes or houses or whatever, they're bound by so many rules that they might not necessarily agree with, but they are pressured into  towing the line, and they may put forward complaints or state that things need to run differently, but this means that they're getting burnt out, not just from the work but by the feeling of fear that those institutions run by.  So you've got a wedge where the client is in the middle, they're the ones that the carers are wanting to assist yet the agency or the institution might be the ones that are putting in the blocks stopping them from doing the best job they can. So it's not one issue but many issues and they compound each other.

I think that the agencies need to see the interest of the client, of the person with the disability, as prominent in what they're doing. I think that a lot of agencies although they've got a mission statement that briefly mentioned those sorts of principles, their very existence is around their own work. In saying that, it's setting up various rules and ways in which they'll do things.  It always seems to me that the person that they're actually providing the service to is the last person that they feel themselves responsible to, particularly because they're not the ones they are getting the money from.  Most of our services these days, although there is change, but most of them is to get the service, they get it from a funding source rather than the person themselves.  So they don't feel the need to provide, as long as they're providing a good service to the funding source, they don't necessarily have to be providing a good service to the person that they're actually providing the service to. So I think that they need certainly training in how to service provision and putting the customer first and seeing the person with the disability as the customer, not the  people that they're getting the funding from. In my instance, say with Southern Cross, they're more  beholden to the council, the Yarra Council who fund them, not to me as a client.  I mean I'm the last.  So the sorts of things that they do are the sorts of things that the council want it to do, run things efficiently, be accountable for certain things.  At the bottom line is, and  the very last cab off the rank, is whether I'm getting a good service or not and whether I'm happy or not, and that should be their first priority.

I don't really think you can train agencies. They have their own training which is undertaking on many years in disability and accounting and running their organisation, so their focus is their organisation, the jobs of the people that they employ.  What isn't regulated is how many clients each case manager is going to handle.  Is this a realistic workload, are they putting profit before the ability of the team to actually work as a team?  These are aspects that no-one really goes into, on the hours that are covered.  They don't really care how the hours are covered as long as no-one gets injured, they're not liable for any WorkCover because of injury. At the end if they have looked at the workload and how the case managers worked with the client, are they actually fulfilling their role, are they meeting their clients and                physically being with them, understanding their needs, or are they just a phone call away and become a number to them, because that's all the time they can give and are they getting to the point where they're not - given that the attendant gives them a month's notice that they can't do a shift and then that month goes by, they haven't time to deal with that, so it then becomes an emergency because that's when they deal with it, on the day that that client or the day before that client needs the service. It's about the almighty dollar, about how the agency decides that they've got to make this profit, and they work on that basis, not necessarily on what the client needs or the quality of the service.

One thing that's sure not to work, if I leave it up to the agency just to fill the shifts and do the hours, even to keep track of the banked hours and all the other financial side, if I don't get involved I can be sure I'll be in more strife than you can shake a stick at.  So not doing anything, I'm leaving the agency to do what they're supposed to do would guarantee me a bucket load of trouble.

One thing I do have problems with is the after hours service through the Silver Circle and Southern Cross, and that is when a worker doesn't turn up for some reason, and this hasn't occurred for a while, but where they don't turn up through if they're sick and nothing's been arranged, and I ring the after hours service, they don't see it as their particular job to actually find someone to come out and assist me.  In fact, they've often said to me  do I really need someone to come and help me, put me to bed or to come and get my dinner. As far as I'm concerned, that's what they're there for, that's what they're on duty for, is to provide that service when and provide people of an evening when the regular services have for some reason failed to come through. For myself I'm quite happy to ring up, because we get through the council, a lot of elderly people don't follow-up on that, and we all deal with it, without a service for that night or for the next day because they don't want to make any complaints or they don't want to put the person to any harder work than usual.  But as far as I'm concerned, as I said, that's what they're on duty for after hours to organise those shifts that haven't been covered. So I'm quite insistent that they, in fact, do that, and that they keep trying until they find somebody, but often that's not as easy as it sounds, but that's their job when they have a pool of people that they can contact and do organise that, and sometimes they don't seem to want to do that.

One more aspect is what is dependent on the organisation is that they don't fulfil even the obligation to provide a carer on emergency shift.  In some cases the clients not only lose that hour of work that they're entitled to, but depending on the organisation they might not even get to bank that hour further, they'll altogether lose it, and the agency doesn't give any penalty.  They don't get the service and they don't get back the hour of service banked to use at a later date.  So they lose on two levels.

I think for regular support workers, when they develop a friendship relationship with the person that they're coming to assist, as has been said before, they're very committed to doing that, and that relationship – I mean no matter what jobs we do, we like to have a friendly environment where we get on with those that we work with, so the support workers who do stay for quite a period of time I think do that because they are committed to assisting people but also that they've developed good working relationships with people that they're working with. For some it might be pay, but the pay in the industry is not something that you can make a fortune on.  I mean usually the work is very fragmented and it's not well paid, so it's certainly not the pay that keeps bringing these people back.  To me it's the relationship, it's the feeling that you've done a good job at the end of the - good job at assisting people, and where people aren't satisfied with their job, I think they certainly leave the work much sooner and become very much unreliable in that job.

It is a fragmented industry if you're working in individual people's homes.  You are using your vehicle travelling back and forwards, and not adequately compensated for using that vehicle.  If you work in a supported accommodation unit, then you've got a greater number of hours so that that actually will work for the worker a bit better.  The carers I have do it because they make a difference in my life, they make it possible for me to live at home and have a life, not just merely exist.  I develop very close relationships with the ones that work with me on an ongoing basis and I'm fortunate that even with some that have left because of financial or other reasons, they come back and support me when there's a shortfall.  Now they don't do it because of the money, because they care about me as an individual and they care about people as people, and it's very difficult to explain to others when the workload that it takes to get me up in the morning is such that they are really working their butts off and they're not really recognised for the skills that they develop. I wonder why any of them stay in the industry, and the only reason they do is they care about people and they care about the work they're doing with you and I think the industry and the agency are undermining that relationship. They always put forward that it's just a job and you shouldn't develop a relationship, so they're actually working against them by instilling this idea that they need to be hands-off and not have any kind of an emotional tie to the individual.

Training the individual.  Better training around the individual client.

I think more consistent work for people so that they're not doing  a job for a couple of hours or half an hour and then have a lot of downtime until they've got their next job.  Certainly where they've got to travel from, from one client to the next, that the agency that's paying them should be compensating them for their time, so there's time on duty and also the petrol costs or whatever the fees these days for that. Certainly it seems that the, particularly within the agencies, the most underpaid person in the agency is actually the person doing the support work.  People in administration and the managers all seem to get quite a good whack out of it, a good salary out of the agency, the people providing the actual care to people are, as I said, are the less well paid.  So I think there needs to be a greater recognition of that. People need to - when the funding is available for people to have longer hours rather than try and minimise the hours that people are being insisted, and that would help support workers by them being able to stay longer with a person to arrange things, not just toileting or feeding, but other things that they might need doing in their daily activities.  It might be something, helping people go out to some social event or helping them to do other things around the house, not just the very minimum things that seem to be the only things to be funded at the moment. I think work satisfaction in the end is what keeps people in their jobs.  So the more that they can be assisting  people and doing that positively with time to spare rather than half an hour here or an hour there and running in the next client extra time, so that things are running a little  bit late, that they don't feel under pressure to either leave the client before the job's done or to leave and get to the next job because it's so tightly recommended in the rosters that they've got to provide. So probably a whole range of different things that would make the support worker's job more easy and a lot less stressful, and that's got to then impact on their relationship and certainly their job satisfaction which then to me comes across in Silver Service that they provide to you when supporting a person.

I think it's just as important for the clients to understand that the attendants are not robots and they have needs that they need fulfilled and job satisfaction is definitely one of them.  So the relationship at the  workplace for the client and the attendant, building up that relationship.  I feel that the agencies that are actually paying the attendants need to look at how they structure the employment to those attendants, whether they can build in reasonable work hours between different clients so that that person can put food on the table and actually survive on the wages that they get. I think there needs to be a recognition of how many years a person's been in the job, what skills they've actually developed, and I've already mentioned trachies, peg feeds.  Again, working with cerebral palsy and other disabilities. They might actually specialise in one particular area, but no-one recognises the fact that they've built up all these really intricate skills.  They're just paid by the hour, maybe by the amount of years they've worked in the industry, but not by their actual abilities that they have and certainly--

Internet Surveys
Issues accessing DSW

high cost of transport, parking, general access to venues and appointment timing

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 abled-bodied.  There is not enough support for us and its affecting our relationship.  Been continually denied request for support.  The do not do meal preparation so i am forced to do this with no help.  DSW 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 QoL but you have to keep this wheelchair and not have anything different because we have no money.' We dont give out power assist hairs or power chars at all and this is all we have.  Despite private physios indication that this is needed, they have no money there is not enough workers around to meet the demand for this.

Having very limited choice in workers especially for those with more complex care needs and those living in regional and rural areas.

I'm C4/5 complete quad, and basically; their lack of training, their 'slackness' once they get too comfortable /relaxed in the job - nightmare problems occur when they are slack and forget something - recently had 6 weeks in bed wit pressure area due to negligence from a carer, lack of enough people attracted to do the job.  Often they think the are 'experts' n spinal cord injury, but on the whole they are not - and its frustrating when they try and tell yo what to do and how to manage your life.  I have a family (daughter and wife) and we dont need advice from people on how to manage our family with me in a wheelchair.

No choice in regards to if personality clashes.

Funding and finding good people with the right skills

Too many different bodies and too many assessments.  

As with so many of the issues around disability, access to information is difficult.  There seems to be an almost 'secret society' attitude about dissemination of information about how to access DSW for many PLWD.

I am a 61 year old single woman, diagnosed with Aspergers Syndrome in August 2008.  In Sydney there has been no support for adults with Aspergers until a psychologist started up a monthly group in Sept 09.  I need something to help me with my thinking, to discuss important matters with and to help me do 'reality checks'.  In other words, a sponsor or a mentor who is willing and able to give me some one on one support.  There is an organisation called Horizons which offers a mentor program, but when I phoned them last year they did not get back to me.  I found out last week they prefer to work on Dr's referrals.  This is too 'clinical' for me and I would prefer an independent DSW who understands Asperger's Syndrome.

My issue is getting through the pitbull terriers (DEN) that are supposed to help us access the services.  I have an ABI and I have been ging around in circles for years.  The information is hidden then when you try to get services you are fobbed off.

Getting prompt response back for request for assistance.

Finding DSW who are empathetic, and not paternalistic.  If I engage DSW through agencies, I find them paternalistic, working in hurried timeframes (rushing to get the ob done) and they are usually people I would not employ if I had the choice to employ them myself because they do not have the right attitude, or have pre-existing conditions which make them at risk (OHS) in performing he duties I require.  If i employ or engage my own workers, i need support in understanding the legal tax rulings eg:  independent contractor vs employee relationship; insurance costs.  If i need to engage support workers through an agency, if find the professional control attitude of the worker demeaning.  They fee their boss is the service provider and not me.  This is annoying and paternalistic.

Funding!  Huge no. of small agencies who are the employers.  This segments the DSW and makes them harder to access at the local level.  Each agency has different rules and guidelines for operating.  If you need to use more than one to get enough staff, it can be confusing.

If you have family member living with you, this works against you because they expect them to do the majority for you.  Government department forget that family members work and you guessed it, whe you really need it, you are by yourself and is my case.  I'm not saying that my family don’t help but they have their own lives and I have mine.

The workers you know are currently employed, eg home care and they don’t like them to have other employment.  Finding them and training them.

Main issue:  being in control of services and directing these services myself.  Regaining my power and authority over my life choices.  Systems and social attitudes are slow in recognising that PLWD have capacity to employ and direct their own services.  Secondary issue:  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 PLWD 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 PLWD requiring DS services when it comes to interstate transfers.  Third:  many people don’t understand the true nature of disability support work.  Media images communicate to the Australian public, a negative experience of supporting people with disability eg:  burden, demanding, under-resourced.  Fourth:  disability support work should be communicated to the Australian public in a way that demonstrates the true nature of the 'support' and what this looks like at at various stages of the spectrum ie:  casual private one-on-one (companion-carer) through to full-time agency driven carer, and the career pathways that exist for further studying/training.

Negotiating the various systems.

Finding the right people!  But also finding enough interested people to be able to have choice.

Finding them.

Lack of social networks and skills.  A catch 22 but without those social skills, a person is isolated in his community.

No difficulty or accessing as far as I am personally concerned

Costs, reliability, skilled support workers, compatability with support worker.  From the personal situation - I do not yet rely on support workers in my private or work life.  However, in my employment now I feel the need for help increasing.  I have so far, juggled time and sought the assistance of my partner on certain occasions.  This is not at all sustainable as my partner is employed full-time and cannot assist me during his work hours.  The issue for me is whether I can bring this up with my employer who will have to pay for my support when needed.

Issues PLWD skills DSW

DSW does not  have knowledge of appropriate services.  Being passed from one DSW or department is extremely frustrating.

I was put under domiciliary care and they are not necessarily trained in disability but more aged care and because of my age (28) they expect I can do things when I cant.  I have been labelled as lazy by support workers when really it’s a physical limitation and difficulty.  They just don’t get disability. They don’t realise that i have deteriorated despite me complaining every week that things have changed and they make jokes about things that aren’t funny.  There is no legal requirement for any support worker to have a certificate in disability as a minimum qualification.  Domiciliary  care are actually paramedic aids, so why should aged care workers have to have this high qualification but disability workers don’t?  

People that have poor communication and who are patronising.

Out of over 20 different carers I've had working wit me, I’ve found ONE only who's been sufficiently trained and is an excellent carer.  They are generally not trained enough in skin care (to avoid pressure areas), autonnomic dysreflexia and bladder and bowl issues.

Not knowledgeable across a broad range of disabilities.

Training for each individual's care

As communication is a very important skill for somebody in this position and for the work to be done is at my direction I expect a good command of English.  This will differ from individual to individual but must be able to understand the consumer's request.  I don’t want, nor need fully trained personal support workers, but they need to understand my disability and therefore meet needs better. I need them to assist with getting out of bed, showering and ready for the day.  There has been much talk about PAs needing to be fully trained.  I don’t want or need this.  All this would achieve is taking on even more power away from the PLWD.  Why not spend some resources on training the PLWD on how to direct their personal assistant.

Funding limits hours.  If you receive some funding through local council vey hard to get state government funding.  Rules of what DSW will do, is too strict.  OHS rules work against PLWD.

Not trained to make their own assessment of the PLWD.  Requires clinical skill to assess a disability.  Should not set up situations where they try to for a PLWD to do things beyond their capacity eg:  suddenly handing them a dish and expecting them to take it with the air of 'now i have to'. 

DSW often do not understand the vast differences between individuals living with disability.  They often do not understand the 'one size' does NOT fit all.

In my case, they would have to have a good practical understanding of the difficulties people with Aspergers have to face, not e judgemental, controlling, coercion, disempowering or 'holier than thou'.

n my case I have yet to have the privilege of getting support.

Workers often lack empathy of issues confronting PLWD.

The current education system that promotes and upskills 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 DSW is dominate in the medical model of 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 DSW will know what we need and how we like to have been done.  In fact, this is an impossibility.  It is really important PLWD (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.

The skills of our DSW are exceptional.

Provided you don’t set yourself up in retirement knowing its hard to get a job, this goes against you as is the case concerning me.  When paying for the help I need, Comcare expect locals to pay the cheapest city payment, but in Alice Springs, everything is dearer but they don’t seem to know or care very much.  Having followed the PDA website, other people are having similar but not the same as me and again, i say most departments work on the 80/20 rule (risk management) and basically say 'no' to get rid of as many deserving customers as they can to save cost.  So what's new have been putting with system now for nearly 40 years, and one of their sayings is 'look after yourself - other people do'.  Whats wrong with you?  Must admit I am now looking after myself by not letting them stand over me anymore and I do hope when I query their decisions, it stresses them out and to those people it has stressed me out for years.

Accredited training courses are designed for when support workers are employed by agencies with many different clients and therefore they are told generic information regarding OSH.  However, when working one-on-one, there are many different types of transfer techniques and these are safe, as long as specific training in these are provided.  To access specific training, a private training provider is required and this is not usually factored into funding packages.  Many workers do not identify with the different types of structures and therefore have limited capacity to advocate and break through the barriers society places on PLWD.

Some workers have no training, though this has improved.  Language can be a problem.

To me its commitment.  It takes a lot of hours to become a trusted and useful support worker.  And once the skills reach a level to retain the worker with enough work and variety of opportunities.

I expect to train them.

They wrongly believe that no-one else except primary carers can do the things necessary to enrich their lives.

Compatibility, empathy and lack of support.

A PLWD who has to rely on te support worker is severely further limited if the support is not adequate.  A PLWD is therefore in jeopardy of not being able to fulfil their own daily tasks, due to poor support to do so.

Other issues

Lack of understanding of the difficulties an aged/disabled person may have in meeting appointment times.  Lack of consideration.

I have a hearing loss and a lot of workers I have had, do not have good enough English and have strong accents so thus communication cannot happen which is a safety risk.  They do not always wear gloves, they are not always punctual (or at least phone if late) not enough time is given per person and travel time in between so the workers are very rushed.  Its not an individualised service - you are just a number to them.

Having to put up with carers that may not be happy with (choice here Jane) because of the difficulty in recruiting new carers.  I know of people that have had carers steal from them or abuse/neglect them and they are too scared that they will be left with no support to report them.

Personality issues, hours of work they're required to do in our home - not very appealing to most people (early morning and late evening) , taking direction, not bringing their own problems to work, getting on with the whole family, working efficiently.

Having them in their home, when not familiar with them.  Takes a few buddy shifts and time to get to know someone and how they like things done.

Doing the task that meets my standards eg:  putting things back where they live.  Keeping to routines, being able to use a mop or broom in order to be effective and other household equipment.

Listening, friendliness, empathy.

Theft.  Cutting short time and leaving early.  No attention to detail in cleaning eg:  sweeping into corners.  People with variable disability cannot receive extra assistance as their disability worsens and less when it improves on a day to day responsivity model.  I have to give a working day's notice if I have the flu and need to put off the worker so they will not spread the flue.  My time is on a Monday morning so if i et sick on the Saturday, i still have to pay because it is not one working days notice.  In summer clients may not have air conditioning or fans and it is very hot for the worker.  Equally, a client may not be able to afford heating in winter which makes it very cold for the worker.  

I've never had a DSW but people working in the disability field to whom I have turned to for assistance have generally been patronising and/or not on the same wavelength.  People with Asperger's are often dismissed as being difficult' but lack of understanding of a different way of viewing the world and of ding things, seems to be the underlying problem to me.

I will let you know if I ever get one.

Lack of respect.

Paternalism.  

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.

Continuity.  There is a need to have several carers familiar with clients and introductions made when someone new is brought in.

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.  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 counsellor to provide mediation.

Difficulty in making complaints; lack of interest by coordinators.

DSW doing a job.  No awareness.  Not knowing what it is they are supposed to do.  Two little training.  Workers with pity for the people they are supporting.  Not enough time, low wages.  Not being able to retain the.

Training them regarding general disability issues

Unreliability:  looking at the clock.  Attendance!  A hurry up attitude; a controlling work mood.  Inflexibility.

The stress that is added to the disabled person when the support worker is not carrying out his/her responsibilities and the possible chain reaction if a complaint is made.

Lack of consistency - different workers turning up and the person with a disability has to begin 'from the ground up' explaining their needs and training the new worker (even for a temp on 1 day).  Lack of compatibility - a worker may not be the right person to support a PLWD as they might have strong religious views or other characteristics which are not compatible and the PLWD has little choice in who is available to support them do either very important work or very intimate tasks for personal support.  This can be extremely sensitive and difficult for the person with the disability.

Style/models accessing and receiving support

Locally based HACC and other services eg:   locally based community health centres, hospitals, consultancy services, workshops, seminars, information gatherings.

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 the funding is spent.  This is not for everyone (but the choice should be there).

The Attendant Care Programme in NSW is very good because it gives more control, flexibility and decision-making to the client.

Nothing so far that we've experienced

Individualised funding to employ right people at appropriate times is good, rather than told you are having someone at such time.

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.

It works best with someone who is naturally kind as is the person I have now.

I think a 'buddy' system would best suit me.  Or a 'sponsor' like those attending 12 Step programs can have who helps keep them focussed on what they are trying to achieve and to unravel the 'knotty' issues.

None for me but I am sure that an elite few get services.

It is confusing knowing where to go and what services are out there.

Agency-directed support workers, particularly where the agency has a culture of embedded paternalism and treats PLWD as subordinates.  High costs per hour from those agencies that provide good services which is out of my means.

Where I have had the cost control over who comes into my house and what they do at any given time has worked best for me.  I have used three agencies in 20 yrs.  I found that the ones to have the most policy and procedure were the ones who were most controlling.  The greater control I had the happier (and healthier) I was.

The styles that have worked are pre-mentioned.  Being good listening skills, understanding needs and the ability to solve disabled workers problems.

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.

I receive personal care from home care.  I also have community options case management who can advocate for me.

I do shared management and I employ my own support workers from within my extended networks.  I find the best source of support workers is the SW Network..they suggest people who they know can do the job.

Individualised funding!! You can arrange the support you need.

Word of mouth via existing support workers; artists, muscians and creative people.

Personal contact in the home environment is essential and usually works well.

I am not familiar with different models of accessing support.  I currently have support for home cleaning through a well-known company.  I understand from conversations with other people who are subsidised for this support, that as a full paying client, I get a better service than those who are subsidised by HACC or other.  I have used support worker agencies for different purposes through my work.  Organising support for committee members with high-level disabilities etc.  This worked when one worker was selected to work consistently with our organisation.  It dint work when a different worker was sent each time required.  There was a great variation between the workers abilities to do the tasks, and if they were not very good, the support was not at all adequate.  When a worker is really good, a PLWD is able to be confident that they can participate or feel that the standard of assistance is just right and life is much improved.

Not worked and why

Services based in the CBD and in some regional areas.  Travelling long distances can be difficult, expensive and tiring depending on the disability.

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...(continuity of care Jane).  Different carers all the time, until I complained and now I have a carer I don’t like, but at least she turns up.  Not enough funding for staff, equipment is generic and not tailored to the person.

Systems where there is limited choice in agencies/coordinators and funding/resources are limited.

Lack of adequate and ongoing training 

Just dropping someone in a service without training, makes them fail.

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.

Many models over-assess medical conditions of PLWD compared to providing support for personal, recreation, education, work.

Clockwatchers!

Lack of strategic organisation an communication from Disability organisations.

My support workers stay in their job because it is a reciprocal relationship.  I ensure they are paid as well as I can manage 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 focussed 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.

Agencies who were quire 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.

The style of our DSW is dictated by the disability support manager. His style has no flaws.

Government departments trying to keep their cost down to the detriment to us disabled people.

Because I advocate a lot for myself, things get taken for granted eg:  training.  It becomes up to me with workers being put in the deep end.  Lack of notification or consultation.

Agency directed did not work well because no one agency cold 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-ordinators and different care plans and several different reviews.  In times when circumstances changed, the capacity to be flexible was not an option.  Also the DSW see their role as a 'job' and this means that there are a whole range of power struggles.  Carers report circumstances regarding the client to the agency, the client reports circumstances regarding the carer to the agency, the agency covers its ass and imposes further restrictions within the client home, or changes carers without notice, accounts are incorrect.  There is a huge potential that PLWD are subject to bullying/harassment/abuse within their home, with agency as the perpetrator.  Basically, the agency and the carer are a powerful entity, and they can easily abuse their position, without realising.  This can have devastating effects on the PLWD.

Forced employment.  A variety of support workers. 'for the money' workers.

Overly bureaucratic systems.  You get the supports THEY want.

Casual bits and pieces employment.  Low wages.  Inflexibility of support.  Supported person needs to feel he is reliable in his community too.

Where the disabled person is expected to attend venues for interviews the added stress of making suitable arrangements is detrimental to the mental and physical wellbeing of the client.  Timing of appointments is vital to most disabled persons, schedules are made to suit the worker are not usually the best for the client.

Inconsistency of DSW (different workers, sent to the same job too often)  Training, skills etc of workers often of a very low standard.  Casual employees, no commitment or liking for the job role.

Why do DSW stay in job

They need the money.  Although, one has to be committed to better servicing the community and hopefully, wanting to make a difference

.

Because they have a job and get money.  For some, its just money.

They like being able to help people.

I guess because we get a good rapport going and the job is perhaps appealing because its short shifts.

Enjoy helping people with barriers in life.

Job satisfaction of helping people live in the community.

Because of the way I treat them; getting people who live close by and showing interest in their lives as well.

Type of support provided too restrictive.

Can be done to fit with child care.  Caring nature.  Having a manager who will timetable taking account of their need to finish as close to their child's school as possible and to allow time to drive kids o school and then start work.

Money-control.

Higher wages; more understanding about who is boss; improved equipment to assist with care such as better access to appropriate tools eg:  wheelchairs are adequate.  Educational opportunities; support networks, communication workshops, training workshops and more money!

I think it helps that I have worked and have an understanding of how to treat people in a workplace.  I believe in trying to create an atmosphere of mutual respect.  Also they believe the work is worthwhile and they are contributing back to society.

Our support workers stay in their job, mainly they do it well and there is a high degree of DSW actually caring about the disabled workers
.

If its not for the money (is why some do it); it must be for the love of the work and being of help to someone less fortunate than they

They like their clients and want the best for them.  They also enjoy the variety of work and clients.

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 works as support workers for any other clients/agencies.  They say, they wouldn’t work as a DSW for any other person/client.

Most of them have a genuine caring attitude and get satisfaction from their work.

Lifestyle.  Opportunity to grow in themselves, learning new things.

We make it clear they are truly valued/appreciated (one will reach 20 years in the job next month!). 

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.

They need to live and presumably they need the money.  There is a lack of dedication in some areas, particularly with Case Managers.

The support workers who stay in the job, like the work and have interpersonal skills that are significantly higher than those who don’t.  There is a level of skill required in understanding disability and how to help, being resourceful and sensitive to different individuals needs, not all PLWD are the same.

Retaining DSW

Adequate training, pa and conditions plus the knowledge that workers have the ongoing support of the administration and sustainable funding.  Weekly case discussion sessions are essential to assure the worker, he/she is not alone.

Better training/compulsory training.  More support.

Better pay and more regular hours (not casual as a lot are now).

Better pay, better training

Pay them more and for travelling time.

I am not sure they should be retained.  Retaining would mean a guarantee of x amount of hours and to do that would have to be on a roster and therefore the consumer losses again because we have to fit into that roster:  lack of flexibility and choice.

Money, friendship, pride in work.

Higher pay for more experience.  Ensuring that literacy skills are not required for the job, so people with difficulties with reading and writing can work in this area.  Training by video and auditory means.

Assistance in training.

PLWD participating in the training.  I do not believe that all training needs to be done solely by PLWD.  I think it is useful to 'team' teach, where a PLWD and person without disability conduct.

I believe that workers would be retained if they were paid more and given more respect.

More money…assistance with cost of doing voluntary work.  I suggest you or someone to do with this survey read the booklet in the taxation office to see what one is really entitled to, for voluntary workers.

Better pay, more training and consultation as they are the ones out in the field doing the work, not in the office.  All people are different as are the situations they find themselves in.

Satisfied clients.  The hardest thing for DSW is working with people who have little satisfaction.  There are so many barriers for PLwD and power struggles and unmet need.  When the working environment is a positive experience and progress is made.

Greater acknowledgement of their contribution.  My workers do not seem to be getting this from their employer.

Higher wages or the offer of tax free wages.

Higher hourly rates of pay.

Drop the hourly rate!  A fee for a minimum call of three hours is better.  Workers need to budget long term too.  Less talk of qualifications these are life skill mostly!

Reasonable pay and good training particularly in the area of responsibility.  Matching of clients.  I cannot imagine anything worse than having to work for and with a person with whom, I had no empathy.

higher pay, skills development and respect for their valued work.  Networks, debriefing, mental health care (the work can be stressful).

Other

Being disabled is not easy, but being a service provider is probably even more difficult.  Many consumers have an attitude that would try the patience of a saint.  I have been shocked at the behaviour of some persons at Centrelink.  Attitude on both sides need to change certainly the disabled have to realise that there is not a bottomless pit of money and that there is not a bottomless pit of money, and that the finance belongs to the people not the Government...they are merely administrators.  There should be opportunities to train the disabled in budget and general management of their affairs, etc and how to adjust their lifestyle with dignity and respect.  One of the most important areas I have found as a PLWD is to put management skills in place in order to be self-reliant.

More support from their agencies/employers.

All services, domestic, gardening, community transport should come from the once centre and require only one assessment.

Basically, you have to fight for what you want and if it needs treading on people's toes to get a win/win entitlement.  Win/win means to me although I got something the issuing body saving themselves heaps.  The other thing is we are treated as mushroom and kept in the dark and if we are lucky enough to find something out years down the track they can make your life difficult and you are put on the far ques list because you had the audacity to get an entitles due; which they really didnt want you to know.  If I sound pee'd off after nearly 40 years of same, i think I'm entitled too, don’t you think?

Agencies demand a lot from their support workers and DSW employed by agencies often work 7 days per week and 12 hr days and send their workers all over the metro region.  These staff burn out.  The carers are the 'middle man' in that they enter the sector with kind, compassionate attitude, yet the agencies treat them poorly and if the client is dissatisfied with their situation, then the carers is battling against the odds to find some job satisfaction.  Being a support worker is about being accountable to the experience of living with a disability.

Uncertainty re continuation of service.  Currently I am over the usual hour allowed and have been on a waiting list for the 'virtual pool' for about 7 years.  This pool seems to have disappeared especially for people such as myself who have transitioned from a younger person with a disability to frail aged.  Note differences in Commonwealth/state responsibilities for funding.

The role of the support worker is very fluid.  It needs to be able to change with the situation of the people being supported.  Consistence and commitment are essential to the development of the person being supported.  It has to be a two way street and allow trust to develop.

While training of the support worker is vital, the disabled person should also have a course in the reasonable expectation of service.  For severely disabled persons who require 24hr care, there is a real need to understand their needs and that of their family and they should be given priority. 

I feel that support at work for PLWD is not fully understood by employers.  AT my place of employment there has been staff cuts in administration.  I have quite a high level position but now have the extra effort of photocopying, post, cleaning, answering the phone on top of all other expected work performance.  How does one approach the employer with these issues?  Other workers do not necessarily take the responsibility for doing these tasks either, so then it becomes quite dysfunctional for everyone but mostly impacts on me.

Support worker cut off without telling person why

Service has no procedure for cutting people off when complaints made

Housing commission is considered to be doing things such as light changing so people living there can’t get things done quickly and hc has low priority

Occupational l health and safety restriction on cleaning has long term health impacts for client who cannot access heavy cleaning

Funding does not consider  varying level of illness such as exposure to chemicals . It can be difficult to budget when needs fluctuate 

People should have the choice of service but when living close to people receiving supports from other service providers queries the efficiency of doubling up of costs such as travel allowance, administration etc

Client needs to  be first due to reactions to chemicals 

Housing commission  has garden but client cant cut grass. Can’t get an agency to do this. 

Needs to  go to separate agencies for separate things

 Gardening, transport domestic care. It’s ridiculous to have all these agencies doing things separately  have to had assessments each time

Varying condition difficult for people to understand that person may need support sometimes  but not at others

Client needs to have operation. Not sure  how will this affect  her. May need additional assistance but funding can’t respond to this

Occupation Therapist has come from housing commission  and ot has suggested hat she needs a case manager. But this comes from another service. Previous experience of case management not good.

Major concern cant get thorough cleaning 

Cleaner off sick but cant get replacement because of difficulty in retraining new person

Word of the carer taken against pwd and don’t talk to client

Not good conflict resolution system

Coordinators not skilled in conflict resolution

Service doesn’t have software infrastructure to enable complex scheduling and rostering. Doesn’t allow to put in preference. Should show up staff who have been trained for particular things as well as preferences . don’t consult with clients with regard to what goes in software

National Disability Strategy Consultation Workforce Issues

· Promoting the value of the “support” worker/”carer” role as a meaningful occupation

· Lack of carer funding for holidays

· Training and relocation of staff. 2nd poorest in wages. Doesn’t encourage good people. Services have people who should not have the job

· No funding for support worker assistance to live independently in my home
· Never enough teachers, nurses, support workers, advocates. Not paid enough in short supply

· Mother has a son that was diagnosed with possible Norri disease and travelled from Jamison in Western Australia to Alice Springs as they are not able to find a teacher for him in Jamison. The mother and child live in Ayiperenya hostel in Alice Springs as the mother needs to watch the child fulltime, Because of the child’s disability she is unable to find a carer and would like some help from someone including respite
· Uptake carers allowance. Questions on carers allowance application don’t relate to most people. Medical assessment is too much
· Higher wages for support staff to encourage more people to become support staff

· Support staff who are not specifically trained in various disabilities

· Trouble with attaining and retaining staff in all disability areas

· Specialist staff are based in metropolitan areas, rather than here. Means support equipment is not as available/accessible as in other areas
· Finding people that you can trust to look after your dependents with disabilities

· Having to pay for a support worker to maintain independence 

· Boundaries for workers, maintaining separation between carers and disabilities

· 24 hour carer support for people with high needs

· More funding for support workers – to allow people to live independently

· Availability of care workers within the region; there are not a lot of people available

· They say we attack them when they try to care for us, they touching us without our permission. Then you don’t get a carer for ages to help you. I got lots of sickness because carer was touching me without my permission and he was only one in community so had to move to auntie’s house so I can get support

· Attendant care not transferable across State borders

· Informal networks for carers and those who care for people with disability

· Homecare and respite services do not extend to childcare for mothers with a disability instead they state "they will service the mother with the disability but not assist with the child's requirements as it not part of their job."  Services assume there are families or others to assist, but in many cases the person is alone
· The needs of Aboriginal carers of Aboriginal people with disability continue to be overlooked

· Lack of qualified/trained carers to offer respite care for parents

· There are enormous restrictions on usage of homecare hours resulting in one woman with a high level disability receiving 40 minutes per week for essential home chores

· There is no longer personal care available for those over 50 years old in rural areas

As a person with a physical need still living at home with parents, when my parents went away for a respite from caring for me I could not get support in my own home to stay with me overnight, I could get home care etc but not just companionship just to sit and talk and support me emotionally
I also need at least 3 individual personal care hours each day, 2 in the mo 

1 support hour at night, however, I keep being told there is not enough funding & I am not hig 

as much as others because I have a Carer. I get 10 support hours per week, however this is fo 

for my Carer, not for me. What if my Carer dies or gets sick, it worries us constantly. When I liv 

Victoria I used to get the support I needed, I used to receive 27 hours each week. Why does it 

on where you live, as to how much funded support you can get.

because I cannot read or write, speack properly or understand what people say to me and 

Disability SA case worker does not understand aphasia -she sends me emails or rings up and 

understand what she is saying so I just keeping saying yes.

-I tried adult high school but the support person could not do maths and the other ones d 

take any notes in photography for my Mum to look at later and help me with the assignments 

received no special materials. The teacher changed half way through the term and the second 

not even know I couldn't read or write or hear properly. The other students were more helpful 

teacher or support worker. I had two different support workers for photography -one on Wed a 

on Friday, whcih was very difficult. I needed the same person. I haven't even tried TAFE becau 

have to enrol first before they will assess your assistance needs and what they can provide.

Workforce Issues arising from  CSTDA Consultations 2006

Address disability sector workforce issues

During the consultations, respondents identified several issues related to the disability-specific services workforce.

These were 

· poor and inadequate training of support workers

· lack of service continuity, and 

· the adverse impact of occupational health and safety (OH&S) regulations on the support services that providers were willing to deliver.

An improved disability sector workforce

Data analysis

Respondents were asked what could be done to improve the quality of disability specific services.  
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Figure 12 Disability support service improvement areas

Respondents were adamant that improved training of support workers was urgently needed (see Figure 12).  People consulted wanted improved staff/client ratios to deliver a better quality of service and response for people with disability.  They identified training in the needs of specific disability types, in addition to improved methods of communication (including assistive and other technologies), as vital to the improved service delivery they required.  Other respondents identified continuity of support personnel (including retention of skilled and valued staff by providers) as their primary concern.

Discussion

Despite a perceived plethora of training courses in disability, people with disability reported that support workers were still inadequately trained for the tasks they were required to perform.  
Respondents noted poor attitudes among workers towards people with disability including paternalism, lack of respect, assumptions that disability equalled a lack of intelligence and being unwilling to take direction from a person with disability.  Many people with disability indicated that as a result of poor training by providers they would prefer to take someone with no previous training and train the worker themselves from the outset.

Several respondents felt that prerequisites for entry to training courses should include appropriate qualifications in First Aid, lifting and transferring, and hygiene.

Of note were comments from respondents indicating that support workers had little training in the needs of specific disability types.  Respondents with neuro-degenerative diseases such as Multiple Sclerosis, Parkinson's Disease and Muscular Dystrophy; fluctuating illnesses, such as HIV/Aids; and acquired brain injury (ABI) were all singled out as examples of conditions for which specific training was required to appropriately support individuals to recover or to maintain health and well being.

Respondents with ABI indicated that they felt particularly vulnerable in instances where the behavioural issues that sometimes accompanied their condition were poorly responded to by workers with little understanding of their needs.  Respondents with ABI felt that workers often perceived them as "...unintelligent and incompetent..." 
 and that, in concert with similar attitudes held by members of the medical and allied health professions, support workers lacked understanding of what recovering from a brain injury meant to the person with the injury and were ill-equipped to support the individual in their recovery.

The lack of awareness and training by service providers in the recovery and support of those with acquired brain injuries also meant that service providers often misperceived people with an ABI as having an intellectual disability.  This resulted in the delivery of services that were inappropriate and often detrimental to individuals with cognitive and executive functioning deficits.  The need for a significant increase in education/training opportunities regarding brain injury was evident, as was the need for increased advocacy services.

People with disability clearly indicated that they 'wanted a say' in who supported them.  People felt that their choice should not be restricted by blanket requirements such as requiring all support workers to have a Certificate 4 in Disability, if the worker was able to support them in the ways they wanted.  As one respondent noted, "Qualifications do not necessarily make a good carer!" 

Furthermore, many respondents were emphatic in their view that people with disability should be involved in the development of training courses, consulted about the content of training courses and be actively involved in the delivery of training at all levels. 
A major recommendation from participants at the Adelaide forum was that all services funded via the CSTDA should, as a condition of funding, be required to have affirmative action plans or disability action plans in place to recruit people with a disability into their services.
Recommendation 2: 

That the Commonwealth work with the States and Territories to restructure disability training courses to:

a Improve training of support workers to address the particular needs of those with specific disability types, especially those with neuro-degenerative diseases and acquired brain injuries.

b Address negative attitudes held by support workers to people with disability as a matter of urgency.

c Incorporate the social model of disability in training courses.

d Ensure prerequisites for entry to Disability Support training courses include qualifications in First Aid, lifting and transferring, and hygiene.  

e Engage people with disability in the design and delivery of training courses.

…it is important to my dignity that I am not treated like an object to be pushed about.

· 93 year old woman, Metropolitan Victoria, elderly and with a weak heart

People are sick of O.T’s and other professionals telling them what is needed verses(sic) people with lived experience of disability.

· Adelaide forum respondent.

Some workers are fantastic and I love them dearly.  Others make me feel like I am a nuisance to them and I find I have to tell them step by step what to do or they stand there and do nothing and I am a mess for the rest of the day.  They need to have the training – and mindset – to take practical and respectful initiatives.

· 54 year old female, metropolitan Victoria, chronic neuralgia 

Service providers do not listen to people with disability who are their clients.  They do not respond to individual needs.  They try to fit the client into their needs and do not build services around the client’s wants.  And we never have enough support options!

· Sydney forum respondent, his emphasis

[There needs to be] a professional understanding that disability fluctuates in need and ability, that every disability is different.

· 44 year old woman, regional Queensland, spastic quadriplegia

Improve continuity of support services through worker retention

A significant issue for respondents was service incapacity in terms of the number of workers on the ground.  This chronic lack of support workers meant that individuals were unable to choose workers that suited them.

Many respondents also indicated problems associated with support workers who departed as soon as a better position came along.  This left them in the invidious position of continually training new workers, often at the expense of the support they were supposed to be receiving.  
Low rates of pay, undervaluing of this important work and the lack of a career structure were all identified as reasons for the high turn-over of support workers.

It was noted that government-funded agency unit costs were not high enough to compete with those of private agencies.  Private agencies could therefore attract workers away from government agencies through offers of higher rates of pay.  This contributed to high turn-over rates and the diminution of quality in the services received through government agencies.   

Many people with disability wanted support workers to be paid according to the types of work they undertook.  Higher rates would be paid to people undertaking tasks that required them to complete advanced training.  For example, where a person undertook advanced personal support such as assistance with peg feeding, bowel care and management and administering medications.  Lower rates of pay would apply to services that did not require additional training or responsibility.  
In between these two, mid-level payments would be appropriate for support workers involved in developing, prompting and 'role modelling' appropriate social skills, for example, such as prompting for correct behaviours in people with acquired brain injury.

Of significance was the inability of many respondents to secure support staff after business hours, on weekends or late at night.  When staff could be accessed, support hours were often reduced because funding did not account for the higher rates charged by agencies to supply staff after business hours.  The number of support hours available was often cut in half to make up the shortfall.  Many younger people with disability stated that they felt reduced to the status of a child when they had to come home and be assisted to go to bed by nine o’clock, when their friends and peers were able to stay out and ''go clubbing'' until the early hours of the morning.

It was suggested that a model similar in operation and intent to the United Kingdom’s Nurse Bank concept, be developed for disability services.  The Disability Support Bank would provide a group of flexible employees, contracted to work on an as-and-when-required basis, often at short notice, to cover for planned and unplanned shortfalls in staffing.  Support Bank workers would be recruited and trained by a parent service provider organisation and could work within a variety of areas, depending on their relevant skill set.  The Support Bank would cover all emergency and after hours calls for support provision to people with disability.  
Finally, respondents emphasised that workforce development should be linked to the CSTDA and planning models.  Quality and retention of staff, including training and rewards, such as improved rates of pay and a carefully articulated career structure, were considered crucial to the development and maintenance of quality services.

A national approach was also considered imperative to assist with continuity of service across state boundaries.
Recommendation 3

That the Commonwealth work with the States and Territories to improve worker continuity and retention by:

a Reducing worker/client ratios.

b Developing a career structure for support workers that includes improved rates of pay commensurate with the importance of this vital work.

c Working with stakeholders, such as ACROD, to develop a tiered wages structure that involves differential rates of pay for support workers, with improved salaries and conditions attached to tasks involving advanced training and responsibility.

d Improving government agency unit costs to effectively compete with the higher unit costs of private agencies.

e Establishing a "Disability Support Bank" to provide disability support workers outside business hours and in emergencies.

The system is improving, but not fast enough; particularly now there is an expectation that people with disability need to work.

· 44 year old woman, Queensland, spastic quadriplegia

[The easiest service to get is] HACC (Blue Care) because I contacted them when I started becoming disabled and they have provided ½ to 1 hr sessions 4 days per week to assist with exercising my muscles.  This funding has been provided through charity - cannot go on anymore - lacks DSQ funding.

· 53 year old male, rural Queensland, limited motor skills (unable to use arms) confined to wheelchair.  
Each time you go to a different service type you have to do an assessment.  [There should be] a common assessment tool.  Long passed needed (sic).  I’m sick of proving that I have a disability.  Then there is the whole recurring assessment.  I’m sick of proving that I have something that is never going away.  Every time you go to another service you have to disclose again.  You get to the point where you forget you are something other than this condition.

· Melbourne forum respondent

I used to receive Government services and was happy to pay an annual fee.  When this was changed I wrote to the Department but received a very weak response about what was provided to others that I could no longer access! I have had to pay private services a lot of money and have not been happy with their services.  I gave up in the end and just put up with what I have.

· 44 year old woman, metropolitan Queensland, hearing impairment

Funding for services for wages: there is so much turnover in disability services (especially employment services).  The level of funding they receive means they pay low wages and staff are relatively low skilled.

· Perth forum respondent

More accreditation for disability workers and better pay for disability workers.  [There is a] huge gap that staff need to be rewarded properly in order to support people with disability properly.

· Sydney forum respondent

Better equipment – more professionals.  1 person services whole Banana Shire in each field – ridiculous.

· 53 year old male, rural Queensland, limited motor skills, loss of arms, uses a wheelchair for mobility.  
Because my needs are constant and services cannot be relied on all the time.  Ie.  Weekends are not funded to support you with domestic assistance.  Apparently you don’t need the help on a weekend because it ends up costing too much.  For me my needs are greater on the weekend but it is too costly for anyone but family to assist me.

· 33 year old woman, rural NSW, Multiple Sclerosis

More staff and let’s get rid of the deadwood who move up through the ranks but really don’t do much.

· 63 year old woman, regional NSW, Parkinson’s Disease
Consistent and realistic occupational health and safety regulations 

Associated with issues of poor training was the adverse impact of occupational health and safety (OH&S) regulations.  Respondents identified a shrinking range of tasks that workers were allowed to do and highlighted the way that this increasingly compromised their quality of life and independence.  
There was no consistency across agencies in what could be asked of support workers.  This lack of consistency meant that if people with disability accessed support from several services, they had to contend with different sets of rules and restrictions.  
One respondent indicated that one of the services he accessed would still use a hoist for transfers, while another would not.  One would push his manual wheelchair while the other would not.  This meant he had to time his activities around what the support workers were or were not allowed to do.

This was a recurring theme throughout the consultation and many individuals made the point that they felt more and more devalued by these restrictions, with feelings of being 'burdensome' and 'worthless' articulated.  While people with disability understood the need for support workers to not engage in activities that endangered their health, they felt that 'the pendulum has swung too far the other way' and expressed growing frustration at the limits to their independence these regulations had delivered.
Recommendation 4:

That the Commonwealth work with the States and Territories to work with people with disability to:
a Educate service providers in the appropriate implementation of OH&S regulations.
b Reduce the adverse impact of OH&S regulations on people with disability.

It’s ridiculous! People are more concerned with whether they're going to hurt their backs than if I can go to the toilet! The things my carers are allowed to do is getting smaller and smaller.  I mean, what am I supposed to do?

· 38 year old male, metropolitan Sydney, quadriplegia

Occupational health and safety considerations overwhelm and paralyse innovative thinking when it comes to disability service, support and accommodation provision.

· 15 year old male, metropolitan NSW, Angelman Syndrome

I like to be able to tell workers what I want and to come when I need them not to fit their roster.  … They need to listen to me.  There are too many things they cannot do like cleaning.  … I lived in a hostel for a long time and my advocate got me out.  The advocate got QAI to make some changes to the hostel.

· 48 year old woman, metropolitan Queensland, intellectual disability
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� Comment from respondent attending the Melbourne forum targeting individuals with Acquired Brain Injury.


� 29 year old male, metropolitan Victoria, cerebral palsy


� Sydney Forum for people with disability.
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