My Experience

I have been following the debate on the proposed Disability Support Pension (DSP) Reform Package with interest.  Currently, I believe that the full facts are not present in order for consumers to debate this package from an informed perspective and put forward sound and valid arguments as to what the full impact will be if the package is not amended.  I also believe that the little information that is currently being put forward for consumers to debate is being put forward to incite anger and emotive debate without all the facts being known.

In saying this, on discussion I have been asked to write my experiences as a consumer who currently works 30 hours per week, living in rented accommodation in the community and the issues involved as being a person who is a working consumer.

To start this account I would like to start with and state from the outset the following:

· Whenever I have been ill and out of work due to having lost my employment due to illness I have either received the Sickness Benefit or Job Search Allowance.  Hence in reality, I have had to survive on less income than a consumer who receives the DSP.  I have never been a recipient of the DSP.  
· If I lost my current employment tomorrow, I would in reality lose my home, lose my car and quite possibly lose most of my possessions.  Why?  Because I do not live in a Department of Housing Unit and nor would I be eligible for Priority Housing.  Hence, if I have to receive a Centrelink benefit I simply would be unable to afford my current accommodation or pay my bills.

· All consumers, be they working or thinking of working or even starting a new job, have the same issues and fears.  These being:

· Will I be fired because I get ill?  It took me 2 years to be convinced in my current employment I would not be fired due to illness.
· What will happen if I get ill?

· Will I be accepted if it is generally known I have a mental illness?

· Or even more to the point, will I get the job if I declare I have a mental illness?

· If I don’t declare I have a mental illness and I get sick what will my employer do?

· Will I be able to handle the stress of my work and the actual work hours and remain well?

· Another issue I found was if I change my accommodation and I get sick and lose my job will I be able to afford my new accommodation?  This issue alone kept me residing in a flatette for 9 years because I was afraid that I would lose my home.  Only to realise after 9 years that the rent had escalated to the point that I would lose my home regardless because I simply wouldn’t be able to afford the rent on a Centrelink Benefit at any rate.

· I do not have a family or a partner, hence, there is no-one I can fall back on to help me out financially if things get too difficult.

· When I finally obtained 16 hours work per week my gross income was $5 over the allowed amount by Centrelink to qualify as a low income earner and continue to hold a Health Benefits Card.  Hence, I therefore didn’t qualify for support to pay for my medication and had to pay the full amount under the PBS system.  I also didn’t qualify to receive general medical treatment under Bulk Billing with any doctor who refused to bulk bill or would only bulk bill people who held a Health Benefits Card.

· On job search allowance one is not entitled to a pensioner rate for public transport.  I could obtain a part concession (pay half the fare rate) and that was all I was entitled to.  One is also not entitled to concession rates for car registration hence had to fund the full costs of running a car.

· One also is not eligible for concession rates on gas, electricity or phone, hence have always had to find the money to pay for these most basic services.  Try living on a job search allowance and have to make heaps of phone calls to try and get an interview and then pay full price to have the phone on plus the cost of the actual calls.  There were no special phone packages in those days to assist one by giving some many local calls for free.
· Lets talk about banks for a minute.  Some banks give people with concession cards special accounts with reduced fees.  Well I have always had to pay the full bank fees regardless.
· One myth that I would like to explode right now is that yes, I still at times get ill.  I have my good days and my bad days and some days seem like boulders.  Other days I feel I can actually forget for a little while that I actually do have a mental illness.  Hence to think that just because a consumer who works doesn’t experience being very ill, being admitted to an inpatient unit, or having to increase their medication due to being unwell is simply a myth.  
Hence, I guess one could say that I have a different perspective to bring to the debate.  I have been working for 10.5 years in my current employment.  I started with 12 hours per week and received part Job Search Allowance and had to continue to meet the requirements set by Centrelink in order to retain this allowance.  Gradually my hours increased and quite frankly I was never more glad when I was given 16 hours per week and realised that I could gladly kiss Centrelink goodbye even though my income was low, and I like the rest of the general community had to meet the relevant financial expenses incurred if they are ill from a physical illness. 
What this meant was I was able to retain all my earnings and simply pay the tax incurred and not see my reward for my hard earned work be given on one hand and taken with the other due to earning over the Centrelink threshold of what one can earn without money being deducted from one’s Centrelink benefit.  Especially considering I had to declare the gross amount and not the net amount after tax was deducted.  Centrelink always deducts one’s benefit on the gross amount and not what one actually receives in the hand.

I guess one could also say that regardless of my current lifestyle – which has certainly become easier over the 10 years, I do remember what it is like to have at most $20 a week to feed myself and at times simply go hungry.  I do know what it is like to go without some of the most basic things in life which pick a person up and help them feel good about themselves and feel they have some quality of life.  
Some may think, well Desley you live in a 2 brm unit and you have a car and you can do what you want.  What people forget or what may not even consider is that I have had to save for everything I own, still meet my rental and financial commitments and I have had to do without to have what I have.  Yes, I acknowledge if I do without these days it is my choice.  However, one needs to remember I am still a part time worker, earning a part time wage and hence, nobody has given me money to buy the things I have.  I have had to earn the money and then save the money.

I constantly search for ways to save money.  Be this via changing phone companies in order to obtain the best deal or change bank accounts in order to save on bank fees or simply not make as many phone calls as possible in order not to incur the charges in the first place.  

This is not a feel sorry for Desley, she has had it tough and she can still do things tough.  This is to say, guess what I wouldn’t have it any other way.  Why?

· I’m proud of the fact that even though I have a mental illness I can work and earn a living and I receive a lot of self esteem, feel valued and feel I am making a contribution.  I take pride in my work.
· I’m proud of the fact that I am like every other member in the community.  I have commitments.  I have responsibilities and I pay my way.

· I’m proud of the fact that I have a lifestyle of my choosing and that I don’t have a government department interfering with my lifestyle of choice and giving with one hand and then taking away with another.

· I’m proud of the fact that I am able with careful saving purchase the items that I want in order to have a lifestyle of my choice.

· I’m proud of the fact that I meet the challenges of the issues and dilemmas that face every person with a mental illness who obtains work and dealt with these issues.

· I’m proud of the fact that I have become independent in the true meaning of the word and I’m proud that I have met the challenges that the stigma of living with a mental illness can be and overcome them.

· Lastly I am proud of the fact that I didn’t give in and decide it is all too hard and the struggle is not worth it.

I feel I have a lot to be proud of.  I also feel that I would not be where I am today without the support of some very caring people and very good friends.  Yes, I’m love my job, however I feel this is a privilege to be able to get paid for the work I love because there are many people in the community who hate their work and what they do however don’t have the financial resources to change jobs.  I have also been in the position of working in jobs that I didn’t like and it took 18 years to find a job I felt good about and really enjoy doing.  
Yes, I’m lucky, however I believe one makes one’s own luck by seeing opportunities for what they are and giving them a go.  Seeing situations as challenges to pick up and run with.  There are many people in the community who simply don’t see the opportunities sitting right in front of them and want everything handed to them without actually having to make an effort.  Well it’s hard work and one has to be willing to give things a go and actually put some effort in.  

I would like to share with you some of the negative and self stigmatising messages I hear from consumers and am hearing more of these negative and self stigmatising messages in the current DSP Reform Package Debate:
· I’ll never get well

· I’ll never get a job that pays well.

· I’ll never earn big money

· If I get work then I won’t be able to pay the pensioner rate for my medications and have to pay the same rate as the general community.
· If I get work and do well and then get sick I want to be automatically put back on the DSP because it was damn hard to get it the first time round.
· You don’t know what it’s like for me

· I have a disability

· I want work and have the opportunities of being able to work in open employment but I don’t want the responsibility, including the financial responsibilities that goes with it.  I’d rather stay in the sick role.

· I’ll have to pay for my transport if I get a real wage

· I want the community to give me work but I don’t want the responsibilities that come with simply being a general worker in the community.

· Why should I take a pay cut because I have worked successfully despite my mental illness and then get sick and become out of work – I should be entitled to the same DSP allowances and entitlements and not be put on Job Search Allowance which is less?

· Do you know how low the DSP benefit actually is and actually have to live on it?
· I have developed a lifestyle on the DSP and even though the income is lousy I don’t want to work as this would interfere with my lifestyle.

· I won’t be entitled to concession rate transport.

· Why should I be reassessed if I get sick because once upon a time my mental illness was so disabling I couldn’t actually work and really stuffed up my life?  No matter that I have progressed on my recovery journey hugely since this time.

· Mental illness is episodic therefore should be treated differently to other disabilities.
· I want my cake and eat it too – I should be entitled to work 30 hours per week and retain my DSP entitlements.

· Consumers on the DSP can only afford to go out twice a fortnight and cannot save any money.

· How about the three pieces de resistance – the government can’t scare people into obtaining work to get off the pension.

· If you’ve been assessed as having a disability then its for life.

· It’s not as if the pension is a lot of money and people are living in poverty.

· Mental illness should be separated as a separate disability to that of other disabilities because it is episodic in nature and that makes it different to other disabilities.

Well lets discuss the negative messages a bit further and put some actual facts into place.

· The entitlements of the DSP were hard fought for and won by consumers in the past on the basis that giving these entitlements would assist people with a mental illness to obtain employment and get off the DSP.  Yet, all I’m hearing in this current debate is the complete opposite.  

· Consumers in years gone by fought extremely hard and won to have mental illness accepted as a disability thereby mental health consumers who are disabled by their mental illness are entitled to the DSP and the associated entitlements.  Hence, to want to separate mental illness from the Disability Movement is to reinstitute the very bad old days where people with a mental illness were extremely marginalised, hugely misunderstood and in fact not considered as having a disability, who had no voice and were not able to join a movement which can assist in giving them a voice.  Things are still far from ideal, even still to be fully accepted and have a large voice in the disability sector, however, to toss all these hard won battles away simply because of the fear surrounding the DSP reform package is deny the very rights that consumers currently have which were bitterly fought for and won.

· If I work then I’ll lose my entitlements and I don’t want that, however I do want to be capable and I do want the community to treat me as every other member of the community and give me the same opportunities.  Lets look at this one from another angle.
· If you are employed you are entitled to sick leave.  If you get sick and you have used all your sick leave you are entitled to use your annual leave.  If you have used both you are entitled to Sickness Benefit.

· You retain your DSP concessions for 2 years even though you are receiving a regular wage.  (However there is discussion from what I understand, however unable to confirm, to bring this back to one year via the reform package.)  Hence you still retain the entitlements of concessions for transport, medications, in fact car registration, gas, electricity and phone concessions.  

· If you live in Department of Housing your rent does go up according to your income – however – if you are fired your rent goes down to the income you are receiving.  You don’t stand to lose your home and everything in it because you can’t afford to pay your rent.

· Who says that you can’t eventually earn a big income.  The only person stopping you is you and your thinking.  Yes, it might even take awhile and you might have to gradually bring this to a reality – however it is not impossible.

· Yes, mental illness is episodic however why should you automatically be entitled to go back on the DSP without another assessment of your current status simply because once upon a time you were assessed as requiring the DSP.  Quite obviously your overall mental health status has changed, otherwise you wouldn’t have retained the work you did for the length of time you worked eg. 1 year, 2 years, 3 years, 5 years or even more.
· Why should you expect that regardless of whether you in fact have a disability or not you should receive all the entitlements associated with the DSP and not receive the Job Search Allowance?
· Many people these days in our society are part time workers and receive part time wages.  They still have to pay taxes and meet all their living and financial commitments.  

· I’ve yet to hear a valid argument why the level should not be reduced  to 15 hours per week in order to receive the DSP – with exception to supported employment and transitional work programmes.

· Very low income earners are eligible for a health benefits card – this is a means test however this entitlement is available to low income earners in our community.
· The DSP is supposed to be the only major income for a person with a disability.  The criteria is to assess the level of disability and not the fact that one has a mental illness.  Yes, mental illness is episodic and can for short periods of time be disabling, however, the DSP is meant for people who are disabled by their mental illness to the degree that the disability impairs their ability to obtain and retain work and interferes with their lifestyle.  The DSP is the safety net for people who are disabled and not simply meant to be the safety net for every person with a mental illness just because they happen to have a mental illness and are capable of working in open employment.

· For many years consumers have been promoting that people with a mental illness are capable and actually capable of working and retaining work, can recover and lead normal lives, and want to be respected and valued as equal members of the community.  Yet, to date all the debate is about stigmatising consumers to a huge degree and to be honest I take great exception to be stigmatised in this debate. 
· It’s as if some consumers want the government and the community to see consumers as capable however also want consumers to either be perceived or remain in the sick role at the same time – just in case they get ill down the track.  This to me simply doesn’t make sense.

I am not going to say that it is easy to get off any Centrelink benefits, because it can be damn hard going.  One can feel that one is being penalised for trying to work.  One can feel that all the hard earned money is being given on one hand and taken off one on the other because of Centrelink rules and regulations and having to meet these regulations.  One can feel and think is it really worth it and is it worth even making the effort or trying.  No it doesn’t happen overnight for those who start with a small number of hours.  The attempts to become financially independent of the welfare system can take quite a long time, as it did in my situation.

The proposed reform package due to the lack of valid and full factual information is generating in some consumers the need to scare monger by giving the partial information and not actually ascertaining what some actual genuine entitlements relevant to people earning a low income actually are.  Thereby, creating a lot of anger and emotionalism in the current debate.
We need informed debate and factual information on the reform package and the range of Centrelink entitlements for the various benefit incomes to feed into this informed debate and put aside the anger and the emotionalism which is currently abounding at a fast rate by some consumers who are busy promoting bits and pieces of the package without the factual information to back up what they’re promoting. 

I for one am not prepared to stand by and be re-stigmatised by the mental health community and subsequently by the general community due to some consumers generating a lot of anger and emotionalism and actually inhibiting informed debate of the relevant issues.  

I reiterate – I have absolutely no problem with the argument that people who are working in supported employment and in transitional employment programmes should be exempt from the proposed changes in the reform package of working 15 hours rather than 30 hours.  

At this point, until people can give me sound and valid arguments to the contrary, I do have a problem that people working 30 hours per week and receiving a full wage should remain exempt from the proposed changes.

If you’re going to get angry then get the facts straight and take steps to develop valid and sound arguments which can be put forward to the government on the areas that need to be changed to make the package user friendly for consumers, especially the most vulnerable consumers in the mental health community.  

In conclusion until we can develop valid and sound arguments as to what needs to be changed and why, we are not going to have a valid hearing with those in government who have the ability and the power to ensure these changes are incorporated in the reform package.
I’d like to leave you with one last thought.  Sometimes the most sweetest of victories are the ones we actually have to struggle with every ounce of effort and might to attain.

Desley Casey
My Recommendations to Assist People with A Mental Disorder 
Obtain & Retain Paid Employment
Introduction:

Whilst stating up front that it is very difficult for a person with a mental illness to become financial independent of the Centrelink benefits systems, it is equally sad, in my view, that some consumers (people with a mental illness) are either choosing or are too afraid or have formed a world view as such which is inhibiting their thinking to obtaining open employment due to a number of factors.  In my view, these being:

· The negative messages they have obtained in the past and currently from various sources eg. You’ll never work again, having lost one’s employment due to mental illness, you’ll never be able to earn a big income again and so forth.

· Coming to terms with the fact they have a mental illness and living in poverty has meant some take on  negative world views in order to accept their illness and/or their situation.

· They have become simply welfare dependant and prefer to receive a pension and its entitlements rather than working and receiving an income where they have to meet similar living and financial commitments like people in the general community.

· And, they are too afraid to move beyond this point and even contemplate they can actually become financially independent and receive far more self esteem and confidence if they actually obtain work and pay their own way in life.

In saying all this I would like to put forward the following suggestions/recommendations for the inquiry, governments, the business community and mental health service providers to seriously consider and develop innovative strategies to implement.  These being:
Government approach:

· More encouragement to be given to mental health consumers to obtain and retain work and gradually become financially independent.  I respectfully put forward the following ideas to be worked on for a practical strategy to be implemented:

· Currently the person is eligible to work 30 hours per week and retain their DSP entitlements (however do understand this is to be reduced to 15 hours).  I have no problem with the proposed DSP Reform Package the 30 hours be reduced to 15 hours for people on an award wage.  However, I suggest that people who work 16 – 20 hours per week or achieves a specific income level be entitled to possibly 1-2 DSP entitlements for a further 6 -12 months in order to assist them to achieve more skills and financial independence.

· I believe that consumers who obtain 21 hours plus or achieve another specific income level have their entitlements gradually reduced from day one on a phase out process over the duration they are entitled to retain DSP entitlements whilst working – be this 2 years or 12 months.  I realise that some people may scream about this, however, please hear me out.  I propose the gradual reduction of entitlements in this order:

· First to be expected to pay normal transport fares.

· Second to be expected to pay normal phone, gas, electricity and mortgage rates.

· Third to be expected to pay normal car expenses eg. Registration & third party insurance.

· Fourthly to be expected to pay normal education fees.

· Fifthly to be expected to pay normal PBS rates for their medication.

I have deliberately left the PBS system to last due to the fact that many consumers have to take medication and in fact might have their medication increased due to having to manage their mental illness and being a worker at the same time.

This I respectfully put forward can assist consumers to take up the normal financial responsibilities like other community members on a gradual basis to assist them to get on their feet and become more financially independent.

I do understand that whatever is brought into being will still see some consumers not choosing to work because of what they feel they will lose in the way of benefits – however it is a start.  
· The mobility allowance to assist people with a disability to be more user friendly for mental health consumers.  Currently this mobility allowance to a huge degree excludes people with a psychiatric disability.  However, this allowance be tied to either study, voluntary or paid work in the general community and mental health supported employment programmes.

· For mental health consumers on job search allowance, they receive the same entitlements to those of the DSP eg. Transport, phone, electricity, gas.

· Job search benefit rules and regulations be more flexible and user friendly for people with a mental illness i.e. if the person is unwell it is difficult for some consumers to use the phone which is required in order to apply for positions.  

· A government assistance scheme to assist consumers who have a disability to establish a home business eg. Retain part of the DSP entitlements for say 3 – 4 years whilst working to establish the viability of the business, however putting in reporting mechanisms to ensure the progress of the business and gradually reduce these entitlements on a scale of business income.
· One of my biggest bug bears with any Centrelink type payment is that the reduction in benefit is based on the gross income of the person who obtains work rather than on the NET income.  I feel this fact alone inhibits many people on Centrelink payments from trying as they can be worse or actually no better off financially and find the struggle too difficult to become fully financially independent.  Hence, this recommendation is that the Centrelink payments reflect the deductions via the NET income the person receives from paid work eg. After tax deductions.
· TAFE Institutions develop and educate a range of business and work skills course for people with a mental illness.  These courses are free to the DSP recipient and not as is currently too expensive for the person with a disability to even apply for.
· Government legislate the insurance industry to provide people with a mental illness reasonable business insurance even though they are known to have a mental illness and have been receiving the DSP or job search allowance – due to the episodic nature of mental illness.
· Government waive the new rulings under the proposed DSP Reform package for people with a disability in supported employment or transitional employment programmes.  For the following reasons:
· The person in a supported employment programme will usually be at the place of work for very long hours, however, only receive a productivity based wage rather than an award wage.
· Transitional employment programmes in the mental health sector are for 6 months maximum and the person does not enjoy the same benefits and entitlements as an employee from the general community undertaking the same position.
Business Community Approach:
I believe the business community in many respects still lags behind in their perceptions of people with a mental illness in general, therefore can stigmatise people with a mental illness and not provide the supports the consumer requires to successfully undertake the role and retain the work.  Whilst we do have anti-discrimination laws in place which assist to protect also the person with a mental illness, many businesses envisage what supports are required for a person with a physical disability, however cannot envisage or simply disregards the types of supports required by a person with a mental illness in order to successfully obtain and retain work.

Therefore I respectfully put forward the following suggestions:

· There to be a major education campaign undertaken by both the Commonwealth & State governments to educate the business sector that people with a mental illness can be equally valuable employees and in many situations take less sick leave over a period of time than other employees.
· Businesses look at the support structures required to assist the consumer to work in the environment and actually do a good job and retain employment eg. Flexible work hours, for example, start later and finish later, the official breaks to be broken up into more smaller breaks, flexibility to work less hours when unwell and when well work the number of hours employed for, flexibility where possible to work at home (after workplace assessments have been undertaken) for the times where consumers require not to be in a work environment. Flexibility to utilise annual leave when all sick leave has been utilised.
· Employers ensure the person’s job is still available when one becomes well from an acute phase of illness, rather than simply firing them.  Maybe employ a person on a casual basis until the person is able to retake up the whole job again.

· The Chambers of Commerce in conjunction with a government department establish an advisory service to assist mental health consumers work through all the legal and financial requirements of establishing a home business in the market of their choice, including affordable education sessions/workshops/seminars on how to establish a home business, the pitfalls, the legislative requirements and so forth.  To assist consumers to make informed decisions on whether this is a viable option.

· The Chambers of Commerce in conjunction with a government department establish a support assistance scheme to support people with a mental illness to establish their home business for a period of 1-2 years, in order to assist with this home business becoming a successful home business.

· Banks to look at their fees structures for businesses being established and assist Centrelink recipients with reduced bank fees and structured loans for small income earners trying to establish a home business, however be negotiated as the income of the business improves and/or become financially independent of Centrelink payments.
· Businesses look at sponsorships and/or apprenticeships across the age spectrum which assist the young person with a disability to be able to apply for and successfully undertake.  This to also include being more flexible in the arrangements of how these apprenticeships and/or sponsorships are undertaken to accommodate the needs of a young person with a mental illness, including the study requirements.
Mental Health Approach:

· Public and non-government mental health agencies be funded to provide a range of educational programmes for people with a mental illness for the following:

· Breaking the poverty cycle

· How to successfully obtain and retain open employment

· What are the issues and dilemmas for mental health consumers working in open employment?

· Breaking the welfare dependency cycle

· Stigma and how to overcome this within ourselves and in the work place.

· Negotiating for the supports you require from your employer to successfully maintain your employment.

· Working through the issues and crunching the numbers to successfully move off the DSP to an award wage in open employment.

· Budgeting whilst receiving a part time wage – not just simply balancing the cheque book but being a smart shopper, affording the little luxuries in life, saving for a holiday whilst still meeting living and financial commitments.

These are but a few I can think of which I call the Welfare & Stigma Busters – to give consumers confidence, self esteem and factual information to make informed decisions.

· Public and non-government mental health agencies to be funded for consumer run recovery programmes to assist consumers to move to open employment.

· Public and non-government mental health agencies to be funded to provide a range of support services (including after hours access to care co-ordinators and doctors) to support the working consumer.

In conclusion,

I respectfully put forward the above suggestions in the genuine attempt to highlight there are a range of strategies which can be brought into being to assist a person with a psychiatric disability to obtain and retain open employment.  

Thank you for the opportunity to submit this submission.

Yours faithfully,

Desley Casey
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