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Persistence, and a Sense of Humour – You’ll need it.
I had the privilege of speaking at the ‘Parents With a Disability’ forum, hosted by Yooralla. I was presented with the opportunity to reflect and share my own personal experiences, as a parent with a disability, and the challenges myself and my family have confronted ‘and’ overcome, over 2 decades.
Before contiuing, I believe clarification of our family dynamics is necessary. They tie many of our friends in embarrassing knots and will, I suspect in later generations, become a genealogist’s nightmare. There is my partner and soulmate, of 19 years, together we have raised 6 children aged 23 – 14. The family consists of two children from my partner’s first relationship, and two children from my first relationship.  At this point, you may ask yourself, did we learn? ...... No! We also have two children from our ‘union’. It truly is a, ‘Yours, Mine and Ours’ scenario. Many people......and I do thank them for their kindness; refer to us as the ‘Brady Bunch’. More accurately, our semblance is more akin to the ‘Osbornes’.
That clarified, I was diagnosed with Mulitple Sclerosis (MS) in 1987, 12months after the birth of my first child. . The Diagnosis was long and drawn out, similar to childbirth and parenthood and resulting in identical traits.............lifelong and chronic! Diagnosis confirmed. I adjusted my life accordingly. Management of the accompanying fatigue was a priority as it aided in the control of other MS symptoms eg. Spasms, tremors etc. Control of the fatigue was imperative to enable me function on a daily basis as a mother, partner and of course seductress. 
I remained stable. I required only 2 hours home help per week, which was granted by the local shire. The Home Care Worker, on her first visit, had little to do.  I had expended my energy, ensuring the house was clean, (in fact spotless) prior to her arrival!! 
Lesson #1: Management of fatigue = Fail.........Mmmm how quickly we learn.

Before conceiving our second child, in 1988, my then partner and I approached all the health professionals, and experts involved. We received many conflicting opinions, my neurologist and the MS Society were unable to commit to any advcie, my GP replied, “Definitely not!” My consulting physician said, “Go, right ahead!” Given this wealth of information, we made our own balanced decision to go ahead with the pregnancy. I was incredibly healthy during and after the pregnancy with no adverse side effects and no new manifestations of MS symptoms. Admittedly I was still occasionally pouring drinks down my chin, dropping things and tripping over nothing. Though possibly I’m recalling my inebriation during adolescence.
12 months after the birth of my second child, my partner ‘departed’ the family home, his guitar clasped in one hand, and a garbage bag (holding his belongings) clutched in the other. I believe these are accurate indicators that a partnership has irretrievably broken down. I am often asked, after I have related our family dynamics, along with the issues surrounding the MS/disability, “Was it because of the MS/disability that your partnership broke down?” Erm, in short, no! The MS may have played a small part in the breakdown of my first partnership, but sheer incompatibility, a partner who was a chef, muso and golfer, were by far more, the contributing factors. 
I was a sole parent of two, very small children, with the associated emotional baggage and a disability thrown in. Yep, by the societal standards of the day, (though I am of ‘mature’ age, I am not referring to the Victorian era) I wasn’t the ‘Catch of the Century! Reality had bitten. I resolved then, that myself and my two children were going to make it! So began my foray into the labrynth of: ‘locating and accessing resources’. Resources, which would empower me as a parent, and an individual. In 1989, the options offered were ‘family’, ‘friends’, ‘Family Day Care’ and ‘Home Help’, there was very little else, other than Foster Care.
As mentioned above there were no further options, though I explored all possibilities. I did place my eldest in Family Day Care for 2 half days a week, and received 2hrs of Home Help. Life and sole parenthood were challenging but there were many hilarious moments as I was confronted with thinking ‘outside the box’ to accommodate the general lack of ‘appropriate services’.

In Nov of 1990, I met my current partner and soulmate of 20 years a sole parent of a 4 month old baby and a 2 1/2yo at the time. The MS had been in remission and we conceived, our 5th child, in 1992, with no adverse effects from the MS, due to our vigilance and managment. It continued to remain stable, though the ever present symptoms presented some challenges,   life was adjusted accordingly. 
In 1993 we moved to rural Gippsland, the MS had been and was in remission and In 1995 I gave birth to our youngest child, who was clinically diagnosed with gastric oesophageal reflux, (of which she continues to suffer). In short, she was an uncomfortable, unhappy baby for 12 months and any parent’s nightmare of continual crying and sleepless nights, from 2 weeks of age. I do believe that various ‘dummy’ manufacturers were kept afloat by one baby throughout that period... At the time my partner was working rotating shifts at a large Australian company, paying taxes, contributing to superannuation, contributing to private health cover and stimulating the economy. Physically and emotionally, however, it was taking its toll on the MS and our finances. The only support I was eligible for was......continued home help of 2 hours a week. As the symptoms of the MS began to relapse we had no reprieve. Towards the end of the year I was admitted to hospital with a full relapse/exacerbation of the MS. This was followed by 12 weeks in a rehabilitation hospital in an inner city suburb, ‘the tyranny of distance’ was never so apt a quote and one with which any parent can identify. As a result of this reIapse I became reliant on a wheelchair for my mobility. On being discharged and in early 1997 I was alloted 7hrs a week with many restraints, no flexibility and under no cirumstances were they actually there to assist with the children; if that was what was required then I could access family day care.They would however assist in lifting her out of the bath. What care I was receiving was unreliable, uncoordinated, and had that ‘tweedle dumb and tweedle dee’ quality. A shambles! Frequently workers would not turn up, one worker had a serious mental health history and it was advised that she shouldn’t be around children, no authority had checked. I had an inkling when, glancing out of the window, I witnessed an axe swinging demonstration for the benefit of our 9 year old son! I am unsure of from where their workers were sourced! There was never any notification or cancellation.This would then necessitate a call to Andrew to return home from work. To exemplify: our youngest awoke from her, very brief, afternoon nap at the time of the carer’s anticipated arrival. The carer did not arrive and the baby had decided to get in touch with her ‘artistic side’ and ‘decorate’ and I use this word cautiously, herself, the cot and the wall with the contents of her nappy. I was able to lift her down to the bath, believing the carer to be running late, an incredibly regular occurrence. The carer never materialised, I called a girlfriend whilst constantly running warm water to keep the bath warm until she arrived. 13 years later this particular girlfriend, who has had a diversity of experiences and is not easily shocked, can still vividly remember that moment and reminded me, only a vey short while ago, that it had left an impression she will certainly never forget. 

Throughout this time 3 case meetings were convened by myself and the welfare officer attached to my partner’s employer and involved all relevant organisations. Throughout these meetings and at his place of employment the welfare officer ensured Andrew was given every support to remain employed and arrange a position that would be flexible enabling, him to support myself and our family. The ‘handballing’ by the relevant agencies, also attending these meetings, was of an Olympic standard. 
Throughout this period of our resourcing and accessing appropriate agencies, the number of inappropriate options offered ranged from the ludicrous to the horrific.
It was ‘strongly’ suggested I wean the youngest off the breast and put her into Family Day Care and therefore would not impact on my funded hours. I refused of course, which although the issue was never raised again,  it was then I was informed that if I wasn’t going take up that option I obviously didn’t want to help myself and wasn’t co-operating.

 My partner was reminded that if he was a sole parent he would have the same responsibilities, so having to wake the children at 4.00 am to prepare them for the day and still arrive at work on time at 7.00 am was considered a reasonable expectation. So too was: preparing, cooking and freezing all family meals during his days off work. After lobbying the local MP, I was advised me to find a ‘little old lady’ in town who would be happy to play grandma.
 Time passed and juggling the 7 hours of support to accommodate our growing family’s needs failed. My partner had a breakdown. This necessitated me requesting, short term, an additional 3hrs per wk.

We were informed, by my case manager, that the first and only option, was to send our older children to our respective exes, I raised the issue of the younger children with whom I required the physical assistance. The response, by the worker to this request shocked and, after the realisation there were no hidden cameras, horrified me when the worker stated, “Well, you can always put them into foster care.”  A solution? 
After failed, numerous attempts, over a long period, to resolve the issues, my partner was forced to resign from his place of employment and apply for a carer’s pension. 
With perseverance, a good reserve of humour and working towards resolutions we have faced a large number of issues on all fronts from appropriate service provision to appropriate, modified housing. Whilst living in an isolated farmhouse, 10 years ago, that was condemned and had open sewerage surrounding it, as the 70 year old pipes had broken, encouraging the rats, and the slugs of whom left quite pretty patterns on my benches and carpet, half of the house had no electricity and what electricity we did have was illegal due to its age. The fun part was talking through the person size cracks in the major interior walls, with a commode in my bedroom as I was unable to access the toilet. We lived like this for 5 years, whilst awaiting an Office of Housing home.  This in itself culminated in heavy lobbying of MPs and the department, a crane load of letters and my partner threatening to sleep in his swag on the steps of the office. We then faced the challenge of simple home modifications, such as D handles on doors and other appropriate modifications which required paperwork and assessments of Mt Everest proportions. The resulting expectation was that I could provide my family with all that was required from within the confines of my bedroom, (we required an airconditioner in the main living area for me to function in the warmer months) would remain in my bedroom for the Summer months and the majority of spring; therefore fulfilling my role as a mother of 6 children.......aaah.well at least I would be able to fulfil my role as seductress. Realistically, this option became a little cramped as the children grew bigger; bouncing on my bed was no longer entertainment. We decided that this was not an option and fought and finally had an aircontioner installed in the living area. It was with this as my goal, to fight for appropriate housing and modifications that enable me to contribute and raise a family with my partner. Every day issues have at times become extraordinary events, such as participating in parent-teacher interviews, participating in community activities such as volunteering at the canteen or attending special events such as your child’s debutante ball, where accessible venues are not checked for accessibility, or extracurricular activities where there are also no appropriate accessible facilities. All of this will most defiantly leave a parent with a sense of guilt. There are emotional repercussions on ourselves and on our families. We recognise this and do our best to ensure that we can participate in our children’s lives and to provide the best possible opportunities for our children wherever possible, including, providing for our children as they progressed and continue to progress successfully through school and extracurricular activities, with drastically reduced family finances and options
However, there are positive and exciting things happening. Throughout the last 22 years we have seen attitudinal changes. The new generations of social workers, case managers and service providers have brought with them a sense of hope. They have shown that while funding restraints are still ever-present there is a growing willingness to explore how the service system can develop and support dignity, flexibility and problem solving. They have supported our family belief that persistence is indeed omnipotent and thinking outside the box is a must. They are recognising that parents with disabilities can be, and are, great parents and in supporting this they are contributing to our future—well adjusted children and future adults who are able to positively contribute to society.


