ODSC – Jane’s Story 
Transcript of video
Graphic :  Disability Services Commissioner – It’s OK to complain.
Photo of Jane and Nick – Jane’s Story
Jane: let me tell you a little bit about Nick to begin with.  Nick’s my first child.  He was born five weeks premature I actually missed my farewell party at work because he decided to arrive rather quickly and I had an emergency caesarean section with him.  But he was in very good shape at birth and all went well until he was about three months old when he had a series of apnea attacks.  He stopped breathing and in retrospect they were probably seizures and his development started to diverge from the development of his peers at that time and so his motor development in particular was very slow and so he took a long time to develop head control and to roll over and to sit and he didn’t walk until he was about six.
Graphic: A sense of inadequacy
Jane: When Nick’s development started to diverge from his peers I was at that time going to a number of coffee morning groups around the maternal and child health centre at the time and it was a very painful experience really.  It was because those groups are actually very competitive (laughs) Parents are saying “is your little Johnny rolling over yet? Not yet.  Mine’s been doing it for two weeks now”.  And that must be because I’m just such a terrific parent and that’s great if your child is at the head of the pack and you can take pride and pleasure in your child’s achievements and your child’s progress but when your child is lagging behind that’s a very painful experience and I began to wonder was it me was I not doing something I should have done for him in those early weeks and months.  Did other people know some secret of parenting that I somehow had missed out on?  Was I carrying him too much, not giving him enough time on the floor.  All of that sort of stuff.  Was I contributing in some way to his slow development?  And that’s extraordinary really for me looking back because  I had had training in pediatrics, I’m a doctor by training but I still had that profound sense of inadequacy. That was a very lonely time for me.  I started avoiding those groups and avoiding groups where people had children of a similar age because the comparison was just too hard.
Graphic: The Diagnosis
Jane: Nick’s diagnosis wasn’t made definitively until he was about a year old.  We had a long period of uncertainty over those many months.  The diagnosis was delayed because he was prem, because he was sick in his neonatal period and so there was a lot of uncertainty.  Was his delayed development related to those factors or was it a developmental disability and looking back I’m astonished at my level of denial for that year too.  
It was one of those life moments that gets burnt into your brain forever.  I remember the way the light came through the venetian blinds onto the doctor’s desk.  I still remember it.  I’ve got a really strong visual memory of that moment. I don’t remember much of what was said but after the term Cerebral Palsy was said but that was the big realization that things were never going to be the same for either of us again. 
Graphic: Early Intervention Services 
Jane: We did engage with early intervention services and they because my home away from home – an enormous support for me and as is the case with many kids Nick not only has cerebral palsy but he also has an intellectual disability and he also has epilepsy and those diagnoses and disabilities were given as a series of not all at once but came over time and each one I guess I like many parents experienced as a series of body blows really.
Graphic: I learnt a lot from Nick
Jane: I learnt a lot from Nick about how to adapt and how to be flexible and how to always think about the opportunities that came with change rather than a focus on what was being lost.  
Graphic: … becoming a young many
Jane: He decided that he wanted to be an independent young man absolutely understandable but difficult when you have cerebral palsy and you can’t he can’t do the things required for his personal care.  He can’t manage toileting on his own.  He can’t wash himself.  He can’t clean his teeth or brush his hair.  He needs, or cut his nails – all those little things that are intimate tasks that we assume that we can do.  We take for granted that they are part of our independence.    He couldn’t do those things and he didn’t want his Mum to do them any more.  This was in his early twenties and he started to push me away and started getting very angry with me and irritable with me and later he became very aggressive with me and injured me on a number of occasions all because he was saying “back off Mum I want to do this on my own now”.  But he couldn’t.  There were many different struggles over power and things like when I turned the television off he got very angry with me.  When I told him to go to bed he’d get very angry with me.  The fundamental issue was that Nick wanted to grow up. He wanted to be an adult.  He wanted to have an independent life.  That was very difficult for me to provide for him because he needed so much care and I needed help and he needed help.  He needed a way of having his own life apart from the family.
Graphic: Put his name on the list for accommodation 
Jane: So that was the time when I put his name on the list for accommodation and at the time it was a very difficult decision. I certainly felt that that I was letting him down, that I was not providing the care or abrogating my responsibility or rejecting him or … but I took some solace in the fact that I knew that the waiting lists were very long and that I was unlikely to be offered something very quickly so in a way although that was a very difficult time we did in fact wait for I think it was nearly three years and it was a very difficult time. When the phone call came to offer him the place that was a devastating time.  It was so confronting.  So confronting that I didn’t return the phone call the first time she rang.  I just couldn’t imagine how I could go forward with this plan, but it was unsustainable at home as well so .. I think probably I was so tired and worn down that that made it more difficult to make a decision about it. 
It started off reasonably well we had a slow transition and within 2 weeks of Nick spending time at the house and having time away from me his behavior towards me just transformed completely.  He was then happy to come home on the weekends.  He was happy to be card for by me. We could enjoy each other’s company again.
Graphic: The Culture in the house
Jane: I think the culture in the house at the time was one where there was a lot of focus on the domestic chores, on the cleaning of the house the doing the laundry um cooking and doing dishes.  I mean the house always looked fantastic but there was very, very little engagement with any of the residents let alone Nick.
Graphic: Communicating with Nick
Jane: At the time he needed to have communication tools created for him and I was doing that and the staff in the house were not getting to know him well enough to do that and frankly there was so much change in the house, so many staff changes that um people weren’t that interested.  I guess people were just coming to do their job and really the nuts and bolts of the job were consuming enough for people without extending their focus to what I considered was pretty fundamental which was communication.
Graphic: The Relationship deteriorated
Jane: There relationship between the family and the house deteriorated pretty quickly over that year and pretty seriously.  I lost trust really in them.  People would be promising things and they would either leave or things just wouldn’t happen and in particular I’m thinking about the development of communication tools for Nick 
Graphic: We were not able to find common ground
Jane: I don’t know it seemed like we were not able to find a common ground to communicate on.  I think that as I became more anxious and more demanding, probably more strident I began to be seen as the neurotic mother, the demanding mother the problem parent, the stirrer in the house.
Graphic: The staff didn’t respect my knowledge of Nick 
Jane: One of the things that I found really difficult was that the staff didn’t respect my knowledge of Nick.   I’d spent 23 years living and breathing the same life as him and yet they didn’t seem to believe that I knew his pattern of abilities and the areas that he had difficulty in.  It’s very easy to see what he can’t do.  It’s harder to see what he can do and the area that was most painful and made me most angry was the fact that they thought that I was overestimating his communication.  They almost thought that I was making it up when I was communicating with him because I know how to pay attention to his facial expression and his body language.  I know how to put myself in his space so I can see the world through his lens and what’s happening to him and what’s important to him at that time and so I can often work out what he’s saying and then check it out with him.
Graphic: Worried about Nick
Jane: I remember one day when I was particularly worried about Nick I rang one afternoon to see how he was, and somebody I’d not met answered the phone and I said it’s Nick’s Mum here, could you tell me how Nick is today and he moved a little way from the phone and called out to whoever the other staff member was “It’s Nick’s Mum here.  She wants to know how Nick is. Which One’s Nick?” which didn’t of course make me feel that anybody knew Nick.  They didn’t even know which one Nick was let alone how to communicate with him how to care for him or to provide him with a life that was worth living.  That’s what he was meant to be having at this house, an independent adult life. 
Graphic: A reputation for Challenging behavior
Jane: He was going from a very engaged time at the day program where people knew him his friends were there.  His girlfriend was there and he would go from this very happy very engaged place where he was well understood back to a home where there was nothing happening and nobody understood him, so I mean of course he didn’t want to leave.  So he of course go the reputation for challenging behavior, disturbed behavior and I of course was being labeled as the demanding, neurotic mother so there was a very negative attitude towards us in the house.  That actual behavior where he was not wanting to get on the bus, began to generalize to other bus trips, so even bus trips that were going on within the day program he started to refuse to get on the bus so it started to become a bigger problem and then somebody started to say that they wanted him to have seat belt restraints to make sure that he wouldn’t get up when he was in the bus and another staff member said that she thought that we should consider medication for him.
Graphic: I didn’t trust them to care for my son
Jane: Not only did I not trust them to care for my son both physically and emotionally.  I nearly took him home many times but I knew that if I did that I’d just be back at the beginning of where we were before so I thought many times about making formal complaints but I was a bit nervous about doing that in case it rebounded on Nick in some way or came to compound the very negative feelings that people had about Nick and about me at that time. 
Graphic:  Communication was breaking down 
Jane: Communication was breaking down.  It means that the trust between me and the people who are caring for him needs to be there or I’m feeling that I’ve put my son in a situation that is unsafe for him and that I’ve almost abandoned him to a set of strangers who are not caring for him well and that’s a terrible thing for a mother to feel.
 What I needed was somebody on our side. Somebody who I could engage with and who I could build trust with.
Graphic: Another change
Jane: Then something really big changed.  A senior manager was appointed and I guess she heard of this mother from hell that I ‘m sure I was being regarded as at the time and she reached out to me and rang me and introduced herself which was fantastic and then we arranged to meet and I imagine that I was pretty prickly and hostile and I imagine that I was pretty uncompromising and critical of the staff but she was very gentle with me at that time and just listened.  She invested a lot of time in our relationship, she invested a lot if time listening to me.  I guess I felt that I hadn’t been heard that my concerns about Nick hadn’t been hear, that Nick hadn’t been heard.
Michelle: I just rang up and introduced myself you know Hi I’m the new manager and I think we kind of well I felt like we had at least a rapport to start with but I think I on a level as being a Mum and just wanting to hear Jane’s story and I was interested to know what Nick’s life had been like and what Jane wanted for Nick in the future.
Graphic: I felt heard
Jane: The big change for us happened when Michelle came on the scene.
And she did two really important things.  The first is she built trust with me thorough spending time and listening to me and validating my concerns and I felt heard. I felt believed and I felt supported and that decreased my level of anxiety and my level of hostility enormously.  The second thing she did was to institute changes in the house – the things that needed to be changed were changed. 
Shot of Michelle and Jane together 
I had set up a very complicated system of when Nick was going to be home with me and when he was going to be at the house and because I wanted him to have some weekends at the house and some at home and I can see now that was very, very difficult for the staff to follow but I guess they by that stage, they didn’t feel like they could say “that’s not going to work” to me.  You know I was already too hyped up and critical for them to take me on as it were, but Michelle could.  When she saw it she said “Well that’s not gonna work” It was a disaster waiting to happen you know …
Michelle: But you were filling the gap I think.  You were trying to help the staff by developing those things.
Jane: I was I was … but it was too complicated.  I didn’t understand how the staffing really worked. You helped me see their perspective and we could develop something that was much more sensible.  It’s just a matter of seeing each other’s perspective.
Michelle: Yeah
Jane: I really just needed to tell my story and be believed that I wasn’t a trouble maker.  I was only trying to care for my child because although Nick was and adult, he’s a vulnerable person and so all my maternal instincts are about caring for him and protecting him.  A bit like a lioness when it’s protecting their cub, I think I became a bit fierce, but it was out of fear for my child and for her to be able to come and to listen to that and to hear the message behind the criticism and the attack that it was really about fear was very cathartic and very healing for me.
Graphic: Build a bridge of trust.
Jane: Michelle listened to me and helped build a bridge of trust really between me and the service system again.  She made sure that there was a person to whom we could relate on a regular basis, a worker that was Nick’s worker.  The person who held his knowledge and with whom I could talk rather than buck passing between all the staff.  Somebody that I could train to develop communication tools and then be responsible for the development of those tools. 
Graphic: A support plan for Nick
Jane: One of the really positive things that happened for Nick was the development of a support plan for Nick and the day service and the house were all involved in developing the support plan and it was a fabulous way of getting everybody on the same page, everybody with the same priorities and goals and everybody working towards the goals together.  It also enabled me to provide the information about Nick’s care.  The things that I had provided in a series of emails could be gathered together and put in a plan so that it was readily accessible to any staff member working with Nick.  So I found that process of developing a plan a very positive thing both in terms of me being able to share the information I have about Nick with any staff member working with him and also for us all to be working together, the house the day service and the family to be working together to meet the priorities that we put in place for Nick.
Graphic: Things turned around
Jane: things turned around and we stated to build trust and they started to like Nick and Nick’s behavior became better and they liked him more and my behavior became better and they began to trust me more and we got to a much better place.
Graphic: A team for Nick
Jane: So what I hope that we can be as a team for Nick in the future is a team where everybody involved in Nick’s life his family those people that support him in his day activities, and the house staff respect each other, value each other’s perspectives and set with Nick priorities for his life and then support him to achieve those. We can only be an effective though if we trust each other and if we respect each other and if we value each others opinions.
Graphic: I wanted my son to be happy
Jane: I mean what I wanted was for my son to be safe and happy.  What I wanted was for my son to be cared for but also to be cared about.  What I wanted was for my son to be healthy and to have as good a function as he can given his physical disabilities and his cognitive impairment.  What I wanted was for my son to have optimal communication so he could share his life and engage with other people. What I wanted was for him to have choice and control in his life to be able to choose what he does and who he does it with. 
Graphic: there are ups and downs.
Jane: Now of course nothing’s perfect there are ups and downs nothing’s perfect of course all sorts of things happen.  There are ups and downs all the time, but that’s okay that’s life, it’s just if we can work together as a team.  Everybody had the same goal to give Nick the best life that he can have. 
Graphic: Everyone benefits
Jane: the other residents of the house have benefited enormously from the changes that came from Michelle’s response to our complaint so I think this is a perfect example of how a complaint for one particular person can actually benefit many other people in this case the house or a system. 
Graphic: It’s okay to complain, for more information go to www.odsc.vic.gov.au








