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Everyday Courage

I think of the courage of everyday people.

They wear no medals.

Other people’s triumphs are not for them.

Each day may be a battle, an achievement.

They fill the air with laughter.

Their weeping is hidden deep, not seen by others.

Theirs is the courage of quietude, of outward calm.

Each day achieved is their reward, accepting themselves as ordinary people. 
By Pippa Coulston.
Introduction
This book is the collected stories of some ordinary people leading everyday lives. Most of those who told their stories belong to the community of the ‘one in five’ New Zealanders who experience disability. The others are caring for family members with impairments. 
Photographs of the story-tellers, often with families and friends or engaged in favourite activities, are included. Some have chosen to tell their story anonymously.

Notes at the back of the book indicate the rather random process used to select the story-tellers. Many more everyday New Zealanders could have added to the collection of stories that describe what it is like to live in New Zealand in 2005 with the added dimension of managing their experience of disability.

Rebecca
My goal is to be independent

“Kia Ora, I’m Rebecca Riwai, I’m 19 years of age and live with spina bifida. I’ve lived in the far north in the Hokianga with my family of Mum, Dad and three brothers until about three months ago. I love it, I know it’s not an easy place to stay cos it’s so isolated, but it’s home and the only world I know. 
“Last year I went to a Youth Forum in Wellington. At the forum we did a workshop where we created a performance about making things better for disabled youth in the future. I was in the music group for the performance, we took known tunes and wrote new words for them. The workshop, and being with the others there, gave me a new perspective on what I can do. I had wanted to be independent and the forum opened my eyes, and I came back and started to make the dream of independence a reality. 
“Three months ago my friend, who is also in a wheelchair, and I moved into a Housing Corporation house in Whangarei. It’s new and suitable for us wheelchair users, and it’s rented to me – my friend pays board to me. Setting up house has been heaps of fun and it’s great to do things our own way. 
“For my family it’s a bit of a mixed time, they want to see me have opportunities for working and living independently, but they worry about me, especially as I’m the only girl in our family. My parents change between being cool about it, being excited for me, worrying that it will be too much for me and finding it hard to let me go. That’s parents for you! But I know they are there to help out if I need it. I am just like any other typical teenager, stubborn and always making a statement, so I’m ready to give it a go. 
“Living in Whangarei is much easier, there is more accessible transport and some public transport, more service providers, and last but not least, more opportunity in employment. 
“I have someone come in and do some house work with me like cooking and cleaning. Personal care I can mostly do, but I still need a little help with that as well so I have a nurse come in every morning and night until I’m able to do it on my own completely. 

“I finished college when I was 16 because I had to fight for so many things around schooling. I basically got tired and left to do a course instead. 
“I did Computer and Business Administration Course level 3 NCEA. I completed level 4 too but I didn’t get credited for this as the provider went bankrupt and didn’t forward our results to NCEA. I’m thinking about completing level 4 again. I know I do want to carry on with my studies so I’m currently looking for a course that I think may benefit me in the long run. I am interested in studying music so I may decide to go along that path.
“I am currently working as a disability support service officer doing administration work at Hauora Whanui. It’s a good job with great people but I wouldn’t want to do this permanently. Even though I am good at it, I just don’t see myself being in this forever. I would really like to follow my dream of being in the music industry. 
“At the moment I would really love to be able to handle my money way better then I have in the past. My disability has no impact on my finances, there are no barriers to stop me from managing financially – it’s basically just a teenage thing. 
“I’m a person who loves to do things, I’m bored doing nothing. I love performing, as you might have guessed, and I adore music. I did kapa haka for a few years in college and in primary school and would love to get back into it if I could. I was in a band with my family as one of the vocalists, which was so cool. 
“Community-wise, well it helps when you’re in an environment where it’s easily accessible to wheel around. Right now I am in a place where I can get into the community and participate in anything I am interested in, so that’s excellent. I would probably love to get back into sports again so that’s a goal I’m going to be working on. 
“Relationships – what can I say, it all depends on you and the person. I have been in and out of relationships, platonic and intimate ones. My disability does become a factor at times because it depends on how comfortable or uncomfortable it makes other people feel to be around someone who’s totally dependent (or can be at times) and is different to them. 
“I guess my experience to date has been a rocky one, but I have come to the conclusion it’s not a real relationship until the person sees you as a person rather than what you look like. In other words, outside body things matter, but what connects you to another person is the bond you share and that’s where personality matters more than anything else. That includes family and friends as well as intimate relationships.
“I would really like to follow my dream of being in the music industry – but I know it will take a while to get into.”

Home of my own

Home, home of my own

With everything in it I own

Ovens I can reach

And a ramp to the beach

And streets that are easy to roam

A wet area shower

And a hundred bucks an hour

And plenty of food in the fridge

And lots of support

On trains and airports

And my parents live over the bridge

A song written and sung at the 2004 ‘Coming of Age’ Youth Forum.
“Some people still want us to hide away from them. I hope to see society changing attitudes and actually making us a part of every community – making us feel like we are people who deserve the same respect as everyone else. As the saying goes, you treat people how you’d like to be treated. Hey – it’s not a saying for nothing. 
“My view on the Disability Strategy is that we – disabled people – are doing a good job. We know what we want – now it’s time for people to listen to our needs and it’s up to us to make them listen. In my 19 years I have seen a lot of changes. There are changes happening for the better. I know it will get better because now I know we have a voice and we will be using our voices to get our messages out there. 

“In my view of the future what really matters is that EVERYONE needs to be recognised. I see our society failing with that because we, as disabled people, sometimes aren’t recognised as normal individuals who are in the community.

“Kia Kaha, Kia Maia, Kia Manawanui!!!!!!”
Kent 
Helping others to participate in their community
“I’m Kent Marcroft. I’m 34 and live with a flatmate in the house I own in Hamilton. I’m into running and swimming and I have completed four marathons, including two New York marathons. I work for a couple of service providers, principally Gracelands and for Phoenix. I also act as organiser and support person for Louise Henry, a blind singer, who sings in our area and often at rest homes. 
“I am a community support worker; my role is to support disabled people as they reintegrate into the community. I work with someone as they extend their opportunities and capacity to be out there, participating in the community. 
“I might accompany them on public transport, into town or to the gym as they are meeting and interacting with people. For example, I’ve had one client I’ve been with for about five years. He has some anger issues so my role is to be with him when he is out and about and make sure he is behaving within ‘society norms’. We’ve set some parameters and mostly now it’s just a matter of drawing attention to his behaviour by asking if he thinks it’s appropriate, and he modifies it appropriately himself. He is relearning how to behave in our society so he can get a job.

“The work can be stressful at times; it can also be rewarding when you see integration happening, you see and hear good communication and it makes you smile. However, everyone is different and everyone has their own experiences. I know first-hand how annoying, frustrating, demeaning and inappropriate it is for someone to say, ‘I know how you’re feeling.’ You don’t necessarily know and it’s better to say, ‘I can try and understand where you are coming from’.

“I enjoy working with people so they can achieve their full potential. There is a bit of a parallel with my own journey, and this allows me to see where my clients’ frustrations are coming from.
“For me ‘the lights went out’ on 25 January 1994 when I was ‘hit and run’ while out jogging. At that time I was a varsity student playing representative rugby and cricket and I was in pre-season rugby training. The next immediate while was a blur as I was left with broken bones and a brain injury from the impact of my brain being whiplashed into my skull. It must have been pretty tough for my parents, younger brothers and friends, as first it looked like I had a long road ahead in recovery and then I was expected to be nearly brain dead, and then unlikely to walk again. I’ve gone from not being able to hold my head up to running marathons and having a good job. It’s not been easy, and often frustrating. The help of my family and friends who stuck with me, and new friends, has been incredible. There is light in my life now – it’s a different life but a good life and the frustrations are less and less. I was lucky to have such great support from family and friends. I see some others facing times of readjustment and rehabilitation without close support and can see what a difference people close to you make – people who accept you, joke with you, challenge you and are there in the tough times. In my case they help hold me back a bit when I’ve set myself goals and I am in danger of overreaching myself to get there.

“I had to relearn how to do basic bodily and human functions, and of course I set myself goals to achieve and wanted to force the pace – it was boring and frustrating. Most of that is behind me now, but doing daily living and work-related tasks everyone takes for granted remains harder for me than before the injury. I use strategies to cope with short-term memory loss. I am a great diary user.
“I wouldn’t recommend my journey to anyone but I’m pretty happy with the person that’s emerged. It has given me the insight and desire to work with people so they can reach their potential.
“I am back into study and working on a diversional therapy paper with thoughts that I might do some study in palliative care, and I may need some study assistance, particularly in organisation and planning.

“I’m getting more self-confident as time passes. I’ve been in relationships. I’m ready for a new relationship with the right person and I’m ready to travel. There will probably be some more marathons (with faster times!) and definitely more work with people in the disability sector in my future.

“I work for an organisation that is proactive in implementing philosophies behind the Disability Strategy and in training staff so they can assist disabled people to participate fully in society, including having paid employment.

“In 10 years from now I would like to be part of a society that is empathetic but not sympathetic, and inclusive but not patronising to disabled people.
“I would like to see disabled people participating fully in society in their own way and people accepting that there are many ways to contribute, many ways to live life.”

Kathy 
It’s all about whānau

“My name is Kathy Strongman. I am 36 and a mother with three beautiful girls. Two of my children are hearing and one of my girls has a hearing loss. My partner is deaf and his name is Mita Moses Mohi. We are Māori, and I am deaf too. My family is very important to me. With them I know that I can achieve anything. My children and partner continue to support me to reach my potential. I love them very much. 
“I attended Kelston School for the Deaf aged 5–18. It was very hard for me to understand why I had to leave my whānau to go to the school. I know that my Dad wanted the best for me and that my family love me very much. However, their lack of understanding of my culture as a Deaf person, and because my family did not sign, meant that there were times when I felt lonely and I missed sharing my feelings with them. I did not have many hearing friends and stayed home a lot. I did have deaf friends and I worked with them as well. 
“In high school I attended classes with other hearing impaired students in sewing, cooking etc. When we had to take exams I knew that our exams were not graded at the same level as hearing students and I felt that hearing students were smarter than me. I attended courses that did not have interpreters or communicators, so it was very hard for me and I found them boring. 
“My favourite courses were carving and woodwork. I did a mechanics course, but did not like getting dirty. I love to work with my hands and, being Deaf, it was easier for me to pick up the skills required in these courses. I attended a sewing course and was offered a job as a seamstress. It was good to have other Deaf working with me as I could talk with them. 
“We were just the same as my hearing work mates. We chatted about what we did on the weekend, our supervisor etc. It was really good earning my own money.  

“I met my partner Mita when I was working as a seamstress. It was great to be able to talk to someone in my language, Sign. We became very close friends and one day when I was over 20 Mita took me to the beach. That was so wonderful for me, and I started to cry because that was the first time I had ever been to the beach. 
“We then travelled to Kaitaia and up to the lighthouse and I really felt happy. I decided that I wanted to be with him. He taught me to drive, and gave me the confidence to believe that my feelings were important.

“My life now is wonderful. I am very capable of taking care of my family needs and I support my children with their homework. I enjoy sports and have played basketball, netball and rugby. When my children grow up I would like to gain more skills, more education. I know that I need to learn more but I also know that I have come a long way. 
“I have a daughter who attends kura kaupapa. It is hard for me to attend parent interviews as there are not enough Māori-speaking interpreters or communicators who can support me. This is distressing for me as I can only rely on my child to sign to me about how she is doing at school. It is good that all my children know sign language. 
“Now I know that I can do anything I put my mind to. My future is just beginning. I am grateful that I can communicate with my children and partner. I have more hearing friends who also sign and so I am learning more about other people. I would love to learn more about my whakapapa and Māori culture. It has been great that my daughter is attending kura kaupapa as she is teaching me as well.
“My partner Mita has his own business mowing lawns for people. He started small a couple of years ago, just mowing lawns for whānau, but now he has a growing business. He is the chairperson of the Northland Māori Deaf Project, a Kaupapa Māori Deaf organisation, and he is a qualified teacher of New Zealand Sign Language. 
“Being able to share a little about myself has been a new experience and also very scary but I am pleased that I had this opportunity. I hope this will encourage other Māori Deaf women not to be scared to share their own stories. This has been very empowering for me. Thank you for listening to my story.”

Jack
There is no such word as ‘can’t’ in my life

“My name is John Hamilton Shortt (with two tts), but all my life I’ve been known as Jack or Shorty. I’ve been blind since I was 11 nearly 12. My family was living at Foxton Beach where my father was a builder/fisherman. One day myself and my four friends went into the sand dunes. The army territorials used the dunes as a firing range and on this day, 6 November 1927, we found an army shell and, when it was accidentally dropped, it exploded. I lost my sight and suffered other life-threatening burns and injuries. My friends used some brackish water on my burns to cool me down, but the burns became septic and I was in hospital for five months. 
“When I came out of hospital my family wanted me to have every opportunity to get a good education so they enrolled me in the Jubilee Institute for the Blind in Auckland. This organisation has had a number of name changes but it is now known as the Royal New Zealand Foundation of the Blind. 
“I boarded at that school for five years. We had the most marvellous teacher, Miss Mary Blithe Law, who worked there for 42 years. She was our teacher and mentor and taught us the full school curriculum in Braille. We had a metal Braille frame to do lessons. She was also our mobility instructor and she gave us the confidence to move around independently. There were no white canes in those days, they were not introduced until 1934. 
“When I was 17 I left school and moved into the single men’s accommodation and went to work in the Jubilee Institute workshops. I worked in the cane department for the next 19 years. 
“During these years I took part in two main leisure activities. I took up rowing and was a member of the Jubilee Rowing Club which had been set up by the Institute. We rowed in many regattas competing against sighted crews and won quite a few medals. Rowing is a great sport for blind and visually impaired people.
“From 1929 until 1947 I played the cornet in the ‘Blind Band’ (mainly brass, but we did have clarinets as well so we could not be called a brass band). The band made two tours, the first in 1935 for eight weeks in the South Island and then again in 1936 for a similar period in the North Island. On both occasions we were privately billeted, and during these tours I made many long and lasting friends within the families who put us up.

“The summer of 1938 I was with friends on Foxton beach. I heard a chap playing the piano accordion and got into conversation, and I told him I played the cornet. He played a few of my favourite tunes and very soon we had a big crowd and were having a community singsong. I had my German shepherd dog Rinty with me and, when an idiot let some firecrackers off and frightened him, he ran through the crowd to find me and knocked one of two girls who was standing next to me. We started chatting and that is how my dog introduced me to my wife Netta. We were married in 1940 and were married for 56 years. She was a wonderful woman. She was from Timaru, so early on we were corresponding by mail and she learned Braille so we could have private correspondence without anyone having to read the letters to me. Her mother was deaf and Netta could lip-read fluently so she was comfortable with people with disabilities. 
“Later in her life Netta became a Justice of the Peace, which was really useful for me in my welfare work as so often you need to get things witnessed etc.

“We had three great children, two girls and a boy. To them I’ve always been just Dad and now I am not only a grandfather, but also a great-grand-dad. 
“In 1947 I was asked to join the Institute’s welfare team as a social worker. We moved to Palmerston North into the then state house, which I now own and still live in. The area is a historical precinct because they were some of the first state houses in the country. I was the social worker for the central North Island from 1947 to when I was compulsorily retired at 65 in 1981. 
“My role was to interview new members to the Foundation and help them work out what they needed. It might have been schooling needs for children, homes for older people or enrolling them at the rehabilitation centre. It was about talking with people and working out what to do to help.

“There is no comparison between being born blind and going blind later in life. If you are born blind you live blind and build a lifestyle all of your own, and you develop your ability to use your senses and ways to relate with the world from birth. 
“If you become blind, especially when you are over 40, it can be a real hurdle. Firstly there is a lot of grief over losing your sight, then there is rehabilitation and a need to relearn how to cope, and the new experience of a visually changed environment and world. For the newly blind it was about taking small steps to build confidence – to get back on the road.

“When people become blind they often think they will have to change everything in their lives. My work was about exploring people’s interests and previous work and building on what they could do. For example, people said they would have to give up gardening – rubbish, I’m a keen gardener so I showed them my garden or explained it to them, how I did things and encouraged them to keep gardening as a hobby.

“For me there is no such word as ‘can’t’ and being a blind social worker moving around independently helped others see what they could achieve.
“I encourage all blind people to be active in their community as a way of educating sighted people, to help them realise we are just ordinary people who sometimes have to do things in a different way.
“For me the expression ‘I can’t see’ is no excuse for anything. You might just have to find different ways to do things. When you are blind you rely on different senses – a lot on hearing, but feeling things like the direction of the wind or sun is also important. People say to me ‘you have a great memory’, but we have just had to train and use our memory in a different way. For example, we learn to remember spatial locations, location of objects in rooms, how to get to places. With my work I could find my way around a number of towns without asking for assistance. It’s funny when you do ask for directions – most people give you visual clues, especially ‘over there’ or ‘just past the yellow building’. When people are giving directions to blind people they need to be very clear and specific like, ‘you cross the next two streets and turn left at the third street’.

“Often I was taking people out and giving them confidence to move in their own neighbourhood, teaching them to recognise their own home by, say, the feel of their fence or the neighbour’s fence, or how many paces it was from the corner or to the road. Once they were confident in their immediate neighbourhood they had some independence and could build on that as they got more confident. 
“I got inspiration from the people I worked with. The first time I met an 80-year-old man called Mark who had recently gone blind he said ‘I want to learn Braille’, and a month later I went back and he could read and write it. The couple were originally from Belgium and his wife told me he could speak eight languages and had been in military intelligence in World War 1.

“However, sometimes families could be overprotective of their blind children. This one young lad I’ve known over the years, his Dad was very protective of him, and I used to challenge him and say, ‘you are stopping Louie from taking risks and having learning experiences – you are stopping him reaching his full potential.’ His Dad has since died and Louie is living in a flat attached to a residential home and is living a much more independent life.

“I used to travel a lot with commercial travellers. They took me around the country with them and I loved to socialise with them. We stayed in pubs and played cards in the evenings. The cards we used look like normal playing cards but have Braille markings at the top and bottom corners. Seeing a blind man in a card game with the travellers was a real learning curve for some people who had limited ideas of what blind people could do.

“I’m still very active. I live alone, but my daughter and her husband live just down the road, and I join them for my evening meal. Lesley, my daughter, helps me with my mail by reading correspondence, writing letters for me and paying accounts etc. Apart from that I can manage for myself, do the washing, use the microwave etc, look after my glasshouse – I grow tomatoes every year in my garden. I am still interested in cane work, my house is full of it and I teach a craft class in cane at our local blind social group every Wednesday. Every Thursday a near-lifetime friend Jack (86 years old) picks me and another Jack (93) up to do our weekly supermarket shopping, and we have a quick visit to the RSA on our way home. They call us ‘the three Jackateers!’ 

“I’ve been to the National Blind Indoor Bowls Championships every year for the 52 years they have been run and this Labour weekend I was lucky enough to be in the team that won the national fours championship title. I’ve had my fair share of winning, but for me it’s mostly about the companionship, meeting old and new friends once the game is over. This year was my last, the 89-year-old knees are just too stiff for three days of competition. I’ve always been a sports fan. I listen to sport, especially cricket, on the radio. I had a relative who bred horses so I’ve an interest in racing, mostly in the breeding or bloodlines.

“I’ve been a radio ham since 1947. About eight years ago I realised the cable tying my aerial to a steel tower in the garden had come loose. 
 “I climbed nearly to the top of the 50-foot tower to fix it. When my neighbours came home they made such a fuss, saying I shouldn’t be up the tower when I couldn’t see, that I came down without fixing it. I just waited until it was dark and then climbed up and fixed it. I’ve made contact and had chats with people in 240 countries and I talk with Carl, a ham mate in North California, about twice a week.

“The more we are out in the community communicating with people the easier it is for them to see we are just ordinary people. It becomes easier for them to say ‘what can you do for yourself, what help do you need?’
“I can’t say I think most people are getting better at relating to blind people. Mostly it’s about people not knowing what to say or do. My hearing is good and I can often hear people say to their companions ‘I wonder if he needs any help’.

“I’ve always been a fisherman. I go out with friends and my daughter. They know I can keep myself safe on the boat and don’t worry about my moving about on it. As one of my best fishing mates says, ‘if the silly beggar falls off it’s his fault’. Weather permitting, my summer is going to be full of deep sea fishing and boating in Tauranga with my other daughter Heather and her husband or at Rotorua with my son Ian, out on the lake, but there might also be a wee bit of a celebration in January for my 90th birthday.”

Elena
Always out and about

Elena Rosenblum, who is 48, lives in an IHC group home along with four friends with intellectual disabilities, and caregivers Bev and Heather. 
“I work with some other people with disabilities. I work full-time at a place where we make needles for vaccinating cattle. I like my work and want to continue working there in the future.

“I have lived in lots of different IHC homes. I really like this IHC home. We are surrounded by good neighbours. In the summer we all get together for a neighbourhood cricket match and a barbecue. In this house I have my own room and my own TV. I don’t need any support to look after myself. 
“Bev and Heather do the cooking but we have turns to help. We each have a week on at doing the ironing. Bev and Heather help me manage my money. I go to the Trentham races and meet up with my cousins. I put some bets on but I have a limit and I do all right. I went over to the Melbourne Cup with Heather.

The members of Elena’s household are involved in lots of recreational activities. Transport can be a problem as the house is quite a distance from the main bus route. Bev and Heather have a small car to use from Monday to Thursday, but unfortunately it is too small to fit everyone in. Transport for the Special Olympics is not a problem – a van comes and picks them up and brings them home. 

“I have lots of friends and I’m always busy with work, social and sporting interests.”

Elena says, “I’ll be going to Christchurch later in the year to compete in the Special Olympics indoor bowls. I go to a dance club in Petone one night a week and learn old-time dancing. I get out and about on the bus and I have lots of friends who give me rides. I go to stay with my family most long weekends. We go up to the beach house at Paraparaumu with my brother and his wife and my mother. Sometimes I stay with my mother in Karori.”

Elena also goes to the synagogue with her family for special Jewish festivals. Her caregivers make sure she is supported in her Jewish faith.

Elena says, “I think things are getting better since the Strategy came out. I was on a course about it last year in town. We were saying if people have to go to the doctor’s they should have a support person to go with them. When I go to the doctor Heather goes with me. The people I work with are really helpful and I have lots of good friends. I was hoping to go over to Israel in the future, because I wanted to see where my ancestors came from and I have relations over there. Now I don’t want to go because it’s a bit dangerous. I really want to stay here with Bev and Heather but I’ll probably do some more travelling sometime.”

ODE TO INVOLVEMENT

I’m a very busy lady

With lots of things to do

There’s dancing, bowls and racing

To mention just a few.

I’ve got a job that’s busy

From 8.30 until 4

Then home to flatmates, household jobs

And meetings by the score.

What’s a disability issue?

It hasn’t stopped me having fun

I’ve travelled to the Melbourne Cup

And picked the horse that won.

So life goes on, with busy days

I live them to the full

Enjoy yourself and get involved

That’s my life’s golden rule.

By Elena Rosenblum
Mathew
Independent – that’s me!

Mathew Ngametua is 24 and lives with his Cook Island Māori family in Auckland and participates in a variety of work. He doesn’t see his cerebral palsy as a barrier to doing the things he wants to do. 
“I have done three years tertiary study. I plan to do a business management course because I want to start up my own business – a clothing line for disabled people. I have decided on a name and I’m gradually getting my ideas together, writing them down, and we’ll see what happens! 
“At the moment I am doing contract work for CCS in their community development team. I do motivational speaking and anything along those lines. I do the same type of thing with Ripple Trust. I’m also working as a sales assistant in a video store. With my work in the retail sector I am dealing with people every day and the only barrier I can see is with the attitude of some customers. The staff are really supportive and help me to do my job well; not only that, they are good friends. 
“There is no definition as to what normal is – so to me what I am is just normal. Most of my mates are non-disabled. I just do my thing and try to make everybody else happy. I don’t really worry about my disability. There are people out there who, when they see me, just cross the road, but that happens. Generally, people are good.
“My disability does not really impact on my ability to earn money and live the lifestyle I choose. When I wasn’t working I found it hard to have money in my pocket but since I started working it’s been all good – now I can actually hold on to my money. I get involved in community work. A couple of months back I was involved in planning for a youth forum at the local community hall. I was planning how everything should be set up to make it comfortable and accessible for everyone. 
“Before I got involved with CCS and Ripple Trust I didn’t access any services because I did my own thing – I am really independent. I got around just fine but CCS and Ripple Trust have helped me with employment and living support. 
“My relationships are not affected by my disability – nah! I’m cool about everything. 
“In 10 years I see myself as having started my own business and achieved some other endeavours. I like to do a variety of things at any one time. 
“I have seen a little bit of change in attitudes over the last couple of years, but it will take more than the Disability Strategy to wake up everybody’s minds. 
“There needs to be more information out there, whether it is through media or anywhere else, to help shift people’s ideas and attitudes and to allow disabled people to do their own thing as who they are – not as so and so with impairment.” 
Jean
Life is for living

“I’m Jean and I’m 73 and I live in a Housing New Zealand pensioner village complex in Avondale. I have lived here since 1991, and I like it here. I’ve good neighbours and good access to things in my community. I use my mobility scooter to do my shopping, go to church and go to the local senior citizens’ weekly meetings. I go on their outings when it’s physically possible, and attend their social events. 
“I’ve taken my scooters on trains and on the ferries, although on one memorable train trip I ran into trouble. I took the train to Henderson but when I set out to come back the train manager wouldn’t let me on the train with my scooter. I had to get the local taxi company to take me home. However, the taxi hoist could not take me and the scooter, we were too heavy. So it took the scooter, and I had to slide onto the taxi-van’s floor as best I could and I came home sort of lying on the taxi-van floor. I don’t think that’s legal but at least I got home, although I ended up in bed in pain for two days. I got an apology from the train company and a letter I keep with me saying the trains do take scooters.

“As a six-year-old in 1938 I got scarlet fever and it affected by my bones and I got multi-functional osteomyelitis. There were no antibiotics to deal with the open abscesses in my bones. They were just drained and some were packed with maggots. I was in a plaster cast from the chest down for about two years. The scarlet fever affected the bones in my ear so then, and later, I lost a lot of hearing. I compensate for that by lip reading. I was fitted with hearing aids in 1950. When I came out of hospital I was sent to the Wilson Home for Crippled Children. I spent a lot of time away from my family, a lot of time in hospital having surgery. My parents lost count of my surgeries, but it was at least 50 before I was aged 35. As I’ve had a bad car accident and cancer since then I’ve added to that number.

“I got to go to intermediate school – CCS sent me there and back in a taxi. I remember that as a good time, I was just another kid. In the fifth form I left school for ear surgery and never went back. After that I worked in a CCS workshop, but they saw I was ready to do more and they sent me to Auckland Business College for shorthand and typing. 
“The shorthand was tough with my hearing problems but I was good at the typing. I got an office job and was there for 10 years.

“I found out later that my family were told I would not live to 20, and that I would never marry and never have children. Well, in 1963 I got married and later had a child. I was a mum to one child of my own and to three grown-up step-children and now I’m a grand-mum!  

“My dear husband Cliff was 22 years older than me. He was a commercial photographer who was awarded an MBE for his work with IHC people. On one of my stays in hospital I was nursed by a lovely nurse Joan. Through her I connected with her brother Alan, who was my age. He had a car, and we had some lovely times out and about. When Alan married a Great Barrier Island girl, Grace, and had a baby daughter they did a bit of match making. They arranged for Alan’s dad Cliff, who was then a widower, to escort me to Great Barrier Island for a holiday. Great Barrier Island is a very romantic place and we fell in love and married later that year, with Alan as best man and Joan as my bridesmaid. 
“I was a mum on crutches. When my son Kevin was a baby I had it all worked out. I had a modified old-fashioned dinner wagon and when I needed to move him around I put him on that and pushed him from bed to kitchen etc. My son has never seen me as disabled, and now at age 40 he still sees me as just Mum. Cliff my wonderful husband, the light of my life, died in 1989.

“As I have got older my bone problems have got worse. I have osteoarthritis in most of my joints. Years of using crutches have damaged my shoulders. Unfortunately a car accident in 1993 put me back in a leg plaster for another eight months. I now have home care; a great lady comes in every morning to help me with a shower. She does my housework and washing. I do feel the home carers are so underpaid for what they offer. I cook my meals, but the weekend without assistance is a bit of struggle. I have my scooter, and both a manual and an electric wheelchair. 
“People in wheelchairs acknowledge that finding toilets they can use can cause both distress and laughter. For us, of course, toilets on planes are impossible, and toilets on trains are often not much better. There is a mid-city McDonald’s that used to indicate it had a toilet for the disabled, but unfortunately there were four steps between the door and the toilet. 
“Heavy doors, doors that open outwards into busy corridors so you can knock over unsuspecting passers by and toilet paper not reachable from the toilet are rather too common experiences in disabled toilets. 
“When you are in a new area, finding a toilet for the disabled can be like finding gold. On a day trip up north I found one but the door would not shut and I had to leave it wide open. One small problem, the toilet faced straight onto the main street full of people. Some new ones have lovely electric operating doors, but I do wonder about a power cut and have been known to hum the song ‘three old ladies got locked in the lavatory’ while visiting them. 
“I really value my independence. Since 1990 a big thing in my life is my visits to the Queen Elizabeth Hospital (now called QE Health) in Rotorua. The combined physiotherapy and occupational therapy plus the mineral baths etc have been the major things keeping me mobile. It would be a shame if this opportunity for treatment at QE Health was to stop as I remain in the community largely owing to the input of QE Health. 
“Two years ago my electric wheelchair had its seat changed. The new seat is very uncomfortable for me. My occupational therapist has written to our service provider about it, but I’ve been waiting for it to be fixed for over two years. Over time working with some providers I’ve noticed that we get regular letters from a provider inviting us to contact a named person if we want to talk about ongoing issues. You phone repeatedly but they are never available and never respond to messages you leave.

“My OT is concerned that I have to use a strap and physically lift my legs up onto my chairs or scooters. She can see this is aggravating my shoulders. She wants me to try powered leg lifters. I have waited two years for an assessment to see if I could use them, let alone be on a waiting list to have them fitted. I try hard to get the help I need to be independent but they just say it’s a shortage of therapists and you have to wait your turn. 
“I think that by the time that happens you’re going to be much worse off and need more care and equipment. It is not good money sense to me. 
“Being mobile means being independent – it’s my way of staying active in the community and not being forced into a rest home situation that I’m not ready for yet.
“I value my independence and just want access to the services that will help me to retain my independence and my ability to participate in my community. I like to get out and about as I believe life is for living.”

Kathryn
I do what I can, when I can

Kathryn lives in a semi-rural area with native bush and gardens surrounding the house. “It’s a very peaceful environment with native birds in abundance. 
“There’s me, my husband Greg, son Thomas, one dog, two cats, two budgies, Colin the guinea pig, the girls (six chooks), and fish in the pond. My other two girls, Jessica who is 21 and Rachel who is 18, are living and working or training in the South Island. You can guess I’m known for my sense of humour.

“Thomas, who is now 14, has Down syndrome and was also born with a serious heart condition. Until this was fixed when he was two-and-a-half we focused on keeping him alive. My husband and I became his nurses as he was tube fed and this took five to six hours a day. We coped on the outside! But we lived day to day.
“We decided there needed to be some sort of support group for families like us and this was the beginning of the Northland Down Syndrome Support Group. I am passionate about this support group as I would not like to see another family go through what we went through without any support in place.
“I have been the coordinator of the group for about five years and the office is my house. While we call ourselves a Down Syndrome Support Group we have an open door policy and welcome anyone wanting to join for support.

“When you have just had a baby and a medical expert tells you that you have had a Down syndrome baby, it’s overwhelming. There is some denial, some grief and then a need for some real information about living with Down syndrome. This is what we can share with new families. 
“As a group we share our ups and our downs, as we care for disabled family members, our frustrations with service providers, our breakthroughs and our successes with service providers. It’s a place where you can both laugh and cry about our situations and so some of the stress is vented. We take good care of each other and, for most of us, we find special friends amongst the group.
“I’ve a great mate that I first met through the group and we talk every day. 
“Through our newsletters and our meetings we communicate information. Sometimes it’s very hard to find out what we are entitled to or how to get access to services or carers that will work for us, so we share information.  We have strong links with NZDSA, the New Zealand Down Syndrome Association, and we go to all their conferences if we can. We have a joint Christmas party with Parent to Parent families, and run events in the community. We network with other organisations and work to hold events and social events so our members from throughout the far north can take part. 
“Thomas has been mainstreamed throughout his life but it hasn’t always been easy. The transition from a small primary school to a large high school has put the stress levels up, but knowing the special education system helps. I am on the Special Education Parent Reference group. The problems Thomas faced were bullying – students and teachers looking at the label first, not the person, and focusing on what he can’t do rather than on what his abilities are.

“Thomas does work experience at the Bait N Tackle shop. This is such a positive experience; he is out there in the community working with people. His tasks are packing bait, counting hooks, writing price tags, talking to the customers and he loves it, even if we have to put up with the smelly bait plastered down his clothes.

“My impairment is rheumatoid arthritis. I take medication for the pain. I often find simple tasks that people take for granted hard to do, for example like cleaning teeth, brushing hair, doing up buttons etc. 
“I suffer from tiredness and fatigue so I need to manage work and rest times. I am on the Mainstream supported employment programme through Workbridge. I work for Work and Income as a Disability Support Manager, providing information and support on what’s out there in the community from health and disability providers, community organisations and support groups, leisure and sports group etc. This is a joint venture between Work and Income Whangarei and the Tai Tokerau DEAS Trust. It’s a part-time position from 10am to 2pm. It’s a fairly new position and I love it. It’s about meeting people, talking with them about an issue or need and working with them to find a way forward that they will take. There is no sense of ‘doing it for them’– I’m not into that. Seeing people achieve something themselves gives me great pleasure. 
“My own condition is a bit unpredictable. It’s hard because others don’t see or know this. Sometimes what I did one day is just impossible the next, yet people expect me to do it every day. 

“Managing an unpredictable disability means you need to be on top of the emotional side of this or it can be a roller coaster ride, crashes and highs.
“In a bad pain patch my self-esteem and my tolerance for others can go down. Sometimes, for me, a bit of solitary time is needed, which is not always easy with a son with other needs. The trouble is, when it’s good I want to push it – socialise, play cards, have a laugh, do my artwork, sewing and beading and lead a very full life – so it’s sometimes hard to get the balance right.

“I would like to study, maybe a social work degree, but I would need to use tertiary disability support including, probably, a writer for exams. I do have hand supports and use a computer but not at speed or for long periods. We are modifying our bathroom and had an occupational therapist complete an assessment of my needs, but it’s going to be a while before there is any action on that, so we have begun ourselves. It would be great for me if I had access to a car modified for me to use –sometimes I just can’t drive and then I’m reliant on my husband. When I do drive, accessible parking can be an issue. I have a mobility permit but too often there are people with no permits who park in the parks.

“Some of these things money could buy if the financial situation was a bit different. I am hoping to be completely off the Invalid’s Benefit and working full-time.
“It would help if there was more care in place for my son, to enable my husband to get more regular employment, as his role is often that of carer. He is self-employed so is able to be flexible in the care he provides for Thomas. Costs of specialist visits for my husband and I, and medication, are significant for us. More spare cash to let us go to the movies or out to dinner once in while would be great; however there are great things we do as a family – like fishing. 
“We do access some services. I have someone who cleans the house once a week. Thomas is very much part of an IHC shared care family and he stays with them six to eight hours a week. We get some carer support days. Now Thomas is a teenager a real gap is obvious that we are looking to meet, perhaps through our support group. There is no local teenage activity group that Thomas can have fun with and develop a full range of social relationships. 
“My job is new this year and there is a bit for me to get my head around – what I can and can’t do with my variable health – but in the future I would like to be financially secure, have a balance between home and work and to be working full-time in a supportive workplace that recognises all my needs.
“I can see that since the Disability Strategy has been in place there is some evidence of organisations recognising the need to work together, and beginning to find practical ways to do so. My job could be seen as a small way to put disabled people with an identified need in touch with, mainly, available mainstream and community services and, in some situations, services specifically for the disabled.
“I believe one purpose of the Disability Strategy is to give value to the lives of people with disabilities and their families as well as to educate in removing the barriers to an inclusive society.”

Andrea 
Living and working in Te Awamutu

“My name is Andrea. I’m 34 and I live in Te Awamutu in a flat that I own. I am currently living on my own. I’d like to find a good flatmate to help pay the bills, but I need someone who is the right sort and reliable. I have had some flatmates in the past who were trouble. 
“I’ve always lived in Te Awamutu and since I left school I’ve had a variety of jobs. I always struggled with literacy and numeracy at school. My family lives here in Te Awamutu and I see a lot of them, especially my mum. 
“I enjoy embroidery and used to belong to the local embroidery guild. My grandmother was an embroiderer and I liked it and thought it would be a good hobby for me. I’ve exhibited some of my work. I also do artwork, mostly painting in acrylics and using pastels. I’ve exhibited and sold some of my artwork too. When there was a gallery here in Te Awamutu my artwork was displayed for sale, but the gallery closed down.

“I used to enjoy going to an evening art class. It was a smallish group and very social, as well as learning new art techniques, but the class is no longer on. It was great to get out to it one evening a week as you need something like that when you live on your own.

“I like to travel. I have travelled with my family, especially my grandmother, to Europe, England, Australia and Canada. I especially liked Canada. We have lots of family overseas and I’d like to keep visiting them and to see more new places and do more new things.  
“When I’m not working I like being out in the community, doing embroidery and art courses, being with people.
“My income comes from the work I do and from a benefit. I’ve done a lot of jobs and quite a few courses. As an adult I’ve had literacy support from a one-to-one tutor but she has left the area. I would like more literacy support but it is not easy to find the right person to help me. 
“I do have Cheryl, a support person who comes and helps me with my finances – budgeting and shopping.
“Because of my difficulties with reading and writing and because I can get stressed in difficult situations there are some limitations to what jobs I can do. I’ve had a lot of cleaning jobs – motels, rest homes and shops. I have cleaned for family and friends for a little extra income. I had a job in our local restaurant that was cleaning, doing dishes and clearing tables. It was a good job because it included weekend work when the pay was better, but the restaurant closed down. 
“I have done some courses in food preparation and now I work four days a week from 2pm to 5pm at KFC. There is someone from Gracelands who supports me at work and just makes sure there are not any problems. Work problems can stress me if I can’t get them sorted out. KFC is a good place to work, the bosses are great – they understand my disability and make it easy for me to work well. I get on well with most of the staff but I have had a time when another worker said some nasty things about me. It did upset me, and I found it stressful trying to work out what to do about it. I didn’t really want to tell the boss, although I knew he would sort it out. It is good to have a support person who can help you work through this and get it sorted before it’s too late and it gets to be a big thing.

“In the past my family and I were part of a rock’n’roll group that went away a lot. It was fun but the club closed down. I used to belong to a church young people’s group that took lots of trips, but it got to be a bit expensive really. 
“I like living in Te Awamutu, although it’s hard for me to find suitable work in a small town. Sometimes I get disappointed when jobs finish, or courses close, or support people move on.
“I would like to work in a good job with supportive people who understand my disability and be involved in community groups where people do things together.” 

Daniel
Busy builder’s labourer, musician and fun lover

Daniel Foreman, 21, enjoys a busy lifestyle. He works as a builder’s labourer, is a keen musician and an active member of his church community. 
Daniel says, “I have four brothers and four sisters. I live at home with my parents and a brother and sister. My sister is working and studying for a diploma and my brother is still at school. My adopted brother, who is almost 18 years old, and I have Down syndrome. Home is a very loving, caring environment where I can make my own decisions and I am encouraged to be independent. 
“I work for an older brother who is a builder. I usually work for two-and-a-half days a week. If there were more things that I could do I would work full time. I can’t do sustained heavy work and I have limited ability to work at heights. When I am not working I often read or do jigsaw puzzles. Sometimes I play my guitar, piano or drums. At other times I play Patience on the computer or watch TV. I used to copy-type information on fossils or my music into folders on the computer.  When I was at school I learned to touch type and could type 30 words per minute. Sometimes I prepare and cook the evening meal.

“Having Downs can limit my ability to understand some things and make good decisions. I sometimes need support to get myself organised to get ready for things, especially to be ready on time. I need help to know when I should go and see a doctor. I like working with my brother and haven’t thought about working anywhere else. I don’t know what other things I could do. 
“I like doing things with lots of people and want to do more things in the community but it can be difficult to go places safely, especially at night. I have a special role in our Sunday church service. I like going to the UPP Club, a recently formed social club for young people who have Down syndrome where we can make some new friends. I hope the future will have lots of chances to make new friends and maybe find a special girl friend.
“I am a fun-loving and caring person. I enjoy living with my family but sometimes think I would like to have my own place or go flatting. If I did I would want to live with at least half my flatmates not having disabilities. I do need the support of an adult.”

Mark’s family 
A case for shared care

This is Mark’s family’s story, told by his mother Nicki.
“My husband Steve has a physical disability and owns his own business. He trained as a health professional in England as his disability precluded him from studying in New Zealand. He is a very independent person and always wants to do the best he can in any situation. He was the disabled world champion at his chosen sport before he gave it up to spend more time with the family. He is a real ‘hands on’ Dad and family man. 
Claire, our daughter, is now 13. She has Asperger’s syndrome. Mark is now 11 and he is autistic. From birth Mark was a difficult baby; nothing we did with Claire worked with Mark. By 18 months Mark could not bear for us to stop on walks in the pushchair or in the car and would start screaming. He would bang his head on concrete. A child psychologist who observed Mark indicated that he had an intellectual disability with autistic tendencies. We were stunned! By the time he was three it was obvious he was autistic.

“As a family we were prepared to do anything to support Mark. We heard about an applied behaviour analysis programme that was helping autistic children recognise words and concepts like colours and shapes. We paid, in one year, up to $15,000 to have university psychology students come and work with Mark (using this method) in three-hour sessions. It was a system of repeated drills, and certainly showed us that he was capable of learning new skills. It helped him gain some words. By age four Mark could speak about six words. We thought that if he learnt to communicate better we could help him to manage his behaviour. Looking back on this time it helped Mark, but it was a huge financial outlay. But that was all that was available. We now know there are better ways of working with autistic children. We needed to focus more on working on Mark’s behaviour and communication. 
“Our child psychologist went to Australia and learnt about using visual intervention or photographs to communicate with autistic children.
“We realised Mark didn’t know what was happening around him and by using the photographs we could now indicate time for school, going to the doctor, showering or eating by showing photographs to him. The visual connection allowed him to associate words with pictures and his speaking developed. Now he can use words and can speak in full sentences and loves talking. 
“When we realised the value of the visual approach I worked with another parent and our psychologist to form a visual support group for families with autistic children, to share how we used photographs to communicate with our children. We were invited to run workshops and speak at conferences overseas. The use of visual intervention strategies really took off.

“We are not certain that Mark can fully understand his Dad’s disability. He can identify feelings such as anger or disappointment and can relate them to himself.

“The learning never stops, and one day a fortnight I work with Mark at home on independent living skills like cooking, cleaning his room, catching a bus, shopping etc. He is at school but we also use work from the Correspondence School to enhance his learning. 
“Life has not been easy for our daughter Claire. She is academically able and was successful in a normal primary school. She had one particular friend who understood her differences and helped her with social situations.  

“We have sent her to a local private secondary school so she has the benefits of a smaller school and smaller classes. The school has been wonderful in supporting her in what has been a rough road into teenage years. 
“For teenagers difference matters, and Claire feels she has been identified as being different. She has been bullied and given a hard time, although the school has been wonderfully supportive and run anti-bullying programmes etc. It is not enough that she can cope well enough academically – the fact that she is not good at sport and thinks differently singles her out. 
“At times she has taken medication to ease her anxiety and if things don’t work out our only option would be homeschooling, but we hope it won’t come to this because we want her to learn social skills and learn how to deal with attitudes she may meet later in life. She has friends from school who relate well with her in the holidays or at our place, but they are not strong enough to stick up for her at school and can exclude her from group activities.
“Claire and Mark went to a CCS-run preschool for children with special needs. This was great for them and our family, as the school operated a very holistic approach and provided a lot of support for parents.

“When it was time for Mark to go to school, myself and a number of parents of autistic students lobbied the Ministry of Education to establish a class for autistic students that used visual strategies. The timing was right and a classroom for (then) seven autistic students was set up in a mainstream primary school. We were lucky in that an experienced teacher of autistic children was able to take the class and the Ministry of Education spent money modifying two classrooms to make them suitable for our children. A number of the children at that time carried a high level of special needs funding. Mark was schooled there until he was nine, then he needed to move schools because there were difficulties.

“I investigated a number of special schools and believed that he would be best placed in a special school a 30 – 40 minute drive from us. We enrolled him there and it has proved to be just the school for him – the teachers have transformed him. It was a difficult first year however, as he had to learn new behaviours. 
“On regular occasions, to begin with, he spent time in a time-out room. He learned not to hurt other children and adults. We so appreciate his teacher and the school that another parent and I nominated her and the principal of the school for the Multi Serve Education Trust awards last year – but sadly they did not make the finals.  We have to pay $40 per week to subsidise Mark’s taxi fares to school as he does not attend the nearest special needs class or school, but finding the right school placement is well worth this.

“The school has been wonderful in building positive relationships with Mark and with the families of their special needs students. The teachers liked Mark, and saw beyond his behaviours and recognised his frustrations and developed ways to deal with him.
“Living day to day with our son is hugely demanding. There have been times when I have been willing to drop him off at Group Special Education or the nearest hospital and leave him there. A year or so ago we went away for a holiday, but it was awful really – Mark hitting Claire for no reason and being distressed much of the time – but there were some good moments. Mark couldn’t cope with the changes to his routine. We desperately needed time out from managing his behaviour.  
“There was one time when I had to call the Police. Mark is a big boy now and very strong. I could not stop him from running out into the street and maybe lying on the road or going into a neighbour’s house and being destructive. I had Claire behind a locked door for her safety. The Police came and helped me get Mark into a locked room but told me that if I called them again they would have to report it to CYFS and we were so afraid of losing custody of him.

“We were worried about the time we had for Claire. Mark was kicking her and hitting her without provocation. She was facing her own problems at a new school. In our worst moments we joked about buying two houses and living alternately with each of the children so we could have some time that was not focused around Mark’s behaviour. Steve’s and my relationship has always been strong but it was under stress.

“Several years earlier, Sue, a teacher aide at Mark’s original school, agreed to take him for respite care, and this built up to alternate weekends in mid 2004. From the beginning Mark behaved well at Sue’s and developed positive relationships with her, her teenage children and her one child who is younger than Mark. Sue suggested shared care, with Mark spending week about with her and with us, and that’s what has worked wonderfully well for us. 

“We approached our local service provider who worked with the Ministry of Health to establish a shared care contract for Mark.

“Since shared care began there has been a big change in Mark’s behaviour. This year he has only been in time-out at school three times – and not for violent behaviour. Right from the start, Mark has fitted into Sue’s family’s routines. There he has his own room, he is trying different foods, shares space and interacts positively with her children – like letting them choose the TV channel to watch. He is still quite controlling about routines at home, but he is developing the capacity to handle more flexible routines in a new place and is more relaxed at home too. His anxiety levels when routines are broken have gone down considerably. The week when Mark is not home means we can have time for Claire and focus on her, and on fun things that we cannot do as a family when Mark is there. There is much more space for spontaneous, noisy, different things.
“CCS recently sent me and another parent to a ‘One Person at a Time’ conference in Melbourne. It was an important time for me and Steve as, after the conference, I began to expand my vision of the kids’ futures, and began to dream big dreams for Mark. We were worried about what would happen when he was adult, or when we passed on. We had been thinking perhaps of him living in a flat attached to our house. 
“The conference expanded my thinking to establishing circles of support now that lead him to an independent adult life – perhaps, with the right support, flatting with a non-disabled friend and in suitable work, earning an income independent of any benefits. 
“The conference focused on establishing new friendships, relationships and circles of support that encouraged young people to extend their contacts and slowly develop their independence. I wouldn’t have believed it possible, but I have seen how Mark can progress through guided new experiences with Sue in his shared care. Mark has a non-disabled friend and I’m about to take him to some mainstreamed after-school classes. 
“He can travel on public transport now and is much more comfortable out in the community. Big first steps, and maybe the dream is too big, but I can see significant steps being made to reaching it.

“We belong to a parents’ support group through Mark’s school and I am in contact with other parents of autistic children. I’m in a support network of about 20 families. We support each other, including in times of crises, and we share information. It can be frustrating for us to find out what services and support are available for us. It would be wonderful if we just had one good case manager to deal with all our issues as recommended in Professor Werry’s report into Casey Albury Thompson’s death. 
“CCS are marvellous but a number of us deal with another funded agency and are often reduced to tears and to feeling frustrated and incompetent as we try to work through the systems and bureaucracy. When each day is hard with your child this can just be too much and we all need support.
“Shared care is wonderful for us. However, this arrangement has been in place for nearly nine months and Sue is still not being paid from Ministry of Health contract money. She is currently being paid using carer support days. A contract is nearly settled but we are very concerned that it is being funded by a discretionary grant. This gives us no stability or security that it will continue. I know that shared care will provide so much support for other families. The trouble is too many things are left until there is a crisis, when the support could be more useful and cost less if organisations can recognise when things are snowballing and put support in place so families don’t reach crisis point.
“If our family was offered residential respite care for Mark as an alternative, this would be much more expensive than shared care. It is important that Mark has the opportunity to live in a family environment rather than an institutional home with constantly changing, low-paid staff who often don’t have the skills to work with these special children. 
“Unless you live our lives it may be hard to understand what a difference it has made to our family to have some time to function without Mark at home, for Steve and I to grow and re-establish the strengths of our relationship, for Claire to have quality time with us. Plus a time for Mark to try new things and begin to understand flexibility in an environment, other than home, where he feels safe and secure.
“Shared care benefits us all, and it has made such a difference to our family that I will do all I can to lobby for shared care for families who have a child with very high needs.”

Gail’s vision 
Being involved in the community

“My name is Gail Stacey. I am a 39-year-old Australian who lives with her husband Ian and dog Sammy in Ruakaka, Northland. I had a severe vision impairment including a bad squint that has recently been corrected by an operation. I have gone from very short-sighted (bottom of milk bottle glasses) to short-sighted (fashion glasses). 

“I really enjoy getting out in the garden, running mad with our dog down the beach, taking photos and being creative. I even enjoy lawn mowing. My husband has introduced me to photography so we go out and take lots of photos on our days off.”

“My parents-in-law live on the same property and we get on great, we look out for each other and they always see if I need anything down the shops if they are going. 
“My schooling was not fun and I try not to remember it. When I was starting school my parents were told I didn’t need glasses and I got off to a really bad start. Later on, when I had glasses, I sat in the front of many classes in many mainstream schools, but I had no extra support and I missed out on a lot of learning opportunities. We later found out I could have gone to a school for the blind but I went to a state secondary school and got some support. I did not achieve anything like my potential and left with quite low self-esteem. I do hope it’s a different reality for mainstreamed students today.

“When I was about 17, I was sent to a rehabilitation centre and, after receiving training in using a switchboard and in administration work, I worked there training others to use the switchboard. I discovered early on I like working with and for other disabled people. In my 20s I went to a TAFE (the Australian equivalent of a polytechnic) and got a Human Services Certificate. I got help and support there. It was a mixture of more support being available, my knowing what I could ask for – like enlarged notes etc – and my having the confidence to ask for that assistance. Then I worked in Sydney Hospital and in St Vincent’s Hospital on the switchboard and in administration. Then I met Ian and came to New Zealand. 
“At that stage no-one would operate on my eyes. I was restricted in the sort of work I could do, but I was also restricted about how I saw myself. I felt that when I had a strong squint people related to me quite differently, they were less comfortable with me and had lower expectations for me. While there were some limitations on what I could do because of my limited vision, my lack of self-esteem or belief in myself held me back. I put limits on myself.

“I have worked at a number of jobs here and in Australia where employers and fellow employees have said that my sight problems would not affect my work and promotion opportunities, or affect how they relate to me. But there have been problems, or a lack of recognition of my needs and my skills. There may have been barriers to establishing casual friends, although real friends recognise you for who you are. 
“My sight got worse and it was successfully operated on. My squint was significantly reduced and my eyesight dramatically improved. 
“I now work at a large retailer on the weekend as cashier. This is where my husband works also so we get to work together, which is great. I work on a voluntary basis as the Disabled Persons Assembly Northland’s Secretary. 
“I am currently working at the Tai Tokerau Disability Empowerment Advocacy Support Trust as a part-time personal assistant to the manager. This is a great place to work.  

“I am getting what I believe I need at the Te Tai Tokerau DEAS Trust – a mentor, guidance, training, inclusion and respect. I use a19-inch LCD monitor to work with my manager and that seems to work fine. I am lucky to be able to work somewhere that is aligned with my values and which I feel is doing excellent work in the community. 
“It is great to be part of a workplace where disabled people work with and for disabled people.
“I see my future in family life and in work to do with assisting people with disabilities to participate in, and have access to, their communities – as they have a right to.
“Access to affordable public transport would be great. My vision impairment means I am not able to hold a driver licence so I rely on my family, friends and co-workers and sometimes the local school bus to get to and from work. 
“I miss my independence sometimes; when I lived in Sydney there was public transport to get around. I am lucky to have the support I do, because if I didn’t, my work and living options would be even less. 
“I would like to do a course in Whangarei but I cannot do an evening class and get home. I would like to learn about Māori culture and I would like to learn sign language.

“So far my limited education and training and my sight impairment have held me back from getting some well-paid jobs. Now my vision is better I could earn more money in other administration – type jobs, but it is clear to me that the area I want to contribute in, and my dream, is to work in the disability sector. 
“In the past, and even today, disabled people are often not seen in the community. They are not seen as someone with impairment, but rather as someone disabled to either be taken pity on or put on a pedestal. When I hear someone say of a disabled person ‘Oh they are working? Isn’t that great…’ I think, how condescending, we all have a right to work. This is where we are now. 
“My vision for our society 10 years from now is that people will realise that, yes, we are all different; not just in our hair colour, country of origin and values, but that some of us have an impairment and can be different too. 
“However, we all have skills and can make a contribution to our communities in our own way. Hopefully we will see more people with impairments out and about in the community, taking leadership roles and taking part in everyday activities, going to work and being able to make choices about their lives.
“Disabled people will be valued, included, and able to participate in the community. To achieve this, some of the obvious barriers to participation, like access, mobility, transport etc will need to be removed. But, equally, work will need to be done in the area of people’s attitudes and valuing people’s differences.”

Sam and Callum 
A journey of discovery

“Shane and myself, Linda, have two very special boys, Sam who has just turned six and Callum who is nearly four. The boys both have a not-fully-diagnosed impairment that is severe muscle weakness. It means that both boys are unable to do anything for themselves. A way to picture them might be as rag dolls, but that is not them.

“We live each day to the fullest we can.
“While the boys are confined to standing frames or wheelchairs and they cannot speak, they can take part in plenty of activities. They love riding for the disabled. We take the boys to the beach, they love the water. We go to parks, kids’ fairs, movies and other children’s entertainment. We are giving the boys plenty to stimulate them. Every Saturday I take one of them into town to have new experiences, so we are well known in our town. 
“We are all on a learning journey and we are always experimenting with possible means of communication and ways Sam can physically extend himself safely.
“Sam goes to a special needs school and has his own teacher aide. While he can’t talk he can certainly communicate. He has a great sense of humour and is right out there, interested in the world around him and trying to get involved. “He can communicate his needs and wants with his eyes, he can easily convey yes and no. 
“At home we know he can recognise letters and we are experimenting with him spelling words of things he wants. Because he is unique, we realise it is going to be us recognising the way forward for him and then bringing the school on board so that they extend their expectations of what he can participate in and achieve. Callum goes to a special needs playgroup and that’s a great time for him.

“It’s a similar journey to get the right equipment for the boys. We need to have standing frames, wheelchairs with full headrests, boots, and splints all customised for them. It’s a matter of trial and error.
“I have to take a lead role in getting people to modify the equipment until it works well for Sam and Callum. I go onto the internet and see what is available overseas and try to get it made here. We need people modifying equipment to step out of the ordinary and be creative, as the boys’ needs are pushing boundaries. 
“We have carers for the boys. Each boy gets eight or nine hours care a week. It has been a struggle to get suitable carers. There is lifting involved, and a need to understand some medical procedures like using tube feeding and administering oxygen. We need to know the boys are safe with the carers. We have been given carers with bad backs, some who are very young, in their first job and with no experience of severe needs. Sam has had bones broken by carers who were not careful with him. In the end I went out and found a great carer for Callum, and persuaded our service provider to employ her. She is a woman with a family of her own who Callum adores. 
“I use the carer time to do a small part-time job, delivering circulars. It’s great – it gets me out in the air and is, literally, ‘a breath of fresh air’. There’s not a lot of money in this family. My husband is on an Invalid’s Benefit and we get Family Assistance and a Disability Allowance for both boys. I contribute $80 a month from my circular delivery job. We received some financial assistance to have our house modified for the boys. We need things like wheelchairs, hospital beds, hoists, oxygen machine, feed pumps etc. We applied to get a modified van from Lotto and, believe it or not, we got the hoist but not the van. Our family helped us purchase the van and we are paying back a loan to them, but the van lets us get out and about as a family.

“We live in the now, each day that passes we are blessed with another day with the boys. We nearly lost both of them before they were three years old and they have exceeded medical life expectation predictions. 
“It is surprising in this world where we need to apply for funding and benefits how significant it is that the medical profession can put a name to a condition. We live in a ‘compartmentalise and tick the box’ society and when you don’t fit neatly you are difficult. Another example is our request for respite care. 

“There is no respite care in Northland. When we realised that we needed a break away from the boys there just was nowhere here they could be placed. Options suggested to us included Sam being placed in a rest home. How could you leave a six-year-old with rest home staff who aren’t trained to deal with a young boy with his specific needs? 
“It was suggested we could pack the boys in the van and drive the three hours to Auckland and place the boys at Wilson Centre Family Unit for a night off then drive back home to Whangarei the next day! 
“I took the initiative and we have found a way to use our limited respite care allowance that works for us. Because of the need to rely on specialised equipment in our home, it is practical that a carer comes to our home and we have some overnight time way. We now have two carers, one the local district nurse who comes in once a month on Saturday morning and leaves early Sunday evening. Having someone with nursing training who is very experienced and gets on really well with the boys means I can take a break knowing that they are safe.

“My husband is on the Board of Trustees of Sam’s school. I go to Parent to Parent meetings and I’m part of the Down syndrome group up here. It’s a group of parents with higher needs children, not just for parents of Down syndrome children and I get to share our concerns with other parents. We all get to share practical advice.
“What would be wonderful would be a ‘one-stop-shop’ care provider instead of having to work through a large number of providers. Currently we have dealings with 14 different organisations.”

Craig
Varsity student, music lover, partner and dad

Craig Hayes is 34 and lives with his partner and their nine-month-old baby boy in Berhampore, Wellington. Craig is in his final year of a BA, studying mainly in the field of human rights. He is a full-time student at Victoria University and hasn’t decided yet whether he’ll go back next year for post-graduate study or go out and work before going back to do a Masters degree. Either way, he will be continuing his university education in the future. 
“My day-to-day life is fairly busy with university, being a dad and a partner. For fun I love to spend relaxing time with my partner and our baby. I personally love to relax by reading loads of books, listening to old reggae and punk music and watching far too many DVD films. I like to get out and wander about Wellington. Both my partner and I love the arts and cultural aspects it offers. I favour punk rock Ts, cheap trainers and scruffy jeans. 
“I’d like to think who I am is everything I’ve mentioned, and then comes my impairment. I’ve had a 20-year history of mental health issues that generally exhibit themselves in the form of constantly recurring issues of clinical depression and its accompanying mood disorders. I was also heavily reliant upon drugs and alcohol for a decade as a form of self-medication, although I have been clean now for almost five years. I was hospitalised five years ago and diagnosed as having post-traumatic stress disorder and a form of bi-polar disorder, although I have never suffered from any of the ‘highs’ associated with that condition.

“I have a strange mix of family and friends. My partner’s family, who we spend a lot of time with, are fantastic and so are our friends, but my own family is less so. I spend a lot of time with my aunt and her kids who have been amazingly supportive of me. I have no real contact with my direct family. 
“We live in a very small rented flat, on a busy road, in a really multicultural and hectic neighbourhood – we like it! I’m just beginning to make some tentative steps of getting involved with our community. I belong to some ‘social justice’ groups, but I’m a bit restricted by time with varsity and being a dad.
“The noisy location of our flat contributes to me feeling unwell sometimes. It would be better for me personally to live in a quieter neighbourhood but as we are restricted financially we have to live where the cheap flats are. In the future I would like us to own a house which, with the help of my partner’s family, we will try and do as soon as possible. I’d like to stay around the same neighbourhood, but just on a quieter street in a much bigger place.

“I would need financial resources to support this as my finances are limited, and like many other mental health patients I know, I don’t have anywhere near an acceptable financial history. I would also need the support of an external support person to achieve this because I find changes hard sometimes and I’d find it pretty stressful.

“My financial situation is very poor, the same as anyone else on a benefit who cannot earn extra money, and that impacts upon our lifestyle. That said, we have very supportive family and friends who help us out when we get stuck.

“My impairment makes me highly susceptible to stress and, as a third-year student, there is some of that. If unmanaged, my illness makes it incredibly difficult to even get on a bus let alone get to class. I suffer auditory and environmental distortions that make it difficult to concentrate and relate to other students and my lecturers. I also suffer serious physical pain from my assorted injuries accumulated over my years of abuse. I also have a mild learning disability in the form of dyslexia.

“In order to eventually do my MA I would need the continued support of Disability Support Services at university, financial support in the form of scholarships and continued mental health support.

“I was a successful chef for many years but eventually I was unable to maintain a consistent mood in order to remain employed. My employment will always be governed by my ability to manage my health in negotiation with employers. 
“I would love to be able to support my family better, but I don’t want to pressure myself about it. I’m about to begin some voluntary work with Amnesty International. I have not worked in four years so it’s a bit of trial and error. In the future I hope to work full-time with a non-government organisation, hopefully within the field of human rights or humanitarian projects. I’m unsure about what resources or support I would need to achieve this. I guess someone who could facilitate (advocate) between employers and myself would be best. 
“Managing my health can be really difficult so sometimes it’s just too much hassle to do anything if I’m feeling unwell. I would like to access better health care to learn how to manage my health better and make the most of the time when I’m feeling good. I suffer poor physical health due to my impairment, high blood pressure, stomach complaints and general stress-related illnesses. They make my life quite difficult and limiting on many occasions. I would love to be physically well so I could just concentrate on dealing with my mental health issues. It would be great to have support in the form of some decent affordable health care and a doctor who could work with me in getting my health back. 
“I use Disability Support Services and counselling services at university and I simply could not have gone to university or have achieved such great results without their help. Disability Support Services have been a godsend to me, fantastic. 
“When I finish varsity I will be without any external forms of support and that worries me a great deal because I have come so far in five years I don’t want to lose everything I have gained because I can’t get the right support. Outside of varsity I have no idea where to go for help, I have obviously used the mental health system countless times in the past, but I wouldn’t know how to approach them now as they have such huge waiting lists.

“My self-esteem is reliant on my mood. I used to have horrendous problems with self-harming actions and really low self-esteem. I think my self-esteem is great when I’m happy and achieving but not so great when my mood changes. 
“I guess the cynic in me feels mental illness is a really misunderstood illness because I have suffered directly from prejudice over the years. I would have to say that attitudes are improving.
“I hope that 10 years from now that disabled people are not being called ‘disabled’ and are seen, like anyone else, as people with a few issues, just like the rest.”

Sally 
Now I’m NOT an actor, I’m real!

“I’m Sally and I live in a flat, which I’m paying off, in sunny Nelson. It’s a proper flat, not a modern apartment thing, with space for a garden and my dog and two cats. Now I work as a teacher aide for Chris, a super-smart 14-year-old who is wheelchair bound as a result of a birth accident. 
“I have moved from intermediate to secondary school with Chris. I’m his second mum and, as I’m 55, he’s as close as I’ll get to a son. We learn together, he’s an internet whiz. At the moment I have to do a lot of the physical connect stuff but this year is DragonDictate or voice-activated software year. I think it is going to be hard for the computer to adjust to his voice as his speech is slurred so a lot of patience will be needed, and that is not always Chris’s strong point. When he masters that there will be no holding him back. We are told the voice-activated software is improving all the time but I really hope this will be a success, not a ‘try again in a few years’ situation, because there is something very special in him waiting to be said or written without anybody’s assistance. With full computer literacy I think the sky is his limit, but I’m biased – that’s what second mums are allowed to be, and I know it will need hard work for him to achieve the dream. 
“I have a limp and people often offer me help when I’m out with Chris – but we don’t need it. Up until eight years ago I had a hidden disability that I did need help to manage I am a childhood sexual abuse survivor – sort of at the bad end of that scale. My hidden disability and my differences to other people, much as I tried to act and to hide them, made people move away. 
“Me and ACC sort of managed my situation until I was around 45. I was a real angry person, particularly at one time of the year. I had bad nightmares etc. As a teenager and in my 20s there were times of self abuse – self-mutilation, oblivion in drink and drugs, but not too much. My stubbornness got me out of that, I had enough ‘something’ to want more. 
“As I grew older I spent my time acting, the great pretender I was, covering up my driving anger and sadness as best I could. My chance of being in a relationship was about zero because, quite rightly, your partner would like your mental presence during intimacy and I couldn’t offer that. 
“Me and ACC, we covered it, with weekly counselling and good acting I got by. I worked in supermarkets, a good job because if it’s all too much and you are going to lose it you can always leave, get control of yourself and find another supermarket. 
“I had some close anger shaves with customers and managers though. I knew I couldn’t risk having children, it would have destroyed me if I didn’t keep them safe from myself.

“It was getting worse though, I needed to have more time off each year. I had a mortgage on my wee flat. Oh, by the way, do you know if you acknowledge that you have had childhood sexual abuse and have ACC help insurance companies won’t offer you insurance protection for mental illnesses. It was a blanket exclusion – no case-by-case consideration – so no looking at me and my situation. Kind of sad to think you’ve stuffed your mental insurance future by the time you’re six. I’ve got mortgage protection insurance without mental health cover. It’s hard because, although I’ve been through a number of jobs, I’ve never had a benefit. I’ve worked since I was 15.

“Anyway I got lucky. My ACC counsellor and case worker realised I was not resolving anything with ‘talk counselling’ and I got into a trial intensive rehabilitation programme. One month of intensive therapy with a child therapist, a body therapist and a psychotherapist. 

“One month of hell, one month to recover, paid for by ACC. It worked because skilled people made a therapy programme just tailored to me, to pick me up where I was forever stuck and move me on. It was ‘new woman territory,’ not a miracle fix-it, but new ways to live.  There are still things I need to deal with, but I’m not overwhelmed by my past. When I’m angry my anger is in the present and I can manage it. I’ve got new ways of coping, I don’t always react like a trapped six-year-old, I can see ahead. I don’t have to act to fit in with people, I can find me and be me. I don’t have to run away and hide during bad times, because the worst of them, like recurring nightmares, are gone for good. 
“My school and Chris’s parents knew all about me when I got the teacher aide job. I had done some paid care-giving for the elderly before, and they trusted me and gave me a new start, and that has helped. But without my intensive therapy I could not be living my life like this.

“I know that ACC are not offering the intensive therapy treatment at present. I hope it’s not because of cost, as I know it was very expensive, but if you added up my 10 years of ‘talk counselling’ fees it was cheap. 
“I’m no longer an ACC client. I wish I was strong enough to advocate so others can have the chance I had, but it’s still too close and personal. This is why I jumped at the chance to be interviewed. I just wish I was strong enough to put my name and photo behind it. I’d like to be able to stand up often and tell the world what a difference intensive therapy made, and please, please offer it to other individuals who are trapped in their abuse past and for whom ‘talk counselling’ does not work.
“I am alive in the present not the past. There’s space for lots of fun in my life. It’s not a bed of roses now, but is anyone’s life truly like that?”

Miranda
What a hidden disability means for me

Miranda is a 24-year-old fulltime psychology Honours student at Victoria University. Miranda was a young person fully into life, study and travel until four-and-a-half years ago when she suffered an aneurysm. A blood vessel burst in her brain and she now has a brain injury that leaves her with fatigue, concentration and attention-span deficits and high anger levels.

“The most frustrating thing about my impairment is the invisible nature of it.
“Last year I came off my scooter and I took the skin off my knees. My skinned knees were there for everyone to see. Some nice ladies offered me a ride across town. I don’t get that with an invisible brain injury.
“On one hand it is good that it is invisible so I can lead a sort of normal life but it is frustrating in that people don’t recognise that I have a problem. You have to try so hard to get support. People aren’t saying, ‘How can I help you?’ They are saying, ‘Why do you think you’ve got a disability?’ 
“I did research on hidden disabilities last year and presented it at a conference in Melbourne. I also appear on a poster promoting disability support services at Victoria University. I have had some pretty good feedback on it. It has been interesting – some people that know me and then have seen the poster have asked, ‘Are you just a model?’

“The whole visible/invisible discrepancy is really difficult. For example, if you see someone in a mobility car park with a wheelchair you don’t question it. However, if someone doesn’t have a visible disability you might question them, mainly because so many non-disabled people use the designated parks. 
“We don’t wear a badge saying we have a disability, but that’s exactly what I wanted when I first had my injury. I looked relatively normal and healthy to those who didn’t know me. 
“My disability affects how I live. I can’t lead the kind of life my friends and family lead – my life is much more limited. I need to have a lot of support. I don’t have the financial ability to live where I like. I am limited in what I can do to earn money because of the fatigue I suffer. I generally can’t work. I need to live reasonably close to the university because of the time it takes to get back and forth. I would find further travel too tiring.

“In the future I want to study clinical neuropsychology and to do that I need to go to Melbourne. The course is not available in New Zealand, but there is no financial support in Australia for someone who can’t work unless I get some kind of scholarship. I need to work out how I am going to deal with that. 
“I can only do my studies part-time. The Disability Support Services (DSS) at university are fantastic. I don’t think I would be where I am now if they hadn’t supported me. If I have a bad day and I am at uni there are people there who will help me out. There is a bed there where I can go and have a rest. 
“The DSS will come and advocate for me with course coordinators – this is really important for me because the psychology course coordinators are the most sceptical – they know so much about the brain. One of my coordinators questioned why I was getting support but once DSS came and sat down with me and spoke to the coordinator about why, then he couldn’t do enough for me. I had to explain myself because my disability is hidden, my exam results were good and I looked normal. That was frustrating for me.

“Last year I volunteered for DSS and became a team leader, coordinating a team of note-takers. At the end of last year I started tutoring first year psych for five hours a week. It’s not a lot but I couldn’t cope with any more than that. It has been a good experience and helpful having a little bit of extra money. 
“It is difficult to find things to help with fatigue and stuff. I can understand why a lot of people get addicted to drugs through fatigue – they want to take something to relieve the fatigue and then they get even more exhausted so they take more and more. 
“One of the problems I have is irritability common with frontal lobe dysfunction. If I get irritable I have to call someone to help me. I get stuck – I can’t work out what to do next. I call on a DSS person or a friend, flatmate, parent or sister and generally they stop what they are doing and help me out – that can be frustrating, having to call on them. 
“There are a lot of things that I would love to do but can’t afford and don’t have the time and energy needed. I enjoy hanging out with friends but I can’t do as much and last as long as everybody else. 
My mum lives in Tauranga and when I go to stay with her, supposedly for a rest/holiday, I get tired and irritable because it is a different place. It takes me a long time to get used to a place and to have the confidence to do things like cross the road by myself. It seems such a simple thing to do but… Before my injury I went overseas and did my big OE and it was fantastic. But when I went to the conference in Melbourne after my injury it was very frightening because it was all so different.”

“I bought a motor scooter so that I wouldn’t have to catch a bus, because catching a bus was causing so much stress. Because of my disability I have a discount card for the bus – the same as pensioners. Some drivers would ask me why I had the card because I look normal. I would get very, very frustrated and because of my irritability and not being able to control my anger, sometimes I would lose my temper and start jumping up and down shouting and swearing. I get angry with close family and friends too. Fortunately my relationships have all withstood this, but it has been really difficult at times. My friends and family are understanding so they will still love me afterwards, but things could be made easier for them if they had some support in how to deal with issues. It is really embarrassing. I searched high and low for some kind of support with anger management. 
“It’s four-and-a-half years since my injury and I have only just found a course to help manage my anger. It is a mainstream course that helps people deal with abusive relationships – it’s not a course for people with brain injuries. There was another brain injury group and a suitable course that I tried to get into, but because I was on a Work and Income Benefit and not ACC I wasn’t allowed. That was one example of hitting brick wall after brick wall. 
“Bus drivers and Work and Income staff need to be trained in how to deal with people with impairments. On my Work and Income file it must say a zillion times, ‘This woman has a brain injury. She can be prone to angry outbursts’. People need to be trained in how to deal with people like me. Every time I try to talk to people at Work and Income I get so stressed I have to wipe that day out, and these are the people who are supposed to be supporting me. They actually make me sicker. I have had some really good and some really bad case managers at Work and Income. They just change case managers on you. It’s really frustrating, having to start again and explain yourself and your situation – the stress is just so debilitating, it destroys you. 
“The Brain Injury Association is very supportive – especially when you are asking, ‘What’s wrong with me?’ I was referred to them by my doctor. I found it frustrating getting different information from different doctors. Different stories make things confusing. I think some brochures about what to expect with a brain injury would be useful. Lots of information is available on the internet but it’s better that information is given to you rather than for you to have to go looking for it.
“I would like to be able to be doing a lot more than I am now without getting too stressed – it’s probably a lot to ask but that’s my dream. I would also very much like to be able to wake up and think, ‘I haven’t said I’m tired for some time now’.
“If I’m having a good day, I feel great and I can achieve anything even though I still need to make sure I am super organised. On a bad day, particularly if I’m tired, I’ll feel stink, I won’t be able to concentrate, I’ll probably cry several times throughout the day, someone might say something that annoys me. If I don’t have too busy a day, I might buy a big block of chocolate and get into bed and watch a DVD. It’s very frustrating on those days. Recently I had a bad day at uni. On those days I think, ‘Why me, why can’t I do this, why am I so tired, why do I have to get these headaches?’ and I get scared because next year I want to go into full-time study for my Masters. I get scared about how I will cope with full-time study and worry about whether the support will be there in Australia. 
“In 10 years’ time I want to be married and have kids but that concerns me. I want to be able to have children but I don’t think I should if I am going to have angry outbursts every now and then. I need support to be able to go through the anger management programme and relearn how to be assertive instead of aggressive. 

“I’m never going to be 100 percent again, and there is a huge grieving process – grieving for what I could have been and where I could have been if this hadn’t happened. I need to know that in the future there will be support to help me lead a semi-normal sort of life without the stress that I have at the moment.
“It’s just a few people that have negative attitudes and I would like to think that people’s attitudes to mental illness will improve in the future, with more openness and public advertising about mental illness.”

Rex
What’s best for my family?

“Life in my whānau is very difficult at the moment and we are asking a number of agencies to find ways to help us. My partner and I have five children – Luke who is eleven, Bernice who is eight, Bradley who is six, Eliza who is three and RJ is two. We live in Papakura. 
“Luke is autistic and has 60/60 vision. He has tunnel vision and is only able to see things right in front of him. Luke likes to listen to the radio, that’s his main thing, he likes to read magazines and to eat – he likes to raid the fridge.”

Luke goes to a special school where he has a teacher aide and lots of support. He can say words but not sentences, but he can communicate. Bernice is partially blind. She is coping really well at a normal primary school with a teacher aide for part of the time. 
“Luke is a handful, he needs 24-hour care. We could look after him when he was younger but as he has got older he is angry and bored and needs a lot of my attention. I am his main caregiver. Every year his needs are growing and he is getting harder to handle. He is biting and when he’s frustrated the other kids are there to hit. He doesn’t like any other kids being in the house so our children can’t bring their friends home. He needs constant monitoring. Everything revolves around Luke, his needs and his tantrums. I am afraid for Luke’s safety, the kids’ safety, and ours too. When he was smaller we could keep to known routines but now he is bored and frustrated. 
“Stages we have reached – well, my partner has taken the kids and herself to her mother for a break. She is back now but our relationship is under stress and my relationship with my younger children is stretched because I give so much of my time to Luke. We don’t function as a family – our other kids are missing out on so much. They are all copers, especially Bernice. They fit around Luke, but what sort of childhood are they getting?

“I have given up my job – well, lost it really. My employer was very good, I asked for three months off to find a solution for my whānau, but when that time was up my boss had to ask if I could commit to more time and concentration at work. 
“I was just not getting enough sleep and was too tired and stressed to be safe at work, so I had to leave. So money is an issue – it’s hard to make ends meet, despite benefits and my partner doing what work she can. 
“We have been trying shared care. The first time, Luke went to a family for a couple of days but it was too hard for them. For the last two months we have been using intensive flexible family support arranged by CCS. Rosella, a teacher at Luke’s school, has been taking Luke home to her family from Thursday to Sunday. He is happy to go to stay with her, and his behaviour is known to her from school. She knows how to handle him. 
“Shared care gives my partner and me some time to do things with the kids that we can’t do when he is there – to give the other kids some time.
“For me it’s a chance to sleep. However, Luke is even more demanding of my attention when he comes home.

“Two months ago I went to CYFS. I wanted them to be involved for Luke’s safety. I told them I was scared I was so pushed I could lose it and harm him. At first they didn’t want to get involved but I had to say ‘I’m near to snapping, I’m afraid I’m going to harm him’.

“CCS, some other provider agencies we deal with like Taikura Trust and Spectrum, and CYFS are going to have a family conference to sort out Luke’s future. I have made up my mind. I can’t cope like this – I have to get a life for the rest of my whānau. I would not know what to do, how to live with myself if I hurt Luke. 
“I’m going to ask that Luke live away from us. We have really tried but we can’t do it any longer. I hope they can place him with a whānau or family that can look after him and help him to be safe and learn some new behaviours. We will want to bring him home for a day quite often, so hopefully he will live near here. I hope there is a family that can have Luke. Our whānau needs a lot of help to see him on that journey.

“In the next five years I want my other children to have a fun childhood like other kids – a real life for them that’s centred around them and their needs. I want to be there for them, not them helping me like it is now. I want to be working to support my whānau. 
“We are in crisis and we are asking for help. There are people and organisations out there trying to find the best way forward for all of us, but with Luke’s needs it’s not going to be easy. This is the hardest thing I’ve ever done in my life, and I know it’s the right thing, but I’m not handing him over to someone or something that’s not going to be good for him too.
“My hope for Luke in five years is that he is able to speak in sentences, communicate with other people and interact in a family. I hope he will be on his way to learning personal living skills that might mean he can be independent one day.”

Red 
A typical 18-year-old

Red Nicholson is 18 and works full-time at Telecom NZ on the broadband technical support desk. “I am a typical teenage boy, unmotivated and often spending too much time on the computer. I like going out in the weekend. I live with my mother, her partner and three siblings. I have spastic quadriplegia and get around in a power chair. It’s not a big a deal for me – it’s just part of who I am, but it obviously impacts on my life and the things that I do. I don’t let it impact emotionally, or not to the extent that a lot of people think it should. 
“I face barriers to the places I can go and how I get there. Transport is a huge barrier. Part of this is an attitude problem – it seems that some service providers don’t really want to provide a service but feel they have to, to be politically correct or because the council tells them they have to. I catch a bus to and from work every day. When that doesn’t work out I’m in trouble. In fact, last night the midnight bus that I usually catch home from town didn’t come so I had to drive myself home in my chair. 
“Sometimes people are shocked when I tell them that I catch a bus home from town at 1am. Do they think that people with disabilities should be locked away in their bedroom by then? It’s up to you to do stuff and not let others dictate what you can and can’t do.
“To catch a taxi you generally have to book it at least a day in advance so that’s impractical. The attitudes of drivers are something I have to deal with – I’ve found that most bus drivers, and even some cab drivers, have a begrudging attitude and appear as if they don’t really want to help. You can’t really blame them – they have to put the ramp down for me and that is an inconvenience. 
“When I go out with friends it’s usually to a bar or to the movies. It can be a pain if a bar has stairs. I sometimes feel like a liability when we go out because the places we can go are limited by me. I sometimes say, ‘Don’t worry guys, I’ll go home. You guys can carry on’. That doesn’t happen because my friends won’t let it. But in an ideal world everywhere would have ramps and it wouldn’t be a big deal.
“I have a modified van that I bought myself but I’m only on my learner licence. The potential for independence will greatly increase when I have my full licence. Our current house has been adapted to suit my needs. There are no stairs in the house and the bathroom has an open plan shower. It’s perfect for me but I’d really like to go flatting. It is difficult to find wheelchair-accessible housing in Auckland. 
“It is a daunting task looking through papers, sifting through web sites and trying to find a place that has accessibility and is close to amenities and my work. Housing NZ is an option but because I am on a full-time salary I don’t think I qualify for HNZ funding and I can’t manage to live too far from my work. 
“I wish there were services provided to help people with disabilities move from living with their family into independent living. Perhaps there is a division of some support agency that could provide options of properties that would be suitable for me to rent or buy. If there is, I don’t know about it. Services are so poorly promoted yet they are so valuable. The lack of accessible housing, or the advertising of accessible housing, is something that could be addressed. 
“It would be great if retail companies, accommodation providers, etc advertised services or support they can offer disabled people. They could make it into something attractive they could market. One in five people have a disability of some sort so there would be a market for their services and it would save us having to go to all lengths to look for suitable housing, holiday accommodation, leisure activities, etc. 
“Maybe in a year or two I might go and do a Bachelor of Communication and learn more about the media. I’m no more disadvantaged than anyone else when it comes to academia. Before working at Telecom I went to Auckland University and did part of an Arts degree. I really enjoyed my studies, and the social life, but it was really expensive. I decided I didn’t want to continue until I was sure I was doing something that would be of benefit to me further down the track. I also believe that if you can show an employer that you have the ambition, the personality and the passion for anything, that is more valuable than any university qualification.
“For me the best form of education is getting out in the world and experiencing real-world scenarios. Writing essays for three years is OK but you need to get out there and actually engage with people and managers to get a sense of professional standards. I’m really relishing it.
“My job is great and I work with some awesome people.
“There are some accessibility barriers in my workplace, like lack of disabled toilets on my floor. When we moved into the building it didn’t have wheelchair access. CCS assessed it all and worked out the best solution to get me in. Alterations were made within a week. I was really impressed with the way my employer was totally cooperative and had my best interests at heart. I think it would be a different story for some smaller companies with less money as it is a significant cost output. 
“In the future I would like to get involved with different aspects of the media – journalism, radio, television, film – particularly filming, editing and directing. I also love writing. I’m a really creative, expressive person and, although I really enjoy the work I’m doing, I don’t feel as though I’m utilising all my talents in a call centre. Eventually I’ll have to decide if I want to remain on the good salary that I am on at the moment, in a job that isn’t necessarily me, or really take a plunge and do work that I absolutely love for a pittance. 
“My disability doesn’t affect my earning capacity and I’m sure it never will, but it does impact on finances – when I bought my van I had to get a loan for it because it was wheelchair-modified with hoist, hand control etc. The previous owner had it modified for $30,000 – for the modifications alone. I bought it for $20,000. I love it and the independence it has given me, but it annoys me that, because I’m in a wheelchair, I had to pay out this kind of money. I can’t go and buy a bomb of a car for $500.
“Other costs related to my disability are for physiotherapy (yoga, stretching) once a week, home care support services and gym fees. I go to a gym that’s modified for people with wheelchair disabilities. I receive home care service – a guy comes in every morning and helps me put my clothes on. I can get out of bed, shower and dry myself but I can’t put my clothes on. He comes to the gym with me sometimes as well. It’s a really important service that gives me a bit more independence and I’m really pleased with that service.

“I have been involved in a couple of charitable trusts in the past. For a couple of years I was on the board of Recreate Auckland, which was set up to provide recreational opportunities for people with disabilities. I have also been involved in StarJam – an organisation that recognises and showcases the talents of kids with disabilities. I’ve been to America with them to interview Dick van Dyke. 
“I don’t feel the need to belong to disabled clubs but I really enjoy getting involved in StarJam and I’ve met some amazing kids who have some extraordinary talents. StarJam allows them to showcase these on stage and at big events without being marginalised. It’s really cool and brings out the best in people. As a kid I really enjoyed the mini olympics put on by CCS and it really increased my self-confidence.

“I value my independence. It’s not just a matter of having independence, it’s a matter of having the want to be independent. I think a lot of people with disabilities, especially young ones, are wrapped in cotton wool by their parents, and not pushed to be as able as they could be. “I’m not talking about being able to walk or put their own shoes and socks on, but catching the bus or going into town by themselves and meeting up with friends – doing the things that everyone else is doing. I have the attitude ‘there’s no reason why I can’t!’ 

“I’m really grateful to my mother for having put the onus on me to do things for myself – to get my licence, to register and warrant the car, study for exams, catch a bus, go to the orthodontist or whatever. When I was younger, if I had to find bus routes and go to a bus stop in an area that I hadn’t been in before, well, she expected me to do it. It was a pain at times but I’m really grateful now because it has given me a ‘can do’ attitude. 
“My family is really important to me. It is a nice balance between normality and having someone to care about me as well. My siblings are very normal – my brother is 16 and my two sisters are 12 and nine. My 12-year-old sister helps me so much. My whole family is supportive but they certainly haven’t made me too reliant on them. I’m reliant on them in the sense that if I can’t do certain things myself they will assist, but at the same time they don’t treat me differently. In fact, they often take the piss out of me. That’s important – I think you’ve got to be able to laugh at yourself and make light of the situation. If you start taking yourself too seriously then you could become a very depressing kind of person complaining about how hard life is. 
“My friends are very dear to me. My girlfriend is fantastic. For a long time I thought that being in a wheelchair meant that I wouldn’t have a girlfriend, but we’ve been together almost 11 months now. Of course my disability crops up in every single aspect of our relationship but we just laugh about it. It adds an extra dimension. Again, it’s an attitude thing and it’s all about the whole package. If she wants to take me on, she has to take my disability on as well. It’s great to have someone who you know accepts you and loves you for who you are, and doesn’t wish you were somebody else. I think she appreciates that if I could walk I would probably be a very different person. 
“We have a great time together and she doesn’t try to be overly nice. She tells me to stop being lazy when I ask her to pick things up for me. The only time my disability comes into it is when we are laughing about it. 
“I take what I’ve got with both hands and do what I can with it. There is no point in whingeing about what you haven’t got – it ain’t coming back.
“There are certainly aspects about me that I often wish were different. Who wants to be in a wheelchair? Who would choose that life? This doesn’t mean I pine and whinge and moan about them, but the fact that I’ve got cerebral palsy does mean that my hands appear spastic almost. Sometimes I have difficulty saying things but those times are few and far between.  

“You have to make the most of what you’ve got. I think the last few years have been huge for me. High school was the worst time for me as everyone was so image conscious. After that it’s quite an eye-opener when you find people who like you for who you are, and my self-confidence has shot up since school. My approach is ‘turn what you have into something positive that people can feel relaxed about’. 

“When I think about how society relates to disabled people the word ‘naivety’ comes into my mind. Some people have a warped concept about how people with disabilities see themselves. I struggle to find one single person with a disability who wouldn’t mind telling someone why they are in a wheelchair, yet some people think it is insensitive or rude to ask questions about it. Some stare, are not sure what to say, or ask awkward questions. Some people link physical disability with mental disability without really thinking twice about it. I don’t think people are hostile, just ignorant or uneducated. 

“In 10 years time, I could see myself in a whole bunch of places, making movies, on TV, still working at Telecom, travelling, public speaking, working in the disability sector – any number of places. At the moment I’m really pleased that I’ve got a whole raft of things that I could do with my life. It’s a matter of making good choices.

“When I see those ‘Know me before you judge me’ TV advertisements about mental illness I wish there were a few ads like that about cerebral palsy, muscular dystrophy or spina bifida. Sometimes you feel that you don’t really belong in certain places. I’d love to run classes to inform people what it’s all about and how you can make a person with a disability feel ‘normal’.

“I’m aware of the Disability Strategy and I’ve seen some changes for the better in access issues in the last two to three years. Three years ago I couldn’t catch buses from my place to town because they all had stairs. Now all buses that go from my place to town have ramps. I think a lot of places are becoming more accessible for disabled people. People are looking at ways to get people with disabilities out into the community, to shops or movies or whatever. We have a piece of documentation now that says ‘this is what we want’ and it has encouraged owners of places to be more aware of the needs of people with disabilities.
“I think ‘disability awareness’ is such a cliché – it is more than just making sure places have ramps. It’s about educating and informing people about different types of disability and what they can do to not make people with disabilities feel so alienated.”

Max
Coming home

“I’m a 52-year-old man who has recently returned to live permanently in New Zealand after working in Australia. I’ve always spent about three months a year in New Zealand, so it is coming home. My health has been deteriorating recently so there is quite an adjustment in accepting this and re-establishing friendships, church connections and a place in my community. 
“When I was seven I contracted polio and spent the next four to six years in hospital, for much of it totally paralysed in a full cast. When I went home to my parents they had to carry me everywhere but I regained strength and began to walk on crutches. I was finally well enough to go to school and thought it would be exciting but it was hell – because of the braces and crutches I was bullied and beaten. I didn’t share this with my parents and made my first suicide attempt at 14. I remained depressed and had a major breakdown in my late teens. Spells with alcohol and drugs followed. I was in trouble with the law, but at that time I did not want to accept any responsibility for my life or action – I blamed parents, schools and doctors. I ended up in a psychiatric ward and had a time when I chose not to speak. However, inside I always knew I could do better, there was more for me, and my belief in God brought me through. 
“I received counselling and became involved with a GROW 12-step programme for people with emotional problems - similar to Alcoholics Anonymous. This helped me to take responsibility for myself, to forgive and stop blaming and begin to live. For me a big part of that was to help others. 

“I’ve had a number of jobs but I have worked for GROW in America and Australia. I’ve been involved in training psych nurses, and working in prisons.

“I have been fighting post-polio syndrome - it’s described to me as a dormant virus that is now attacking the good side of my body. This results in fatigue, some difficulty in talking and mobility problems that are making the need of an electric wheelchair urgent. The effects are accelerating. 
“It’s an adjusting time to make sure I can get involved in a new community that meets the needs I believe we all have - to be valued, to have a purpose in our lives and to be in harmony with the people and places around us.

“I am now in need of some home care and at present value highly the woman who comes to do some housekeeping for me. I will soon need to have assistance with showering and it is important to me that I have a male carer. My service provider has indicated they will be unlikely to be able to provide a male carer. 
“What is it with our society that we value carers so lowly on the pay scale when they offer practical assistance and companionship, laughs, etc for those they work with? For some of the elderly I know their carer is the most constant visitor, the ‘light in the day’, and the person who watches out for them.  

“I need home physiotherapy. I have heard that my service provider is considering training carers to deliver home physiotherapy. I wonder if they have considered what it would be like for people like me to trust an untrained physiotherapist. I risk pain and further injury that could result in the loss of my remaining mobility. My need is for a trained physiotherapist who can make ongoing and constant assessment of my situation – not someone quickly trained in a few techniques.

“My quest for a wheelchair resembles a nightmare. My first request was declined, although I was falling up to five times a week and hurting myself. When an occupational therapist came she completed the assessment form ‘in the right language’ and I’ve been assessed as urgent. I’ve been on the urgent list for six months now. I have politely tried to get myself a wheelchair, but I am told I’m on the urgent list. Is there a list above urgent, and what hope is there for those on the non-urgent list? I know someone in a different area who got a wheelchair within a week. Does where you live influence when you get a wheelchair? 
“I’ve always been active in the community 
I live in – I value voluntary community work. It’s part of who I am.
“I want to work for the Citizens’ Advice Bureau. I have plans to initiate a scheme where people in the community adopt an old person in a nursing home and become their friend. I have been involved with such a scheme in Australia and know it works well. 
“I can see, from my own efforts to find people with disabilities around my age, that there is a place for establishing socialising groups for people with a range of disabilities, who have wide and outgoing interests. Since returning here I have met a bit much of the ‘he’s disabled so he must be intellectually impaired’ attitude. 
“QE Health is a vital place to me, it’s a lifeline. It has the only post-polio clinics in the country. Here we get up-to-date information about our degenerative condition, physiotherapy, occupational therapy, mud baths and wheelchair assistance. Going there each year is a chance for all of us to give each other support, maintain friendships and gain energy and renewed mobility to keep going. Our local DHB has not renewed its contract with QE Health. I don’t think they realise the holistic value of what is offered, because they are saying a physiotherapist in Auckland can offer the service. There is no value put on the mutual support, friends who understand and experts who use a range of treatments to maintain our limited mobility. This is pretty devastating for us and I am currently advocating with senior management at the local hospital for funding for the treatment at QE Health to continue. 
“It’s tough living on a $200-a-week benefit and needing frequent doctor’s visits. There is no PHO (primary health organisation) near me, so it’s $45 a visit. At a time of rapid changes in my health, that could be fortnightly or monthly. Then there are frequent visits to the hospital. The car parking is $12 a visit. No appointments at the hospital can be coordinated so I could be there on two consecutive days. The costs mount up.

“I used to be very good at advocating for others, and for myself, but I am realising that when you are fatigued and not well it is a real struggle to get access to service providers and have them listen and deliver.
“If implementing the Disability Strategy means making service providers accessible and accountable, and it means disabled people are given more opportunities to advocate for themselves, and the solutions they propose are adopted, then there will be a constructive way forward for disabled people. I’ve spent a good part of my life advocating for services, but I never raise an issue without offering a workable solution. I am sure most consultation with disabled people is like that, focused on practical, workable solutions to real problems.”

FOR ALL THE BUREAUCRATS

It must be difficult

for those who deal

with money

and with costing

and with balancing

of books and receipts

and trying to make

insufficient cash go even further

to remember – always – first 

and foremost, and forever,

that all of this relates to people

not to numbers.

These people are living beings, each unique.

They breathe, and think, and feel

and everyone is special

to themselves and other people.

You wield power over them.

Remember always they are not, not now, not ever financial units, or

revenue producing units

or numbers.

Do not crunch their numbers.

Do not let your computer

spit them out all chewed.

Somehow you must find a way

to cherish all the people

as individuals.

Don’t let the numbers

come between yourself and them.

Don’t be a faceless bureaucrat.

By Pippa Coulston
Sarah
My great family

“My family is my life. In our family there is me, Sarah, my husband Darren, my daughters – Fiona who is 17 and Rose who is 14 and our son Sam. Sam is nearly 12 and has Down syndrome. This is not a major issue but he also has a terminal heart condition. Darren has very bad arthritis. Sometimes he is in bed, and on better days he is up and mobile in a wheelchair. My elderly mum lives independently but I shop with her and take her out and help out around the house.

“Sam goes to our local primary school and loves socialising and being at school. He is doing very well there – when he is well. Sadly, this winter term he has had about two-thirds of the term off sick. I taught the teacher aide how to deal with any medical emergency he might have. The school allowed me to be part of the interview process for the teacher aide and I feel comfortable with her. She is an older woman who has children of her own. She is brilliant with Sam, just like a second mum. We are so lucky because she is going to the intermediate with him next year.

“The school is magic, I am always singing its praises. Help is there for Sam but he is not cushioned or given an easy ride. They understand his capabilities. It’s the whole school climate - the kids there are amazing – no bullying throughout the school. The staff and pupils are just great.
“I am fearful of Sam’s transition into a much bigger intermediate school next year. At present Sam can move around the school, as he can walk about 50 metres on the flat without a rest. At the intermediate, distances are much greater, and he will have to use a wheelchair and lose some of his independence. It will be a big thing for him, as well as facing a new group of kids who don’t know him.

“Sam and Darren both have ongoing health issues. There are care and support days available for both Darren and Sam so we could have a break from caring for them. 
“We can get a carer for Darren but we cannot get a carer for Sam. People, including our wider family, are daunted by the responsibility of caring for a boy who can stop breathing and need oxygen. The shortage of trained carers able to deal with severely impaired or unwell young people has to be related to the pay rate. The carers get $64 for 24 hours care. With shared care they get $40 for a 24-hour day. This is a low pay rate for work with high responsibility. 
“On a bad day I worry about the future, the money aspect of it, the fact that I’m getting older and I’m tired by the physical caring – what would happen if I couldn’t do it?
“It’s tough. If I get the flu, and especially if Sam is sick too, there is no going to bed for me. 

“Sometimes I get very tired. There is no available respite care for Sam in this city. Apart from me, Rose, at 14, is Sam’s principal carer. I have total trust in her and she can do all that is required to care for Sam. This means I can go to an appointment and leave him with her. It’s sad that even when she is older she can’t ever be paid as a carer because she lives in the house. Soon she will want a part-time job, and I can’t pay her for her care of Sam.

“I go to our Down Support Group and it’s great to share our concerns, have a laugh and support each other. Our group has widened to welcome other parents with children with severe impairments, so I am among others who understand our day-to-day reality, and it helps.

“Fiona at 17 is beginning to explore her independence and has a part-time job. Some of her money she uses to buy the things other families provide, like clothing and make-up and money for outings. Luckily our teenage daughters are not the demanding type.  Their friends come to the house a lot, we always have kids staying over. The girls are brilliant; they kind of understand there is no space in our family for teenage tantrums. I do make sure they get to do their own things and not resent their Dad and Sam’s disabilities. Whenever Darren can look after Sam I use my time with the girls. 
“We are a day-by-day family. We can’t plan a day ahead. We wake up and see how everyone’s health is and then adapt accordingly.
“It’s hard to get Darren’s and Sam’s health together at the same time. As a family very rarely can all five of us go out together. 
“We shifted house about four years ago and in between houses we had our first and only holiday. We went away for three days together. There is no money for a holiday or for frivolous things.

“Sadly our family issues often revolve around finances and I worry about how this will affect our girls’ future. We live on benefits – an Invalid Benefit, a Disability Allowance and a Child Disability Allowance. Money is very tight. Our big investment is our house on a bit of land. It’s a good place to live, but I worry about the mortgage payments. We own a van with a wheelchair hoist but it is so costly to run. 

“We spend a lot of time and money travelling into a major hospital for specialist treatment for Sam. It’s a three-hour drive and we are doing three to six trips a year. The trips cost. Although we get 20 cents a kilometre, there is parking for the van, meal expenses etc. I stay with Sam in hospital and do all his individualised care. It’s hard as there are no beds, no meals. At our local hospital, if I stay over they manage to give me meals, and it means I can cope better. 
“We live with the fact that we don’t know how long Sam will be with us. When he was about two they said he would be lucky to live for five years. His condition is not operable. Sam is a real cool kid who manages to tolerate all the medical procedures. He is very computer literate and a fun-loving kid. 
“It’s hard for Darren. It’s a male thing to think you should be providing for your family, and being the strong one. He feels he can’t do some of the ‘man’s role’ and there are some male pride and self-worth issues he has to resolve for himself. In the bad times – when he is hospitalised or can’t even move across the bed – it’s tough. On the good days he has contact with good friends, and belongs to the local Lions club.

“Our oldest daughter Fiona is really artistic. Her art teacher has suggested she should go to Elam Art School. I worry that we can’t afford to support her study and she will limit her career options because we can’t help her financially. She understands what it’s like to live with little money and has a fear of debt. She deserves her chance to achieve.”
Tina 
An unqualified New Zealand Sign Language interpreter

Tina lives in a provincial city and works as an unqualified New Zealand Sign Language interpreter. She is in her early 30s and would like to do the interpreters’ diploma but, because of family commitments, cannot move to Auckland for the training. She is an avid reader, lives with her partner and teenage daughter and is actively engaged in hands-on house renovations.

Tina had residual hearing as a child, then after being deaf from her teens until her late 20s she has had her hearing restored with a cochlear implant. 

“If I hadn’t had the cochlear implant my life would be totally different. I struggled with being deaf, it was very isolating. I was born hearing and was profoundly deaf by the time I was 13. I knew what it was like to be hearing and I valued hearing. Some other people who are born deaf don’t put any value on hearing. For me, I found being part of the Deaf community and signing very liberating, but it was still frustrating not being able to participate fully in the hearing world.

“I was mainstream educated with some technical support, but with no interpreter and no note-taker. As I progressed through secondary school it got harder and harder. I struggled with the work and just thought I was stupid so I left school at 16 and got married a year later. 
“I had no close friends in my school years – it was just too hard to connect with people. As I got older I had a circle of deaf friends and a few friendships with a group of neat hearing people who bothered to learn how to communicate with me. In our family it was easier, because my Mum and another sister were deaf and we signed at home. 
“My father learnt to sign quite late in his life, but he always treated me and my twin hearing sister exactly the same.

“Two years after leaving school I went to the polytechnic and got a certificate in Human Services. One of the women in the class learnt to sign and interpreted for me. I wouldn’t have succeeded without her help, even though I was a good lip reader and the tutor and the polytechnic were quite supportive. 
“It was really important for me at that time to succeed in a polytechnic course. I had my daughter two months after the course finished. 
“Over the next few years I did voluntary work with the Deaf Association, worked with Special Education Services supporting families with deaf or hearing impaired-children and did some teacher aiding.

“When I was in my late 20s my mother and sister got cochlear implants and I decided to get one too. The Government funded the $60,000 at a time when there was money for a number of implants. It’s made such a difference to my mum, my sister and me. I hope everybody who wants the implants gets them, although I realise that may involve waiting. My mum was 55 when she had the implant and it’s made such a difference to her quality of life, the type of work she can do. She is now employed by our local Deaf Association. 
“Before the implants I could not use a phone, I could not go to any appointment and be sure about what was said. If it was important I needed to take an interpreter, or my partner, or a hearing friend. If no one was available meetings were very stressful. I was limited in what work I could do in the community. Even everyday one-to-one communication required my full concentration and I had difficulties. I limited the number of interactions I had. It was too hard, too tiring, so you end up feeling you do not belong with other people. Because the communication is difficult you feel stupid and limited. 
“When I was deaf I was reliant on others for day-to-day communication. If I was in the car and it broke down I had to get someone else to help me sort it out. Now I can do that sort of thing myself and the independence is very important to me. I have a much more equal relationship with my partner because there are more ways I can support him. 
“I have known my partner since I was 13 but we wouldn’t be together if I was deaf, because he is a talker – he likes to discuss things, so a relationship where I couldn’t communicate thoughts easily wouldn’t have worked.

“When I got the implants, I heard my daughter’s voice for the first time. It was magic.
“My daughter is hearing impaired, which is a grief for me. However she is mainstreamed and doing really well, with access to the support she needs. 
“Now she’s a teenager I realise how important it is that we can just talk about the trivial things, this helps us have an easier relationship. We were always close but it’s so much easier when we can talk easily. 
“As a teenager she doesn’t like to wear her hearing aids – it’s a teenage thing. But she knows that later on she can have the implant and things will be different.

“I think it’s really important for young people to get the implant while they have some residual hearing and not lose out on their education. There is a huge loss of socialisation and resulting loss of self-esteem as they struggle with the deafness and trying to really interact with others. The teenage years are hard enough as it is.

“I would like to be fully supported by the work I do, but I still need to rely on a benefit to supplement my income. As an unqualified interpreter I can earn $15 per hour working for the Deaf Association and $30 per hour working for myself.  A qualified interpreter can earn $40 per hour working for the Deaf Association and $50 per hour privately. The rates for qualified and unqualified interpreters are currently under review by the Deaf Association.

“I love the interpreting work. I gave up a full-time job and took a big cut in pay to do this work. If a qualified interpreter came here I would have to give it up. It means I don’t have total control of my career. However, I see myself working as an interpreter a long time into the future, even though it limits my earning capacity.
“Because I have been deaf I know what an act of trust it is to use an interpreter. You rely on the interpreter to communicate really important and personal information. Interpreters are communicating at intimate or serious medical examinations, in situations involving legal interpretations, with the Police or with courts, or even at a funeral. The deaf person has to trust the interpreter has got it right. I really understand the responsibilities of an interpreter to be accurate, impartial and confidential.”

Tina teaches New Zealand Sign Language at a night class at the local polytechnic. “Who comes to these courses? Well, on each course there are two or three nursing students. 
“Actually, one of the nursing students I taught to sign had a big impact on my life. When I was deaf I was in a severe car accident and he was on duty. He could sign to me and it helped me give information that saved my life. 
“On each course there are usually some parents or family members of deaf children, some trainee teachers of the deaf, and people with an interest in learning sign language. There are not usually employers or co-workers of deaf people. I am concerned that recent changes to funding community education courses could mean that these courses are no longer run as the polytechnic cannot fund them.

“I think that community and individual awareness of deaf people has greatly improved since Mum was a child and since I was a teenager, but sometimes I think deaf people are just not ‘on the radar’ for people without a family member who is deaf. There are people who learn to communicate in a different way, those who are open to it and would if they knew how, and people who just don’t have it in them.
“I believe that in the next 10 years access for the deaf will get better, but how fast is partially dependent on funding. The New Zealand Sign Language Bill is in Parliament now, but there are not nearly enough interpreters, official or unofficial. In 10 years I hope I will be working as one of those interpreters, official or unofficial.”

Virginia and Douglas
Proud workers and a great couple

Virginia and Douglas are a couple who share a special bond. They both have an intellectual disability and, in the past, have lived in residential care. They now live in a contract board situation with a family (Debbie, Steve and pre-schooler Chelsey) in Upper Hutt, and they are actively involved in their local community.

Virginia says “I work in the grocery department of the local Countdown supermarket. I’ve been there four years and I’m one of their best workers. I work from Monday to Friday, from 9am to 3pm. I get heaps of work experience. We try to get more people like me to get out there and get work experience. Someone comes once a week to see us doing our jobs and check how we are going. In Countdown we see lots of people with special needs and I help them. Countdown has disabled car parks for people in wheelchairs but sometimes it’s hard for people in wheelchairs to get out when there aren’t ramps on the trains and there aren’t enough taxis. I like my work.”

Douglas says “Virginia is a first class worker and I’m really proud of her. I work too. I’ve had heaps of jobs – I used to work at Pizza Hut, now I’m at KFC. I do the rubbish outside. I keep it all tidy out the back and I also do the potatoes and gravy.”

“We like living with a family. We’re happy and we want to stay here.”

Virginia has been living at Debbie and Steve’s place for three years and Douglas for one. For Virginia, “I’ve seen Chelsey since she was a baby so I’m like her other mother. She is Douglas’s special friend and he enjoys playing games on the computer with her.” They both say, “We like living with a family. We’re happy and we want to stay here.” Douglas comments, “We have our moments but everyone has their moments. This house is good. I help with the dishwasher and the rubbish and do the bottles for Steve. Ginnie folds the washing. We’ve all got our chores.” When comparing their current living situation with their experience in residential care they explained, “In residential care you don’t get to go out much. You get told you are not allowed to do this, you are not allowed to do that. Here we can get out more and do a lot more. We don’t do any courses or any training but we go to the Cossie (Cosmopolitan) Club once a fortnight. We do lots of dancing at the club. We know lots of people at the club. It’s within walking distance. This house is really close to work and close to the shops. On Saturday we go out for lunch or dinner together.
“We both love dancing, and wining and dining too.”
Douglas goes to church on Sundays and gives out the pamphlets. Ginny watches Coronation Street. She doesn’t like to miss that. Douglas has another interest, “After work I go to do my art at Take 5. I love my art – I’ve sold four of my paintings. Some of my work is in an exhibition.”

Caregiver Debbie says, “Douglas only works two-and-a half hours a day so he really has to watch his spending. He really loves spending money. He loves going to the shop and buying muffins.”

Douglas says, “I spend some of my money on my art stuff. Virginia likes to save her money for going on holiday.” 

Debbie and Steve support Virginia and Douglas in caring for themselves. Douglas says, “Steve helps me to have a shave. I have epilepsy and I have to have help to get my medication right. I take my medication myself and I keep control of it. I haven’t had a seizure for ages.” Debbie adds, “I take Douglas swimming often – he just loves it and would love to go more often but he would need support to do that. He needs to be able to get there and he needs to be watched all the time because of his seizures.” Virginia explains that, “the only thing we don’t do now is meet with our friends at People First. We can’t get there now since People First moved to Lower Hutt. We miss going there. We would need to get transport to get there. It would be good if they could arrange some transport for us to get there.”

Both Virginia and Douglas say they feel good about themselves. They have a good relationship with their own families. Virginia comes from a family of 12. She has two brothers with special needs and one of them is in residential care not far away. She keeps in touch with him and supports him as best she can. Virginia also has a sister living close by who “supports her and helps to keep her on the right track.” 
Virginia and Douglas are both positive about how people treat them and say that no-one treats them rudely, although Douglas did comment, “if someone upsets me at work I just tell my boss and he has a talk to them.”
Debbie explains that the couple have just lost a very dear support worker who used to visit regularly and take them out. Both Virginia and Douglas will really miss her as it takes time to build up such a great rapport with someone. Debbie and Steve are keen to find out more about the variety of services that may be available to help Virginia and Douglas. 
Virginia (now 47) and Douglas (now 41) have been engaged for 11 years. They are very happy in their relationship and they are happy being part of Debbie and Steve’s family. The future looks bright for them and they have no plans to make any changes to the way they are currently living.

Anna
Making a plea for disability awareness education

Anna Nelson is 25 and has just completed a Diploma in Business Studies at WINTEC (Waikato Institute of Technology). She is currently looking for work, preferably in the disability support sector. “I live in Hamilton with my boyfriend of six years who is a varsity student. I am a very social person and love hanging out with my partner, friends and family. I am always downtown in the city centre looking at shops, or sitting in a café. I am currently on a benefit but it would be really liberating to be able to support myself and my partner, who will also find paid work when he finishes at university.

“I have cerebral palsy, which affects my left arm and hand. My left hand has a tendency to attack itself as the fingers constantly rub and dig into one another, causing the skin to break down and often become infected. To prevent the fingers causing any damage I have worn a splint, or some form of protection on my left hand since I was about four, and have gone through many different types, styles and versions. I’d love to find the perfect splint, but I don’t know that it’s out there. I’ve been looking for 20 years, and been to many different specialists. I’ve had the fingernails removed from my thumb and index finger, which is working well to prevent infection. I had a tendon transplant when I was 14, to try and combat the severe spastic diatonic movements; however that was nowhere near as successful as hoped. For almost 10 years now, three or four times a year I have botox injections deep into the muscles in my left arm, to relax them and combat the extreme spasms and this works well.

“I enjoy being independent, doing things for myself and knowing I’m doing them well.
“I do most of the cooking and housekeeping myself, but often have to ask my partner to do the mopping, or open a jar, or chop something. Very occasionally a glass or plate might get broken, if I’m rushing and not taking care. Because of an accident I get some ACC funding so ACC provides equipment, such as my laptop and kitchen and bathroom equipment. 
“I walk a lot because we don’t have a car, but I walk for the exercise as well. My breathing can influence how often I need to rest, but apart from that I’m a walking machine, which is great considering I was NEVER meant to be able to walk. I also enjoy painting sunsets, flowers and silhouettes, using acrylics. I sell my art either to family or on TradeMe.co.nz. However, each piece takes some time to complete and it’s hard to find the time – it’s definitely a hobby.

“When I was young I never thought I’d be able to live away from home. Ten years on from now I hope to be still happy and doing something satisfying and fulfilling. As long as I’m happy and able to be independent then I don’t think it will matter that much where or how I’m living. 
“It would be a great achievement if my partner and I could own our own home. For that to happen I would need to get a job with a decent income. Can a disabled person get into a job with a decent income? Are employers willing to give their high-paying jobs to persons with disabilities? Can you earn good incomes working with and for disabled people? I guess I’ll find out. 
“To complete my Diploma in Business Studies I had access to services, such as a reader-writer for tests and exams. I’ve been considering doing a certificate in social services and/or a diploma in counselling. To do this I would need the same support and possibly a note-taker for the lectures. 
“It’s certainly not easy living with impairment, and there have been times that I’ve really struggled to get through, with the huge support of my family and friends. These days I have a lot more self-esteem and confidence, but the biggest thing that impacts on my self-esteem is other people’s ignorant attitude towards me. When I am out there, getting on with my life to the best of my ability, I come into contact with people who say and do stupid things to me, about me, and in front of me. 
“Too often I’m mistaken for being intellectually impaired and that hurts. It really makes it difficult, but it is also why I make the effort to get out there and try to do normal things, to show these ignorant people that I’m not actually that different. General community education about disabilities is important, and I don’t believe there is enough of this type of education. 
“I believe simple, impacting, educational TV advertisements would be a good start. It would be great to be involved in a programme for general community awareness of people with disabilities. Not to show that we are different, but to show that we are the same – human. The government, media and community could provide awareness programmes.

“My friends, family and boyfriend all treat me like a ‘normal’ human being and, to be fair, there are a reasonably large number of people in society who treat disabled people as they should be treated, with respect and no discrimination. But there are some people who have no idea how to relate to impaired people, and that is quite sad. It makes me wonder how they even relate to the closer people in their lives, perhaps they are simply socially impaired themselves. 
“It would be good if service providers made themselves more public so that we know what is out there. Only recently, through the networking that I’ve been doing, I’ve found out about a range of services that could have assisted me over the last few years and made a significant difference to my life – if I had known about them. It can be amazingly difficult to find out about available services and service providers. 
“I have become aware of the Disability Strategy very recently through networking and learning more about the disability support sector. One of the main streams through it is awareness, so why have I only just become aware of it? Get public, I say.
“It would be great to think that, in the future, society will change and the ignorance surrounding the way people with impairments are treated will disappear and there will be a whole lot more respect for everyone in society.”

Alma 
Supported by her family and the community

Alma is 66 and has lived all of her life with her family, much of it in the family home in Te Awamutu. Alma was brain-damaged at birth and has been cared for by her parents and then her brother and sisters. She has lived with her brother Harold, who is now 76, since 1989.

Her sister Colleen says, “Alma attended school until she was six or seven and then stayed at home. Alma can do tasks around the home like housework, folding the washing etc. She cannot be left alone for a long time, or at night, and does not have a good understanding of danger and safety issues. 
“She is very trusting, perhaps too trusting, of people. She is very sensitive but, with family support, is very social. 
“Alma is well known in our community. I take her out with me shopping etc. Alma goes to a voluntary job at the Salvation Army shop one day a week. She loves the job.
“Alma loves being with people, she likes being part of a group, both to contribute and to have fun in her own way.
“Being a full-time carer is a responsibility that Harold finds more stressful as he gets older. He does belong to a local walking group and gets out with the group three times a week while Alma is in day care. Financially he has made sacrifices to care for Alma – it would be good if family members could be paid for care, because if we were not available the state would be providing care. Alma does go into respite care for about 15 days a year with a family who have known her for a long time. Other times, when Harold needs a holiday or 
a short break, she comes to live with me and my family. I see her every day and look after her personal needs, but she showers herself and looks after herself well.

“We do worry about Alma’s future if Harold and I are not there to look after her. She has always been with family and we would never consider putting her where she will not be happy. 
“We are aware that some time, hopefully well into her future, we will have to make some hard decisions. 
“She goes to Gracelands five days a week, with two of those days spent at day care. She was one of their first clients so it’s like a second home for her. She likes the gardening group there, and does art too. She is great with children. Once a month friends take her to a country music club and she loves it. It is emotional for Harold and myself to see her up there singing with a very supportive group of friends.”

Paul 
Balancing work, sport, family and relationships

Paul Barclay comes from a farming family. His father and grandfather have farmed in South Otago, and Paul planned to continue the tradition. He went to Lincoln College (now Lincoln University) and did a degree in farm management. However, in 1988 Paul was involved in a car accident and lost his sight.

“After the accident I attended the residential Adult Rehabilitation Unit at the Foundation for the Blind in Auckland – now known as the Foundation of the Blind. I rapidly realised there were significant practical difficulties in being a farmer and I decided to return to Lincoln to do post-graduate studies in commerce and financial management, with some forestry. I had learned touch typing, Braille, mobility and daily living skills on my rehab course and I put them into practice when I went back to university. I flatted, first with other people and then by myself. 
“It took three years for me to get the two post-graduate diplomas that others would do in two years. It was only about 10 months after I had lost my sight that I returned to Lincoln, and I had only missed one year of study, so I knew the lecturers and some of the students. I was the first blind student there and everyone was very keen to help me. A computer made the study possible, my computer reads the words and speaks them to me. I taped all my lectures then I typed them into my computer. While this took a long time I found it meant I really understood the notes and it helped with studying. Where possible, information was provided for me in electronic format so I could hear them on the computer.

“My friends, family and the university staff were all positive and it helped me to be positive in adjusting to my new life. I’m a thinker, an analyser, so I could work out ways to do things.
“Sure there were some low times, some negative times. Being able to get physical on the farm helped. By being creative in my thinking I could do tasks like feeding out, drenching and pressing wool at shearing time. I am someone who can create and carry mental pictures, for example of how to get to the woolshed and the layout inside the wool shed, and I worked out ways to do the physical tasks safely so my family trusted I could manage.

“My life had a new focus. I was making the change from a typical farm-boy student interested in rugby to a student very focused on achieving a post-graduate diploma. In fact I achieved mostly Cs in my degree course and much better grades in my post-graduate work, finishing the last paper with an A plus. 
“After I completed the study I was ready to find a job. It took me 18 months and was very frustrating. When I indicated I was blind I didn’t even get an interview; in fact the only interviews I got were when I knew the employer or the employer knew my referees. At that time I was tempted to apply without declaring my blindness but I realised that this would be evident at the interview and probably wouldn’t change things. What I realised is that people, especially employers, don’t know what blind people can do and take the easier option of not finding out.

“Today I realise that employing a blind person requires an employer who can look outside the square – it needs someone who can look at their team of people and work out what skills they have and employ people who can complement each other to deliver what is required. An example is my forestry paper at Lincoln that was a group project. Some of the fieldwork observing and counting trees I couldn’t do but I was good at the number crunching and analysis so the group’s skills balanced out. 
“I see skill balancing as a way to build productive work teams and now it is helping more blind people obtain the types of jobs that use their skills, education and experience.

“After applying for a number of jobs at the Foundation of the Blind, I got my name known there, and eventually I was offered a 12-month contract as an equipment advisor in Wellington. It was a bit of a gamble. The money I earnt took me off ACC but, if I had had to return to the South Island at the end of the 12 months, I would have ended up with a loss for the year. As it happened the Foundation of the Blind employed me on a series of fixed-term contracts and permanent jobs, initially in Wellington and then Christchurch, until three years ago I became the National Manager Rehabilitation Services. 
“To my mind I have achieved this management position about 5–10 years behind the classmates I first graduated with. It takes longer to prove yourself if you have a disability. I am also aware that some people with disabilities are less prepared to take the risk to venture into something new and can limit their options to very safe, secure work that may not extend them. 
“In my job I travel nationally. I am a confident white cane traveller. People ask me why I haven’t got a guide dog, but I’m not sure that in my present job having a guide dog would be good for me or the dog. My farming background means I understand working dogs well. I know my national travel routes and routines and I move about confidently. Most days though I’m deskbound and I am sure this would not be good for a working dog. 

“Not all blind people are confident travellers. It is very different for those of us who lost sight compared to those who have been born blind. I can remember colours, what a sunny day or a foggy day looks like, sunlight and shadows. Having seen an intersection makes it easier for me to cross one as a blind person. I can interpret easily all the clues we have, like wind on your back or face, being in shadow or warm sun, traffic noise. We learn to use our senses and our memories to give us knowledge of where we are.
“The worst thing for a blind person would be to be freed in the middle of an open space with no landmark, nothing for orientation. The blind person has to walk, and find something, or someone, that alerts them to where they are and which direction they want to move in. Using our cane stops us walking into obstacles. Something that may have helped me to be an independent traveller is that I always was a thinker-analyst type who could store and use information. It would be harder for a strong visual observer, like an artist, to lose their sight, as that is the sense they had developed well. In rehabilitation you learn how to use all your other senses so you can participate fully without needing much help.

“People are often not sure how to communicate with blind people. Sometimes when I go shopping with my wife Jane, and I’m buying clothing for myself, the shop assistants will persistently ask Jane what I want. Jane may be with me to advise on colour and style but I’m doing the deciding and buying. People do make assumptions about the type of assistance blind people want. They often over-assist or stand back and don’t let you know they are there and could help if you need a hand.
“Blind people will respond courteously to any person who asks ‘Do you need any help with that?’ Just like everybody else, sometimes we would welcome some help but mostly we have got it under control. I’ve had some really good conversations with new acquaintances who approach me with offers of help.

“Whenever we are communicating, working, living in the community we are demonstrating to non-disabled people we are just ordinary people leading everyday lives, even if we have to approach some problems with alternative solutions.
“When I had my accident I was working for a transport firm. A short time after I became blind I was sitting in the pub and Jimmy, one of the drivers, was there. He didn’t make contact because he didn’t know what to say to me. When we began to talk, he realised I was the same person as before the accident. Our conversation made him see the person first, the disability second. 

“When I was sighted I played rugby, cricket, tennis and golf – not flash at any of them but a good team player. After I was blind I had a go at golden oldies’ rugby, but it wasn’t the same. I started playing blind cricket and have been fortunate to have had two trips to Aussie in the New Zealand blind cricket team. As a sighted person I was not likely to represent my country at any sport. My goal is to play in the world blind cricket cup in Johannesburg in December 2006. I am also in the New Zealand goalball team and am training for a multi-nation tournament in Kuala Lumpur in November 2006. 
“For blind people, sport offers the same challenges and opportunities as for sighted people – the opportunity for exercise, the camaraderie of team sports and as little or as much competitiveness as you want. It’s about a group of people in a team interacting with the common goal of the team doing well.
“Jane’s and my life is about to change. We are excitedly expecting our first baby. We are both career people so this will be an interesting transition for us. Of course I will be sad not to see my baby smile, as I am about not seeing Jane. I still see my parents as they were when I had my accident. My sister was 14 then and I can’t picture her as an adult. I guess, like all new parents, we will grow into the role and I’ll find out how I can best be a dad. It will be some of the little things I won’t be able to do as a dad that will frustrate me. Like with the rest of our lives, we’ll plan as best we can – then take it as it comes.
“My vision and challenges for the future? Well, they do centre around impending parenthood and mixing some career aspirations with family, relationships and sports. Same as everybody else I guess. I do have a sideline business as I own a forestry block in South Otago. When I can I get down there and work with the forestry consultant. I am keeping up with my rural side, but as life gets busier I’m down there less and less. 
“I’m turning 40 next year. Many people have a bit of a career plateau in their mid-forties. It may be time to prove that my management skills can be effective in a non-disability related employment area to make myself more marketable in the future. We will probably still be living in Christchurch. While I would like to live in the country it’s just not practical to be reliant on others for daily transport. Where we live now I can walk to work in 15 minutes.

“For me to work effectively, improvements in computer technology would be useful. In my job now I have some difficulty accessing information although with JAWS screen-reading software I can surf the internet and gain access to an increasing number of websites. 
“There will always be a role for me in educating the sighted world to see people who are blind as people who manage the impairment of blindness. Not to see us as blind first, people second, or not to look the other way to avoid seeing us at all. There are plenty of new challenges out there, definitely including being a new dad.” 
Gathering these stories

The people who tell the stories in this book were identified by service providers working in the disability sector. They were asked if they would like to participate in providing information to support a number of official publications produced by the Office for Disability Issues. 

When the 25 interviews were completed the Office, recognising the strength of the collective voices in presenting a snapshot of living with impairment in New Zealand in 2005, decided to publish the interviews as a book of stories. 

The stories were told to the two interviewers, Anne Brunt and Linda Chronis, in semi-structured person-to-person or telephone interviews, or in email interviews followed by telephone conversations. 

The interviewers used a set of agreed questions as the initial framework for each interview, allowing the participants to tell their life story and reflect on how they participate in their community.  The participants were invited to comment on how they perceived that others relate to people with impairment now, and how they would like individuals in the community to interact with people with impairment in the future. Some participants chose to discuss the New Zealand Disability Strategy and its implementation.  
Participants come from the following selected areas in New Zealand: Tai Tokerau (Northland), Auckland, Waikato, Wellington, Nelson and Christchurch.  The stories are either about, or told by, individuals aged from two to 89 years. The participants were selected so that their collective stories give insight into some personal experiences of living with a wide range of impairments. 

Everyone welcomed the opportunity to tell their stories. Some people, after discussion with wider family, elected to present their story anonymously. All were uncertain why they had been selected, as they saw themselves as ‘ordinary New Zealanders living everyday lives’. The participants – and the interviewers – are aware there are many more fascinating stories out there just waiting to be told. 
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