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Kia hīwa rā, kia hīwa rā

Kia hīwa rā ki tēnei tuku, kia hīwa rā ki tērā tuku

Kia tū, kia oho, kia matārā

Ko te reo e rere nei he reo e kawe nei ngā hiahia o tēnei o tēnei o ā
tātou rāngatahi. Ngā mihi kau noa ki ngā manu kōrero e tākoha mai ngā
kupu hei whai tūranga i tēnei ao hurihuri.

E tīka ana te kōrero, "Ka pū te ruha ka hao te rangatahi!"
Disability Rights in Aotearoa New Zealand 2013: Youth
This report is an analysis of the individual experiences of disabled youth in Aotearoa New Zealand, following the ratification of the United Nations Convention on the Rights of Persons with Disabilities in 2008.

This project was supported by the New Zealand Government through the Ministry of Social Development and administered by the New Zealand Convention Coalition Monitoring Group, a collaboration of New Zealand Disabled People’s Organisations. 


Disclaimer
Any opinions expressed in this report are those of the research respondents and authors, and do not necessarily represent the views of the New Zealand Convention Coalition Monitoring Group.
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Preface

On 30 March 2007, New Zealand signed the United Nations Convention on the Rights of Persons with Disabilities (hereafter referred to as “the Disability Convention”. This was ratified by the New Zealand Government, on 26 September 2008. The Optional Protocol has not yet been ratified.

A significant aspect of The Disability Convention is the monitoring process. “Civil society, in particular persons with disabilities and their representative organizations, shall be involved and participate fully in the monitoring process” (The Disability Convention Article 33-3). New Zealand Disabled People’s Organisations formed a governance-level steering group, called the New Zealand Convention Coalition Monitoring Group (hereafter referred to as The Convention Coalition), to undertake this process.

The Convention Coalition is a group of national Disabled People’s Organisations governed by disabled people (as defined in Article 33 of The Disability Convention). The Convention Coalition comprises:

· Association of Blind Citizens of New Zealand 

· Balance New Zealand

· Deaf Aotearoa New Zealand 

· Deafblind (NZ) Incorporated

· Disabled Persons Assembly (New Zealand) Inc

· Ngā Hau e Whā

· Ngāti Kāpo o Aotearoa Inc

· People First New Zealand Inc —Nga Tangata Tuatahi.

Each year The Convention Coalition monitors various aspects of life, relating to the individual experiences of disabled New Zealanders, as measured against the articles of The Disability Convention. Some analysis of New Zealand policies, programmes and laws relevant to these articles is also provided.
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Background to the 2013 youth monitoring report

This report, relating to the individual experiences of disabled youth, outlines one half of the activities undertaken by The Convention Coalition in 2013, regarding The Disability Convention. 

Article 7 of The Disability Convention notes that “States Parties shall take all necessary measures to ensure the full enjoyment by children with disabilities of all human rights and fundamental freedoms on an equal basis with other children.” This is reflected in the Independent Monitoring Mechanism of the Disability Convention: Strategic Planning Outcomes 2013-2016 - Priority Five: Children’s Disability Rights.

This project was to have focused on children. However advice received from Disability Rights Promotion International, at York University, Toronto, Canada, suggested that ethics approval to interview children under the age of sixteen years is problematic, the main issue being the right of a parent or parents to be present when their child is interviewed. In order to gain reliable qualitative data, it is crucial that interviewers access subjects without family or teachers present. The Convention Coalition therefore decided to restrict the project to youth, aged sixteen to twenty-five years.

It proved extremely difficult to gain interview subjects for the project. This is attributed to the following factors:

· Instances of disability increase with age.

· The youth in the age range being interviewed did not necessarily identify as disabled. Teenagers are particularly reluctant to identify as being ‘different’ to their peers.

· The project team found it very difficult to access youth still at school. This appears to be due to some ‘gate-keeping’ on the part of teachers and parents, i.e. not passing on the project information to the disabled youth.

· Although asked for input at a very early phase of the project, many disability service providers did not respond to our approaches for youth to interview, or having initially responded did not follow this through.

· Many others who initially agreed to assist by locating disabled youth simply did not do so, despite several follow-ups.
As a general principle every effort was made to ensure full participation by, and representation of, a cross-section of disabled youth, throughout the various stages of the project. Gender, cultural and geographical representation was also considered of crucial importance. All interviews were, however, voluntary, and this meant we could not always meet our initial criteria. In the final analysis the diversity of impairment types was not as great as the team would have liked. The paucity of interview subjects meant everyone who agreed to be interviewed was included, regardless of impairment(s).

Some issues reported to the project team involved abuse of human rights. Some of these mirror recent media reports relating to instances of abuse of youth in residential care. One recent example is that related at http://www.stuff.co.nz/national/health/9383098/Disabled-teen-shut-in-toilet-by-carer While we have endeavored to report the gravity of the various situations the youth interviewed for this project found themselves in, we have left out some details and mixed others up, in order to preserve the anonymity and safety of those who took part in the project. 

Many of the difficulties reported by the young people who participated in the project were in the nature of general disability access issues and are therefore not explored in any depth here.

Methodology

The methodology used during the project followed Disability Rights Promotion International guidelines and templates relating to monitoring the rights of persons with disabilities.

In order to gather as much data as possible about the lived experiences of disabled youth in Aotearoa New Zealand, the following subprojects were undertaken:

· Subproject one: individual experiences of youth interviews, including transcription of interviews, data analysis and report writing
· Subproject two: systemic monitoring.


Interview pairs (or monitors) consisted of either two trained and experienced or one experienced and one apprentice disabled interviewers. Interviews mostly took place in the North Island with only three in the South Island. A total of twenty-seven (27) youth were interviewed.

Executive summary of key themes

This project was developed by the Convention Coalition to provide advice and information to the New Zealand Government, to enable the formulation and implementation of practical and appropriate disability policy, in partnership with disabled New Zealanders. Two methods were employed to gather information. 

These were face-to-face interviews with twenty-seven disabled youth, discussed in terms of both positive and negative aspects of daily life, in chapter one. Chapter two relates two case studies which highlight situations and themes common to those who were interviewed for this project. Chapter three explores Articles 4, 7, 16, 24 and 30 of The Disability Convention, comparing and contrasting these in light of present day issues for disabled New Zealand youth. Issues relating to justice, education, domestic violence and bullying, the youth wage and homelessness are also highlighted.

Several of those youth who participated in this project reported very positive experiences involving: the use of technology; support from family and friends; good treatment from medical practitioners; and access to advice and information from disability and other service providers.

Access to a range of diverse recreational pursuits was highlighted by these respondents as being of positive value. 

Removal of attitudinal and physical barriers to participation was discussed by many respondents. However, several others cited negative experiences in the very same areas which had been listed as positive.

Those disabled youth interviewed about their individual experiences were from a variety of backgrounds and had a wide range of needs due to their impairment type, living arrangements, study or daily service needs. Some had a congenital impairment and just a few had impairment caused by accident. 

Those interviewed were in their last years of secondary school, studying at university, attending day service programmes, in part-time or full-time employment, as well as pursuing their interests in art, sports and church. They live in a variety of residential arrangements such as: living independently in flats sometimes with partners and or with disabled flatters, at home with their parents or other family members, in student hostels, and in supported living accommodation. 

Of the students still in school, many mentioned the role of the teacher aide and reported having teacher aides ranging from ‘awful to exemplary’. There seemed to be no common reason for this. However those who had the teacher aide working with them at arm’s length often seemed happiest with the arrangement and said they had good academic results. One common factor about the arrangements to enlist a good teacher aide did seem to depend on the school’s full understanding and acknowledgement of the students’ needs related to their impairment and its organisation of the provision of teacher aide support. Gaining a school’s understanding of a young person’s impairment often related to how well the family managed to advocate on the student’s behalf. 

For a slightly older group of respondents who were not living with their families, access to services for most was reported positively. However, finding accessible or suitable housing was a major barrier to many especially if they wanted to move from their current accommodation.
Using public transport and negotiating local terrain proved difficult for many respondents and imposed downright impossible situations for some. 

The youth interviewed did have some common links. The most notable was that while their choices of life styles are limited, they were ambitious young people; all looking forward to taking the next step in their life journey; and most talked about the struggle their parents had to ensure they had a good quality of life and appropriate options for their current situations. 

Most of those interviewed reported instances of being intimidated by the public or fellow students in secondary schools. Episodes of bullying by other students were reported by the majority of young people. Being stared at, being asked intrusive questions, being the recipient of unwanted offers of unnecessary help, were all frequently reported. Those people in day services seemed to be less aware of such behaviours if they were not using public places in their daily routine. A few people in the day service environment appeared to have quite sheltered experiences compared to those using public transport and in a learning/studying situation. 

Surprisingly, few interviewees knew what human rights were and very few belonged to mainstream groups or clubs. To the outsider looking in, many of these young people appeared to have been sheltered by protective parents or ‘special needs’ units at secondary schools. Sometimes the full involvement of a family was only realised while arranging an interview or talking to the family at the time of interview. 

In many cases, parents were keen to tell their stories about: declined funding applications; wrong diagnoses; having to accept fewer hours of support from what was needed; and having to be their son or daughter’s advocate on a very regular basis, to ensure the young person's experience with the Health, Accident Compensation, Justice and Education systems was not too negative. Parents’ advocacy, ambitions and drive seemed to be pivotal in respondents’ satisfaction with their overall situation. In some instances parents were simply doing what they had always done, or had learned to do, speaking on behalf of the young disabled person. 

In those situations the monitoring team often found the interviewee was unaware of some of the battles which parents had won, fought and lost on their behalf.

Chapter one: Daily life experiences reported by disabled youth

This chapter reports the information provided to the project monitors, both positive and negative, relating to the daily lives of young, disabled New Zealanders.

Demographic details 

Table 1: Disability type

	Disability type
	Number 

	Multiple
	9

	Intellectual
	8

	Physical
	5

	Neurological
	2

	Sensory
	2

	Health
	1


The majority of respondents had multiple or learning disabilities. 
Table 2: Onset of disability

	Length of time
	Number

	From Birth
	19
	

	Acquired
	3
	

	Not known
	5
	


The majority of respondents had been disabled from birth.
Table 3: Schooling

	Type of schooling
	Number

	Mainstream
	16
	

	Special Unit
	8
	

	Not known
	3
	


All respondents attended school. The majority received their education in a mainstreamed environment, while at least eight attended a special unit within a regular school. Some of the latter had some classes in the mainstream classrooms. 
Age of respondents

Ages ranged from sixteen to twenty-five years. School leaving age in New Zealand is sixteen; however young disabled people can stay at school until they are twenty-one. At least fourteen of the participants were twenty or under, and at least eleven were over twenty. Two were unable to tell us their ages. 

Living situation

Fourteen currently live with their parents or other relatives and three live with other disabled people. Three were unable to tell us who they live with, and the remaining seven live either alone, with flatmates, with their partners or in student accommodation.
Support services 

Nearly half of the respondents reported that the need for support “ruled their lives” in one of the following ways:

· They had to fit in with the hours the support workers worked, so going out at night was out of the question

· They received a lot of support, so getting anything extra or different was extremely difficult

· Support had to be used as it was set up, so could stand in the way of inclusion with peers and of developing independence

· Support systems, such as the need for interpreters, required repeated applications over time.

A number of people received a lot of support, for instance one respondent had a fulltime aide for three years at school.

Five reported that they 'fell between the cracks' regarding provision of support services, by being not disabled enough for special services and too disabled to participate in the mainstream.
Attitudes of others

Seven felt that their lives had been confined in some way by the attitude of strangers or people who didn't understand their capabilities, for instance university lecturers.

Four reported instances of bullying (at school) and one of bullying by a supporter.

Three reported social isolation despite having a mainstreamed education.

Employment

One activity usually undertaken by the age-group in question is preparing for or seeking work. Six of the respondents were engaged in open tertiary education courses, two had part-time work, and two were working full time. Of the two full-time workers, one was working a full-time split-shift cleaning job, and the other was employed as a disability advisor. 


Discrimination
Organisations seen to have been discriminatory included an airline, two workplaces, a fairground and a Riding for the Disabled group.

There were very few reports of people reporting or otherwise taking action about incidences of discrimination, and although some had heard of the relevant authorities, they seemed uncertain about their roles.

Positive daily life experiences

Respondents highlighted how various technologies have improved their quality of life and access to education. One young person who is vision impaired and has Down syndrome said that s/he uses an iPad to photograph and zoom in on what the teacher writes on the classroom board. Another who has Attention Deficit Disorder and Dyspraxia mentioned using a laptop to improve academic performance. A respondent, who experiences Attention Deficit Disorder, Dyslexia and Dyscalculia, said that most of the barriers posed by these impairments could be overcome with technologies such as Dragon Dictate and other computer applications. 
A respondent with low vision and hearing impairment said, “My tablet is making it easier for me and I can magnify things and this helps me to be able to read what I need to.”

Another young person with vision impairment commented, “I have had a lap top and an Email Ease which is like a camera on a stand and before those I had a different lap top. I have recently purchased myself an iPhone which I use to take pictures of the board to help me see in class.”

Several respondents mentioned using technology for leisure purposes and typically teenage activities, such as Skyping friends, playing on the home computer, listening to music on an iPod, and, in the case of one Deaf respondent, communicating with hearing friends who do not know New Zealand Sign Language. 

Some of the young people interviewed placed a positive emphasis on support from families, whanau, partners and friends. A young person with Cerebral Palsy said s/he enjoys going out with his / her flat-mates. An individual with an unspecified impairment commented that s/he values close tribal affiliations (see appended Glossary) and spends much time on his / her marae (see appended Glossary). Similarly, a respondent who has chronic Asthma resulting in blackouts said s/he values contact with extended Maori and Tongan family. Another respondent with impaired vision spoke positively of his / her parents’ practical, determined attitude, which was instilled in the respondent: “Mum and Dad brought me up that my impairment is not a barrier it is more an obstacle to get around.” A young person who uses a wheelchair commented, “[My family] are all there and willing. I only have to send a text saying I really need someone to do this and they are there.” 

Someone who has both vision and hearing impairments, said that s/ he has a wide circle of friends and has not been bullied, while another respondent who is vision impaired remarked about his / her friends, “They are all aware of [my impairment]. They don’t really treat me differently because of it which is quite good.” A culturally Deaf respondent described enjoying a high profile in the close-knit Deaf community. S/he also contrasted feeling isolated at one university “I felt left out because no one there knew sign language” and making new social connections when s/he transferred to a different university: “When I transferred…my university life improved out of sight! I am now able to participate in many things, due to better communication.”

Respondents referred to support and positive experiences from other sources too. A person with vision and mobility impairments said s/he has a good relationship with his / her GP, who provides support for the respondent to navigate through the health system. Another young person with an unstipulated impairment said s/he was hospitalized due to Asthma and was treated well by hospital staff. A respondent with various health issues and learning disability said s/he was in hospital twice recently and found the hospital staff to be “really good”. 

Several respondents talked about getting support from disability service providers to take part in leisure activities. An individual with learning disability took on a monitoring role within the disability residential provider in which s/he lives. S/he visits the homes, reports on maintenance issues that need to be addressed and talks to other consumers about their levels of satisfaction with the provider. This person is paid for this role, and was able to cite an instance where action had been taken by the provider to rectify a reported problem.  

Removal of attitudinal and physical barriers to participation in daily life was referred to by several young people, including a laser tag venue that was set up to be wheelchair accessible, airport staff and cabin crew who have disability awareness, and teacher aides who are discreet and sensitive to young people’s need to fit in and not feel different from their contemporaries. One subject, who has low vision, suggested that teacher aides should sit at the back of the classroom and come forward only if the disabled student indicates that he or she needs support. A respondent with Cerebral Palsy and Epilepsy described the proactive approach s/he took to breaking down barriers; s/he teaches a Speech-craft class at the local library and averages nine attendees per session. 

A few respondents had mostly part-time employment. A young person with Spina Bifida spoke enthusiastically about the intense experience of working and studying at the same time: “Being able to work is fantastic. It is quite liberating to earn.” Another respondent spoke about being in full-time employment, noting this is tiring but very satisfying.

A diverse range of recreational pursuits were cited: art, bicycling, car rides, cooking, dancing, drama, drawing, gym, hip-hop dancing, horse riding, hunting, kickboxing, laser tag, league, rugby, Samoan cultural dancing, soccer, sports, travelling domestically and internationally, involvement in World of Wearable Arts events (see appended Glossary), and wheelchair rugby.

 It should be noted that due to the difficulty in locating willing subjects, most were involved in day services which afforded them a range of activities in addition to those they might experience through their home environment. People who do not attend a day service are under-represented, and may well report a different picture of their leisure time and participation. 

Most respondents referred to goals and plans. A young person with Cerebral Palsy said s/he is looking for employment and would like to work for a disability service provider. A school leaver, who has impaired vision and hearing, plans to attend university next year. A subject who did not specify impairment is learning to drive and wants to take a driving test. Another person with an unspecified impairment is engaged and will get married next year. Someone who said they have Asperger’s syndrome said s/he is an artist and aims to have artworks exhibited and entered into competitions. 

A couple of respondents talked about learning lessons and gaining insight into themselves. One person who has impaired mobility and vision described learning to accept that s/he is not invulnerable: “I never used to like accepting help, I used to like doing everything myself. I’ve been told off enough times so now I accept help. I accept I am not bullet proof and do need this sometimes.” 

A young person with a physical impairment was philosophical about how life would be without his / her disability: “I wouldn’t change it. I am happy where I am. Sure it is probably a lot harder but the benefits outweigh the cons. I wouldn’t have my job without my impairment. Being able to help other people has been fantastic.” 

A respondent who has sensory disabilities said that s/he realized that to get optimal access to education, s/he had to learn to speak up: “I have had a couple of teachers who didn’t understand my access issues, but it is not really their fault. I was the first vision impaired person in their class and they did not understand what I needed… I have had to learn from the first year until last year to tell the teachers what I want. I need to be clear about this. Since doing that I have become more independent.”

Negative daily life experiences

Social class appears to be a major determining factor when it comes to both barriers and opportunities for disabled youth. One participant with major mental health issues and other medical conditions is working three split shifts each day to make ends meet, but this is impacting severely on disability issues, quality of life and contributing to social isolation.

Some respondents, still at school, spoke of feeling excluded from their classmates’ activities. An individual who has Down syndrome and vision loss referred to human rights issues, including disabled students not being permitted to take part in some school activities, such as drama and sports. Another young person with Down syndrome reported feeling embarrassed, upset and ultimately angry about being left out. S/he said that s/he is afraid to fight for inclusion. In contrast, a respondent who has mobility and vision impairments said s/he is responsible for challenging exclusion and for succeeding in any given activity: “I’ve been left out a few times when people think I can’t do something and teachers will say ‘no don’t bother’...They’ve now learnt I give most things a go. And if they don’t go that well then it is my fault.” 

A respondent with mobility issues and vision impairment pointed out that although technology could be positive in terms of improving access for disabled students, it could also be an undesirable differentiating factor between them and their nondisabled peers.

Several respondents cited teacher aides’ overbearing conduct as the reason for disabled students not fitting in with peers. An individual who has Spina Bifida said s/he did not enjoy intermediate school, because the teacher aide sat next to him / her always and cut off opportunities for interaction with other students. A respondent with vision impairment said his/her social life suffered by association with an unpopular teacher aide: “[It was] a bit of a barrier because not everyone liked this teacher aide either so they would avoid me.” A respondent with Down syndrome and vision loss pointed out that the dynamic between a teacher aide and a teacher could lead to a disabled student not forming a connection with his / her teacher; s/he said that teachers sometimes do not bother to interact with disabled students and delegate teaching responsibilities to teacher aides. 

A respondent with low vision expressed frustration about a teacher aide underestimating capabilities and treating him / her as though s/he has a learning disability: “He would over-explain things to me; not just the picture from a visual perspective, when I already understood the context. He didn’t understand that I was vision impaired, which doesn’t mean that I lacked capacity to learn. I would say ‘I already understand this. This is a waste of my time. I just want to work!’”

Bullying is another major issue for disabled youth. A person with Down syndrome said s/he was bullied and reported the bullying to the school principal. S/he did not elaborate about how the principal addressed the problem. Of course, bullying does not occur in educational settings only. A respondent with Spina Bifida discussed harassment from district nurses: “Because I am quite young some of them think they can talk to me however they want and treat me however they want...They can be quite bullying... But I found if I ever had anyone else with me when they come in, they are absolutely fine to me.”
Some respondents spoke broadly about systemic bullying. References were made to doctors and other health system workers who could sometimes be ignorant and obstructive about impairment, especially rare impairments; one respondent, who has a rare condition that affects his / her joints, and has vision loss too, described such frustrations thus: “When I was diagnosed … the doctor said ‘this is what you have ... you go away and find out what you can about this as we don’t know anything about it.’ That is how we left the room. My mother had to do her own research about my condition.” 

Tertiary institutions were also mentioned. A respondent, who has muscular dystrophy and significant breathing difficulties, explained that s/he could not find a tertiary provider that offered suitable accommodation, and consequently, s/he had to switch universities, having to drop preferred papers and select other papers, and losing a scholarship in the process. A young person with Spina Bifida expressed disillusionment with a tertiary establishment not being realistic with what could and could not be offered: “At the beginning I asked if there would be any limitations and they said, ‘No we can work around things’. And when it came down to it that wasn’t the case. I wouldn’t have done it if I thought I was going to waste my time and not pass the papers. That was a bit disappointing.” A mental health consumer who also has a learning disability expressed disenchantment with a polytechnic that accepted him / her into a course and did not give appropriate support, which led to the person falling behind and being pressured to withdraw from the programme, with no reimbursement of fees. S/he suspects discrimination might be the root of the problem: “Someone else in the class – not disabled – was six weeks behind and was never told to leave or that he wouldn’t pass the course.”

Needs Assessment Service Coordination, or NASC agencies, were discussed with reference to systemic oppression of disabled people. One respondent said that s/he was made to feel like “a leech on the system” and “not worth the resources” when s/he asked the Needs Assessment Service Coordination agency for a reassessment to get extra support hours. The respondent also emphasised that these agencies often do not give disabled people full information about entitlements and options. 

Some young people interviewed described feeling hemmed in partly due to their impairment(s) and in part because of attitudinal, educational, familial, and other barriers to participation. A respondent who has limited mobility and vision loss said that as an adolescent, s/he played sports. However, “When I was diagnosed I had to really cut back and things went downhill. I struggled so much with that. It was so hard to handle.” An individual with epilepsy and chronic depression commented, “I don’t think I really have many satisfying parts of my life to be perfectly honest. I’ve just been through long, long years of dealing with my impairment issues.”
A young wheelchair user recalled unwelcome stares: “I find it is middle aged women who find it really difficult. Like when I go into town they are really rude... I don’t mind if it is children staring at me but it is not very nice when it is older women. Especially when they are so busy staring at me that they walk into someone else.” S/he said the staring intensifies if s/he goes out with a friend who also uses a wheelchair: “I have encountered a few strange looks... It is like the strangest thing they have ever seen two people in wheelchairs together.” S/he described the frustration of being offered unwanted help from strangers who do not want to take no for an answer: “One lady at the supermarket asked if I needed help and I said I was fine, so she then tried to take the trolley off me to help push it around. Hmmm. She asked me about five or six times... she ended up finding me again later in the supermarket and asking me again if I was alright... I just wanted to say ‘go away!’ I hate people assuming I need help. If I want help I will ask for it.”

Another respondent who uses a wheelchair for mobility said that s/he lost friendships due to his / her impairment: “My only big regular barrier is not always being able to get into houses of friends. “I have lost a lot of friends over it. I think the ones I lost just didn’t know how to be around me. You could tell that because when I met up with them a couple of times they would be very awkward around me.” 

A young person whose impairments include asthma that results in loss of consciousness said that s/he had the unnerving experience of two young people following him / her around the local library and taking photographs on a mobile phone. Another respondent had an experience that was not so overtly cruel and invasive, but distressing nonetheless: “On campus a woman came up and said to me, ‘Can I pray for you?’ I said, ‘Why?’ And she said, ‘It can fix your disability.’ That really, really angers me when people do that. Whether she was well meaning or not, she got an earful. My mother has also had it suggested to her that I am in a chair because of her lack of faith... It is just ignorance.”

Some young people discussed problems encountered with primary and secondary education providers. It was pointed out that some teachers mistake disability-related issues for bad behaviour and consequently persecute disabled students. This seems to arise particularly in relation to “invisible disabilities”, such as Attention Deficit disorder, Dyslexia, Dyscalculia and Dyspraxia. A respondent with these impairments said of his / her friend who has similar disabilities, “I know a girl who has Dyslexia and she is socially active and she talks properly. But she can’t read or write properly and she gets a hard time from teachers. They automatically assume that because she seems fine that she’s putting it on.” An individual with an unspecified impairment said that teachers did not do anything to address bullying: “Some of [the other students], they laugh at me what I look like. This made me very upset and angry. 
The teachers they see that, but they don’t do anything about it.” Another young person who uses a wheelchair and a communication device also alluded to teachers’ inaction. S/he said that teachers do not advocate for him / her to be involved in school activities, such as sports. S/he said that although s/he is in mainstream education, s/he feels like “an outcast”. 

A young person with Spina Bifida said that s/he was not allowed to hold his / her sister’s baby, as family members thought s/he would drop the infant. This person said that his / her family was reluctant and skeptical about him / her moving into an independent situation; the respondent said this attitude made him / her more determined to be autonomous. Someone who has long-term mental health issues reported that a family member accused him / her of faking his / her impairments to get attention. 

Respondents mentioned struggles with Work and Income (see appended Glossary), navigating the treacherous terrain of post-earthquake Canterbury in a wheelchair, support workers declining to work at night, and thus limiting a young disabled person’s socialising opportunities, lack of accessible housing, difficulties accessing reader / writers, flight cabin crew being unhelpful due to having to wait for a person’s wheelchair to be unloaded from the plane, lack of information about how to complain to the Human Rights Commission and the Office of the Health and Disability Commissioner, hitting a “glass ceiling” at work and watching in frustration as nondisabled colleagues are promoted past them and being required to reapply regularly for disability-related funding. 

A respondent with Muscular Dystrophy and various health conditions summarises the frustration of many project respondents thus: “The industries, both health and disability, are not patient / client focused. They’re not client centred, they’re not patient centred, they’re not collaborative, they’re not communicative and they’re not open to working with people with health and disability needs on an equal level. Services are all provided to and for, instead of with, us, and that needs to change.”
Chapter two: Two case studies

The following case studies illustrate situations and themes common to those who were interviewed for the youth monitoring project. The names of those involved have been changed to protect the privacy of the respondents, and their geographic location and gender are not identified. 

Jay’s story

Jay resides in a major New Zealand urban centre. Jay is in his/her early 20s and has a learning disability. The following vignettes pinpoint key issues that emerged from Jay’s interview and these mainly reference his/her experiences in transitioning from school to independent living.

Jay was involved in an accident on a local transport bus. Jay got on the bus with a friend and the driver happened not to notice him/her climbing on board. 

Consequently, as Jay stated, the driver “shut the doors on my foot and then he drove off with me hanging out of the door. My friend said to the driver 'my friend is outside the door' and he released the door and drove off. He was an amazing guy. He skinned my leg and foot.” The driver failed to stop in order to ascertain whether Jay was alright or not. In fact, soon after the bus departed, two witnesses who saw the incident approached Jay but they did not feel confident enough to make a complaint at that point. Soon afterwards, Jay got onto another bus operated by the same company and when Jay described to the second coach driver what had happened on the first bus, the driver dismissed Jay’s complaint with “it is nothing to do with me love.” This statement by the second driver made Jay feel “upset”.

However, upon returning home, one of Jay’s family members filed a complaint to the bus company and the two witnesses also subsequently complained. The outcome was an unusual apology from the company, in the form of a box of doughnuts. Jay would have preferred a more substantial apology in the form of a letter or a voucher from the company. No complaint was filed by Jay or the whanau to any official body, such as Land Transport New Zealand. 

This event highlights the need for ongoing comprehensive disability awareness and responsiveness training for bus drivers and other transport providers. Another aspect of this experience is the fact that Jay and his/her family did not have sufficient information about relevant government agencies that a complaint could have been laid with, including the New Zealand Police. 

Jay’s experience highlights the need for disabled people and their families/whanau to have adequate access to appropriately formatted (e.g. plain language) information about where to complain if faced by certain situations. Moreover, this story highlights the need for legal and human rights awareness education to be delivered to a range of people, including those with learning disability, still at school. As noted in Chapter One, few people reported incidences of discrimination, and most seemed uncertain about the roles of the relevant agencies. 

The transition from school to adulthood
Jay and family, after their arrival from another country in the mid-2000s, faced some difficulties in finding a suitable mainstream school that would support someone with learning disabilities fully. They eventually settled on one and Jay had a relatively positive schooling experience due to being able to access Ongoing and Reviewable Resourcing Schemes (also known as ORRS) funding (see appended glossary). However, given that pursuing an academic career was unlikely, Jay would have appreciated learning more about “life skills like how to look after myself” to complement the academic element of his/her education.

Difficulties in flatting – the transition to an independent life
Jay also reported facing issues in transition to living an independent life. Shortly after leaving school, Jay began living in a supported flatting arrangement overseen by a service provider. Jay’s first experience with supported living was not a positive one, given that s/he was placed with two people aged in their mid-40s. Jay also found the house to be “really cold. It was freezing. We only had a heater in the lounge and a wall heater in the hall way upstairs. And that was it.”

Jay also experienced conflict with the middle-aged flatmates. On one occasion, Jay feared physical violence from one of the flatmates following a dispute - “they didn’t really hit me or anything like that but they were close to it.” However, after mediation via Jay’s support worker, it was found that the flatmate was not intending to use physical violence at all and this conflict was attributed to a misunderstanding on Jay’s part.

For Jay, there were other aspects of the flatting relationship that did not go well either. Jay’s flatmates particularly objected to him/her having friends over during the day while they were away at work. According to Jay, the flatmate’s attitudes on this issue impacted on his/her friends. This produced further friction in the flatting relationship to the point where Jay finally told his/her flatmates: “These are my friends; I decide what I want to do because you guys are at work and I don’t need to ask you.” The most troubling aspect for Jay was that s/he was asked by a support worker not to allow any more friends to visit during the working day as a means of defusing the conflict. Consequently, Jay felt “really upset” about the decision taken by the support worker. Jay eventually decided to leave the flat and return to live with his/her parents. Shortly afterwards, Jay again left home to live in another supported flatting arrangement, this time with people closer in age. This arrangement has been more positive for Jay as “the place where I am living at now, they have got the same friends as I got. So they just come to our place sometimes and just hang out with us.” Jay still has the same support worker who initially advised not to have friends over during the working day and has since come to agree with the support worker that the friction in the previous flat had partly arisen due to the age differences between the flatmates.

Jay’s experience here raises the importance of giving disabled people the right to choose where and with whom they live, and the right to live in housing that is warm, comfortable, accessible and where they feel safe. Jay’s experience with the support worker from the service provider also highlights the need for some disability agencies to change their way of supporting people from one which seeks to make decisions about clients to one of providing supported decision making, where people with learning disabilities can actively make their own decisions, with advice from support workers and other people chosen by the disabled person. Furthermore, appropriate peer-based training and advice provided by other disabled people themselves about independent living options would inform and empower all disabled people about what living options are available to them.

A disturbing element of this story is the intimidation and threat of domestic violence perceived by Jay. For many disabled people, there is a greatly increased risk of violence from the people they live with, whether this happens to be family, friends, partners or flatmates. A significant number of interviewees in this project reported incidences of intimidation and bullying both from strangers and people known to them. People with learning disabilities need to have access to the same range of domestic violence prevention services, such as refuges and to information about these services in plain language formats, as those available to the rest of the population.

Sacha’s story

Sacha is in his/her early twenties. S/he lives in a major New Zealand metropolitan centre, in a supported living environment, with other disabled people. Sacha is currently working as a volunteer on various projects. 

School and post-school years
Sacha attended a mainstream school as a teenager. S/he recollected having been “distracted . . . and teased and all that. And I played up in the classroom.” This produced feelings of exclusion as “I felt left out and unwanted a bit. I used to want to escape and would go to the Special Unit downstairs at school.” This experience isolated Sacha from his/her peers as “I spent more time out of class than in class – especially at primary school. The teachers used to send me to the Comfy Room and I used to sit in there. The only thing I had to look forward to was the morning tea and lunch times because people used to come in and because I was special used to chat to me and all that.” Sacha did not have support from a regular teacher aide and this factor probably contributed to the failure to gain significant qualifications. In the post-school years, Sacha has attended a Foundation Studies course run through the local polytechnic focusing on basic English, mathematics and computing where s/he has “done quite well in maths but not the English.” Overall, Sacha found the polytechnic experience more satisfying than the high school experience.

Post-school, Sacha reports other positive experiences in that he/she is doing voluntary work for a major research centre and a prominent local non-governmental organisation. Sacha reported that some support people were unhappy about his/her voluntary work with the non-governmental organisation but Sacha believed that s/he is performing the job well. According to Sacha, this concern on the part of support people stems from them being “unsure about how much I can pack into my life, but I am keen to make sure my life is not empty. I like being busy.” 

As with Jay, Sacha also reported an issue relating to making a complaint about a bus driver who had treated him/her badly. Sacha feared that if an official complaint was filed that the driver would exclude him/her from getting on the bus. Sacha did concede, though, that most of the service received from bus drivers s/he knew had been good.

Sacha reported the huge barriers s/he faced in making outside social connections, particularly with his/her own peer group. In part (as for Jay), this was due to some of the restrictions of living in supported accommodation and being part of a disability support service structure. Sacha outlined, for example, how “sometimes I need to get approval for things and that’s awkward. You need approval to do that, or a tick for that and its quite challenging.” Sacha reflected on how “a person who doesn’t have a disability – they don’t have to get their plans all approved and ticked off”, and to how “they (non-disabled people) just go ahead and do what they want and they make mistakes too.”

Sacha hopes to take up a job as an advocate, focusing on the area of education and human rights in the future.

Sacha (like Jay) reflects the positives and negatives of life for young people with learning disabilities in New Zealand today. The positives for Sacha are various community involvements reflecting his/her desire to participate fully in community life. In particular, Sacha’s aim to enter paid employment as an advocate reflects a desire to utilise personal experiences and insights gained from living with disability to assist others. On the other hand, Sacha recounted negative experiences of the school system and how this can fail disabled people. Sacha’s experiences of dealing with negative incidents such as the bus driver, illustrate the continuing prevalence of disabling attitudes within wider society. This experience once again reinforces the reason for complaints mechanisms to be made more accessible to disabled people and particularly those with learning disability. As with Jay, Sacha’s experience of negotiating traditional systems of disability support illustrates the need for supported decision making and other more individualised forms of support to be introduced nationwide. 

Chapter three: Articles of The Disability Convention in light of New Zealand reality

This chapter provides the systemic picture of the issues identified in chapters one and two. It relates to disabled children and youth with a particular focus on:

· Article 4 – general obligations

· Article 7 – Children with disabilities

· Article 16 – Freedom from exploitation, violence and abuse

· Article 24 – Education

· Article 30 – Participation in cultural life, recreation, leisure and sport. 

Statistics relevant to disabled children and youth also provide a picture of the population that are identified as disabled. 

Statistics relating to The Disability Convention Article 31

Article 31 - Statistics and data collection

1. States Parties undertake to collect appropriate information, including statistical and research data, to enable them to formulate and implement policies to give effect to the present Convention. The process of collecting and maintaining this information shall:

a. Comply with legally established safeguards, including legislation on data protection, to ensure confidentiality and respect for the privacy of persons with disabilities;

b. Comply with internationally accepted norms to protect human rights and fundamental freedoms and ethical principles in the collection and use of statistics.

2. The information collected in accordance with this article shall be disaggregated, as appropriate, and used to help assess the implementation of States Parties' obligations under the present Convention and to identify and address the barriers faced by persons with disabilities in exercising their rights.

3. States Parties shall assume responsibility for the dissemination of these statistics and ensure their accessibility to persons with disabilities and others

The 2006 census of Population and Dwellings regards children as those under fifteen (15) years of age and youth as adults: fifteen (15) years and over, which creates a gap in specific data that could provide vital information for youth related issues such as youth rates, transition into tertiary education, transition from school to work, youth suicides, youth supports and other such issues. All the census statistical information can be found at: http//www.stats.govt.nz. The relevant information from the 2013 Census is not yet available. 
Cause of disability for children (0–14 years), 2006 

	
Disability Cause
	Number of children
	Percentage of disabled children
	Percentage of total children

	Disease or illness
	23,500
	26
	3

	Existed at birth
	46,600
	52
	5

	Other cause
	17,100
	19
	2

	Accident or injury
	2,500
	3
	0.3

	Not specified
	10,600
	12
	1


Just over half of all disabled children (52 percent) had a single disability and the remaining 48 percent had multiple disabilities. The majority of disabled children had low or medium support needs.

Support level
 for children (0–14 years) with disability, 2006 

	Support level

	Number of children
	Percentage of disabled children
	Percentage of 
total children

	Low support needs
	36,600
	41
	4

	Medium support needs
	40,600
	45
	5

	High support needs


	12,800
	14
	1



	
Total with disability
	90,000
	100
	10


Adults (15 years and over) – nb, this includes youth however this was not broken down any further and so the numbers of youth are as yet unknown

Twelve percent of adults aged 15 years and over had a physical disability (an estimated 383,500 adults). This was the most common disability type for adults, affecting two-thirds of disabled adults.

Sensory disabilities (hearing and/or seeing disabilities) were the second most common disability type for adults, affecting 8 percent of adults (42 percent of disabled adults, or 239,000 adults). Seven percent of adults (39 percent of disabled adults, 224,500 adults) reported having other types of disability, such as difficulty speaking, learning, remembering or doing everyday activities. 

Diseases or illnesses were the most common cause of disability for adults, followed by accidents or injuries and ageing. Accidents or injuries were given as a cause of disability for an estimated 166,300 adults and the most common type of accident or injury causing disability was one that occurred at work. 

The most common causes of disability for adults differed by age group. Accidents or injuries were the most common cause of disability for adults aged 15 to 44 years (31 percent of disabled people), closely followed by ‘other’ causes (30 percent). 

Support level for adults (15 years and over) with disability, 2006 

	Support level
	Number of children
	Percentage of disabled children
	Percentage of 
total children

	Low support needs
	209,500
	37
	7

	Medium support needs
	268,000
	47
	9

	High support needs
	92,700
	16
	3



	Total3 with disability
	570,300
	100
	18


Adults living in residential care facilities (This may include some youth, as some have left home and anecdotal evidence suggests that some have become homeless or had to move into residential care)

Nearly all adults living in residential care facilities reported having a disability (99.7 percent), compared with 17.4 percent of adults living in households. Only 5 percent of disabled adults living in residential facilities were aged less than 65 years. Most disabled adults living in residential facilities had high support needs (82 percent of disabled) and multiple disabilities (94 percent). In contrast only 12 percent of disabled adults living in households had high support needs and 58 percent had multiple disabilities.

Two-thirds of disabled adults in residential facilities lived in rest homes and one- third lived in continuing care hospitals. However, the survey excluded some types of residential facilities.

Ninety-seven percent of adults living in residential facilities had physical disabilities. Other types of disabilities (70 percent) and sensory disabilities (60 percent) were also common. Other commonly reported causes of disability for adults living in residential facilities were disease or illness (70 percent of disabled adults) and natural ageing (56 percent of disabled adults). In comparison, 35 percent of disabled adults living in households reported disease or illness as a cause of disability and 25 percent reported natural ageing as a cause. Accidents or injuries were a more common cause of disability for adults living in households (30 percent of disabled adults) than adults living in residential facilities (20 percent of disabled adults).

Māori

Māori had a higher disability rate than other ethnic groups in every age group. The higher proportion of young people in the Māori population meant that the majority of Māori with disability (63 percent) were aged less than 45 years. Nearly one-third of disabled children (31 percent) and nearly one-quarter of adults aged 15 to 44 years with disability (23 percent) were Māori. 

An estimated 28,200 Māori children (14 percent of Māori children) had a disability. Five percent of Māori children (10,800) had special education needs and this was the most common type of disability for Māori children. Other common disability types were chronic conditions or health problems (5 percent of Māori children, 10,400 children) and psychiatric or psychological disabilities (3 percent of Māori children, 6,800 children).

Nineteen percent of Māori adults had disability (an estimated 68,300 adults). Two-thirds of Māori disabled adults (12 percent of all Māori aged 15 years and over) had physical disabilities. Forty-five percent of Māori disabled adults had ‘other’ disability types such as difficulty speaking, learning, remembering or doing everyday activities. Other common disability types included sensory (hearing and/or seeing) disabilities (37 percent of disabled) and psychiatric or psychological disabilities (26 percent of disabled). The most common causes of disability for Māori adults were disease or illness (34 percent of Māori disabled adults) followed by accidents or injuries (32 percent). The most common types of accidents or injuries occurred in the workplace or at home, or involved motor vehicle accidents. Thirty-eight percent of Māori disabled adults had a single disability and 62 percent had multiple disabilities.

Pacific peoples

In 2006, an estimated 24,800 Pacific peoples in New Zealand had a disability. Nearly all lived in households (98 percent) and only 2 percent lived in residential facilities.

The total disability rate for Pacific peoples (11 percent) was lower than the Māori rate (17 percent) and European rate (18 percent).

As mentioned previously, Pacific peoples had a higher proportion of young people in its population than the European population and disability rates should be compared by age group. Pacific peoples had a lower disability rate than Māori and a slightly lower rate than European in all age groups. Fifty-seven percent of Pacific peoples with disability were aged less than 45 years.

An estimated 6,100 Pacific children had disability. Three percent of Pacific children (2,500 children, 40 percent of disabled) had special education needs and 3 percent (2,400 children, 39 percent of disabled) had chronic conditions or health problems.

There were an estimated 18,700 Pacific disabled adults. Eight percent of the Pacific adult population (an estimated 11,900 or 64 percent of disabled Pacific adults) had physical disabilities. This was the most common disability type for this group. Other disability types, such as difficulty speaking, learning, remembering or doing everyday activities, were the next most common disability types (41 percent of disabled Pacific adults), followed by sensory (hearing and/or seeing) disabilities (35 percent of disabled Pacific adults).

Diseases and illnesses were by far the most common causes of disability for Pacific adults, accounting for an estimated 8,100 adults (43 percent of disabled Pacific adults).

Twenty-four percent of Pacific disabled adults had high support needs, compared with 16 percent of total adults.

Article 4 - General obligations

3. In the development and implementation of legislation and policies to implement the present Convention, and in other decision-making processes concerning issues relating to persons with disabilities, States Parties shall closely consult with and actively involve persons with disabilities, including children with disabilities, through their representative organizations.
According to the website of the Children's Commissioner, the Young People's Advisory Group does not include any young person who identifies as disabled; neither do they have any particular remit to address disability issues. It is unclear whether or not there has been any active measure to help disabled children and youth to participate and for the State to consult and actively involve this group through their representative organisations. 

Article 7 - Children with disabilities

Article 7 states that: 
1. States Parties shall take all necessary measures to ensure the full enjoyment by children with disabilities of all human rights and fundamental freedoms on an equal basis with other children.
2. In all actions concerning children with disabilities, the best interests of the child shall be a primary consideration.
3. States Parties shall ensure that children with disabilities have the right to express their views freely on all matters affecting them, their views being given due weight in accordance with their age and maturity, on an equal basis with other children, and to be provided with disability and age-appropriate assistance to realise that right.
There appears to have been no move by the State to ensure disabled children’s participation. Neither has there been any focus on disabled youth. For instance, in a recent journal devoted to the Green Paper on Vulnerable Children published by the Children's Commissioner (http://www.occ.org.nz/publications/journal/, Issue 78), there is no reference to the inclusion of disabled children or young people in consultation and monitoring of children's rights. Indeed the only part of the Green paper that references disabled children is with respect to the provision of special education and lack thereof.

Article 16 - Freedom from exploitation, violence and abuse (which could tie in with anti-bullying programmes in Education)

5. States Parties shall put in place effective legislation and policies, including women- and child-focused legislation and policies, to ensure that instances of exploitation, violence and abuse against persons with disabilities are identified, investigated and, where appropriate, prosecuted.
In its Statement of Intent 2013 – 2016, (Key results for better public services pg 9), the Ministry of Health states:

Reducing the number of assaults on children

The government has set a goal that, by 2017 we will have halted the 10-year rise in children experiencing physical abuse and reduced current numbers by 5 percent. 

The Ministry’s approach to support the Ministry of Social Development (the lead agency) in reducing the number of assaults on children is prevention by early identification. The Ministry is working together with other agencies to implement the Children’s Action Plan which will establish children’s teams. Two demonstration sites for children’s teams will be established in Whangarei and Rotorua. Where a child is identified as being abused, multi-agencies will work together on a needs assessment for the child, followed by a tailored plan (per child) and joint agency implementation supported by lead professionals.
There is no plan to include disabled children and youth into any of the decision making process when looking into how to reduce the number of assaults on children. The Children’s action plan also does not include consulting with disabled children and youth. 

New Zealand is noted internationally as having a very high child abuse rate and suicide rate. Disabled children and youth are at a high risk for both of these issues, yet there does not appear to be any gathering of data relating to disability. Hence their voices remain silent on both child abuse and suicide. 

In implementing the children’s plan, the Minister states:
The Ministry will lead and make a significant contribution to the Better Public Services results, in particular increasing immunisation rates for infants, (see page 9) reducing the incidence of rheumatic fever (see page 10) and reducing assaults on children (see page 10).

More integrated health and social services make it easier for those with social needs to look after their health and independence.

The Ministry of Health is a member of the Social Sector Forum, which focuses on the following.

· Children’s Action Plan (see page 9–10).

· Social Sector Trial work programme – a joint work programme, with the Minister of Health (in his role as Chair of the Cabinet Social Policy Committee) as the lead Minister and the Ministry of Social Development as the lead agency.

· Aligning services and programmes to deliver effective support and value for money through integrated frontline systems and effective procurement process.

What we will do to achieve this

With the Ministry of Education and the Ministry of Social Development, the Ministry of Health will: 

· work with DHBs so that more DHBs implement the National Child Protection Alert Systems

· collaborate with the health, education and social sectors to implement the Children’s Action Plan, which includes:

· introducing policy and protocols for vetting and screening for the children’s workforce

· ensuring that health professionals have assessment tools that will help them to identify vulnerable children, with clear referral pathways to additional services

· supporting pilot sites in Rotorua and Whangarei to implement new local children’s teams. The children’s teams will bring together frontline education, health and social sector professionals to ensure a single multi-agency plan for each vulnerable child is developed and implemented, a lead professional is allocated, and outcomes are achieved for each child

· developing information sharing processes and protocols to support frontline professionals to record and share concerns about children vulnerable to maltreatment, including high standards of security and measures to control access to and use of information

· encouraging individuals to volunteer to mentor vulnerable children and encourage individuals, corporates and other groups to contribute to scholarships for vulnerable children

· launching a public awareness campaign to explain the sorts of things that family, neighbours and people in the community should look out for and where they can go for help if they see signs of child abuse and neglect (pg 22-23)

http://www.budget.govt.nz/budget/pdfs/ise-v6/soi-moh-2013-16.pdf 
As long as the disability sector is not at the centre of this work in an advisory and implementary role, then the issue continues to arise where non-disabled people do not understand the dynamics relating to disability and this will continue to place disabled people at risk. Without the State party actively supporting any intervention, planning, decision-making and implementation of The Disability Convention, there are inevitably gaps in what is being developed. 

During the State of Emergency after the second Christchurch earthquake in 2011, a young man with learning disabilities, on the Autistic Spectrum, was allegedly beaten by the police and was charged after he asked for permission to take the light fittings from the owner of a damaged business property. It appears that a number of police and security people did not take the time to listen to him or his friend who also has a learning disability. They were labelled as thieves and then put through the legal system, where it transpired that the pair were there legally. The business owner was horrified at what had happened and did not want charges laid. Eventually, the case was dismissed but not before the young man was vilified in both mainstream and social media for his difference in looks and for actions which were wrongly labelled as ‘looting’. 

Many disabled youth are not aware of their rights when it comes to the justice system and the risks attached to any behaviours that society may struggle with. 

Article 24 – Education

The articles state that:
1. States Parties recognize the right of persons with disabilities to education. With a view to realizing this right without discrimination and on the basis of equal opportunity, States Parties shall ensure an inclusive education system at all levels and lifelong learning directed to:
a. The full development of human potential and sense of dignity and self-worth, and the strengthening of respect for human rights, fundamental freedoms and human diversity;

b. The development by persons with disabilities of their personality, talents and creativity, as well as their mental and physical abilities, to their fullest potential;

c. Enabling persons with disabilities to participate effectively in a free society.

2. In realizing this right, States Parties shall ensure that:

a. Persons with disabilities are not excluded from the general education system on the basis of disability, and that children with disabilities are not excluded from free and compulsory primary education, or from secondary education, on the basis of disability;

b. Persons with disabilities can access an inclusive, quality and free primary education and secondary education on an equal basis with others in the communities in which they live;

c. Reasonable accommodation of the individual's requirements is provided;

d. Persons with disabilities receive the support required, within the general education system, to facilitate their effective education;

e. Effective individualized support measures are provided in environments that maximize academic and social development, consistent with the goal of full inclusion.

3. States Parties shall enable persons with disabilities to learn life and social development skills to facilitate their full and equal participation in education and as members of the community. To this end, States Parties shall take appropriate measures, including:

a. Facilitating the learning of Braille, alternative script, augmentative and alternative modes, means and formats of communication and orientation and mobility skills, and facilitating peer support and mentoring;

b. Facilitating the learning of sign language and the promotion of the linguistic identity of the deaf community;

c. Ensuring that the education of persons, and in particular children, who are blind, deaf or deafblind, is delivered in the most appropriate languages and modes and means of communication for the individual, and in environments which maximize academic and social development.

4. In order to help ensure the realization of this right, States Parties shall take appropriate measures to employ teachers, including teachers with disabilities, who are qualified in sign language and/or Braille, and to train professionals and staff who work at all levels of education. Such training shall incorporate disability awareness and the use of appropriate augmentative and alternative modes, means and formats of communication, educational techniques and materials to support persons with disabilities.

5. States Parties shall ensure that persons with disabilities are able to access general tertiary education, vocational training, adult education and lifelong learning without discrimination and on an equal basis with others. To this end, States Parties shall ensure that reasonable accommodation is provided to persons with disabilities.
There are some ongoing issues here. In regard to the provision or lack of education, to disabled children and youth. The Ministry of Education: Hekia Parata – Statement of intent 2013-2018 states:

We want to create a shift that places children and young people at the centre of the education system. The performance of the education system for priority students – Mäori students, Pasifika students, students with special education needs and students from low socio-economic areas – needs to improve rapidly. (pg 2)

“Providing special education services to children and young people with disabilities and other special education needs” (pg 5)

Children and young people / Priority students – Mäori students, Pasifika students, students with special education needs and students from low socio-economic areas

Parents, families, whänau, iwi and communities (pg 6)

$270 million – interventions for target student groups (specifically support for students with disabilities or special education needs (pg 9)

$335 million – providing additional resources to enable students with special education needs to participate in education (pg 9)

Improving education outcomes for Máori students, Pasifika students, students with special education needs and students from low socio-economic areas (pg 16)

“We will continue to work with other agencies to improve how government supports children with disabilities and their families as part of the Government’s Disability Action Plan” (pg 17).

“A range of professional development and learning programmes is supporting members of the profession to reflect on their practice, and to improve their performance for Mäori students, Pasifika students and students with special education needs”. (pg 26)

By the end of 2014, 100% of schools will be demonstrating inclusive practice for students with special education needs (pg 31).

Provide services and support to children and young people with special education needs (pg 33).

$29 million for demand-driven programmes, including special needs modifications, school property guide entitlements and replacement buildings (pg 42).

http://www.budget.govt.nz/budget/pdfs/ise-v2/soi-minedu-2013-18.pdf 
Whilst the government have announced certain budgeted measures relating to education of disabled children and youth, there continue to be ongoing day to day issues for whanau in the community. One example is the issue of children and youth with Autism Spectrum Disorders and their ability to: access education; maintain a place at school; and be able to access reliable and safe transport to and from school. 

The Community Law Centre for children and youth called Youth law, reports having fielded ongoing calls relating to children being denied entry into schools, kohanga reo and kura kaupapa schools. The Principals of such schools often claim they do not have the resources to support the needs of these children and youth. 

One example of many occurred on 4 May 2013 and was reported by stuff.co.nz under the heading ‘Autistic twins barred from school taxis’. A family was reported to have had problems with a taxi driver because s/he did not understand the issues relating to Autism. This led to misunderstanding on the part of the driver and an inability to cope on the part of the twins. In the event the twins were not transported home on time and the company refused to transport them again. 

Children and youth with Attention Deficit disorder are having particular problems with their schooling and this is a group prominent within those disabled children and youth struggling with schooling. Anecdotal reports exist of disabled children and youth in zone for certain schools being denied or encouraged not to attend, with Principals trying to insist the child go to a ‘special needs’ school rather than being mainstreamed. This is a significant issue for those who do not sit within the “norm” of other children attending that school. 

Article 30 - Participation in cultural life, recreation, leisure and sport

d) To ensure that children with disabilities have equal access with other children to participation in play, recreation and leisure and sporting activities, including those activities in the school system;
There are examples of disabled child and youth participation and inclusion in Maori cultural life, sport and some other forms of recreation. The disability community is very active in giving disabled children and youth experiences of sports and recreation regardless of their impairment. The programs are led by organisations such as Halberg Trust, Tiaho Trust, reels on wheels, Star Jam and other programs for children and youth are in place through YES disability, PHAB and other programs which also do leadership training for young disabled people to encourage their independence. 

Other matters:

The Government has since 2001 set out a number of objectives relating to disability for policy implementation. The New Zealand Disability Strategy (2001) is a voluntary document with no enforceability. Disabled children and youth are given their own set of objectives which state:

Objective 13, Enable disabled children and youth to lead full and active lives, including:
Actions                                                                                                                                        
13.1. Ensure all agencies that support children, youth and families work collaboratively to ensure that their services are accessible, appropriate and welcoming to disabled children, youth and their families.

13.2. Ensure that the Youth Development Strategy recognises the needs of disabled children and youth.

13.3. Conduct anti-discrimination and education campaigns that are age-appropriate and effective.

13.4. Establish a process for including advice from disabled people on disability issues for children and youth within relevant government agencies and Commissioners' offices.

13.5. Provide access for disabled children, youth and their families to child, youth and family-focused support, education, health care services, rehabilitation services, recreation opportunities and training.

13.6. Improve support for disabled children and youth during transition between early childhood education, primary school, secondary school, tertiary education and employment.

13.7. Introduce ways of involving disabled children and youth in decision-making and giving them greater control over their lives.

13.8. Develop a range of accommodation options so that disabled young people can live independently.

13.9. Provide and evaluate educational initiatives about sexuality, safety and relationships for disabled children and youth.

13.10. Ensure the Ministry of Youth Affairs and Ministry of Social Policy undertake a leadership role in promoting the participation of disabled children and youth

Despite a focus on disability issues since 2001, there appear to be several gaps in provision. Benefit reforms have had some significant impacts on disabled youth. 

Three of these areas are welfare reforms, youth wages and a lack of accessible housing for disabled youth. 

Welfare Reforms: Disabled youth who are not able to work are eligible for the Supported Living Payment, which does not have any work obligations requiring them to look for employment. Those disabled youth who are able to gain work will be eligible for the Job Seeker Support payment, and will have varying work obligations depending on individual abilities and personal health situations. A key focus of the Welfare Reforms is an emphasis on what a Job Seeker can do and how Work and Income can help them find work, rather than the previous view of what a person
can't do and ensuring their access to income support.

However a possible inequity could arise if a disabled person with work obligations, receives less income from Job Seeker Support than they would if they were receiving a Supported Living Allowance, and is unable to find work, as traditionally it has been more difficult for disabled people in general to gain employment. 

Many changes have only just come into place and there is no way to assess their impact as yet. It will be important for the disability community to continue to monitor these reforms.

Youth Wages: these came into effect on 1 May 2013, and again, their impact is difficult to assess for disabled youth. Although those on Job Seeker Support, who work part time for youth rates, will have to pay tax on any earnings and this may well become a disincentive for disabled youth to work. 

Housing: As the current Government is undertaking major reforms in the provision of social housing, it is crucial that these changes are monitored for their impact on disabled youth. 

In assembling information regarding the articles of The Disability Convention specifically relating to disabled children, the case of a young fifteen year old and his seventeen year old brother who faced violence at home was related. “The pair were found begging on the streets of Auckland where they are vulnerable to attacks and abuse. The fifteen year old is physically disabled and moves around on a skate board that a good Samaritan gave him with parts, so it would keep working.”

In the move to extend social housing to address the lack of availability particularly for families, it will be important that the option for young disabled people to move away from the family home is not overlooked. Residential care must not be the only option for this group, and their ability to live as independently as possible should not be hampered by lack of accessible housing. 

Many of the interviewees in this project were still living at home with their parents or family members well into their twenties, which could be indicative of a lack of opportunities for young disabled people to live independently and enjoy the same freedoms as their peers. In one case, a student had had to change University and lose a scholarship, because promised accessible accommodation was not available at the University of choice. This required the young person to change the course of study, and potentially his/her choice of career. 
In summary 

The State agreed through the signing and ratification of The Disability Convention to provide resources, implement the articles of The Disability Convention and support the equality and rights of disabled people. Disabled children and youth have specific articles set out to enforce their rights and these should be reinforced. Unfortunately, for disabled youth there have been issues with justice, education, domestic violence and bullying, the youth wage and homelessness.

There are multiple gaps in relation to The Disability Convention and the State parties implementing policy to support and ensure rights are met. 

Conclusion

In concluding this report it is important to reiterate and highlight three major areas of concern relating to the full participation of disabled youth in Aotearoa New Zealand.

The yardstick commonly used to describe the expectations of the disability community is the extent to which disabled people are able to live 'an ordinary life'. For people aged sixteen to twenty-five years, an ordinary life includes: being part of a peer group; developing independence from family; developing romantic attachments; and preparing for and taking on employment. 

This study highlights the lack of opportunity common to many disabled youth, to undertake these life tasks. In several cases they are hampered by:

· A lack of accessible and age appropriate housing, meaning they frequently have to remain with family for longer than they otherwise might, and/or accept housing options that are less than conducive to developing independence

· isolation and exclusion within the school system, often caused by the very supports designed to promote their academic achievement, and

· intimidation and bullying at school and beyond, a further illustration of the lack of acceptance and inclusion by society.

The obligation in The Disability Convention is for progressive realisation of rights. This project highlights the need for Government to be undertaking more implementation, faster, and involving disabled youth more in consultation and monitoring. This includes more extensive promotion of information about rights mechanisms in Aotearoa New Zealand. 
Appendix – glossary of terms

Marae - a focal point for a particular Maori community to welcome their visitors, celebrate different occasions and farewell their dead. The people that would belong to a marae are generally those people who are descended from ancestors who occupy it, that land area where the marae stands, or the marae is situated. Because of kinship ties, the marae becomes their collective responsibility.

Ongoing and Reviewable Resourcing Schemes (ORRS) funding provides resources for a very small group of school students throughout New Zealand who have the highest need for special education. The resources are primarily to provide specialist assistance to meet students' special education needs, and are additional to the staffing allocations and operational grants paid to schools for every student in New Zealand.

Tribal affiliations – In New Zealand many people of Maori descent trace their ancestry to the original Polynesian migrants who, according to tradition, arrived from Hawaiki. Each iwi (tribe) is said to have descended from one of the canoes carrying the original migrants. Iwi affiliation can be of both political, social and personal importance for members. 
Work and Income – the Government department that provides financial assistance and employment services throughout New Zealand. It offers a single point of contact for New Zealanders needing job search support, financial assistance and in-work support.
World of Wearable Arts - An annual International Art and Fashion event where designers can enter garments of wearable art with the chance of winning a prestigious wearable art award.
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� _ People may have more than one cause of disability. Figures have been rounded and discrepancies may occur between sums of component items and totals.





� _ 'Support level' is a measure of the level of support required for disabled people, based on the need for assistance and/or special equipment relating to the disability. In 2001, 'support level' was called 'severity' and had the categories 'mild', 'moderate' and 'severe'. 





� _ Figures have been rounded and discrepancies may occur between sums of component items and totals.













