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Autism and Disability

MAY IT PLEASE THE TRIBUNAL

1. The claims
a. 884 and 1941 by Joseph Kingi is aware that within his whanau, and possibly including
himself, there are undiagnosed parties who are on the spectrum for autism and
related spectral disorders;
b. 1460 by Marama Stead, a registered nurse who has experienced over a career the
under resourced situation for those with spectral disorders within the health system

and the community;

with respect to this inquiry is amended as follows.

Background

2. The Office of Disability identifies disabled people as people who have long-term physical,
mental, intellectual or sensory impairments, which in interaction with various barriers may
hinder their full and effective participation in society on an equal basis with others. The
spectrum disorders are considered to not have any ethnic bias in terms of their, tendency, but
there is clear ethnic and socioeconomic bias in terms of their diagnosis. Maori are being
diagnosed at only 40 percent of the rate of non-Maori and a much larger proportion with

respect to middle class Pakeha.

THE CROWN'’S DUTIES AND OBLIGATIONS

3. Under Te Tiriti and its principles, the Crown has duties to:?!
a. Actively protect Maori rights and interests, including taonga;
b. Actin partnership with and in good faith towards Maori;

c. Act equitably towards Maori; and

d. Enable Maori to have the option of kaupapa Maori or mainstream services.
THE CLAIM

4, We assert that there are a number of deficiencies that are causing this inequality of treatment,

that breach obligations under Article 3 in that:

! Waitangi Tribunal, Te Tau lhu o te Waka a Maui: The Report of the Northern South Island Claims Vol 1 (Wai
785, 2008) at [1.2]



a) Geographical isolation; Maori are a substantial part of the remote rural community and are
therefore suffering an impediment in obtaining information or diagnosis. This is
compounded by the Crown's inability to provide sufficient trained personnel to make these
diagnoses or provide the information.

b) The barriers to diagnosis and access to treatment disproportionately effect Maori. Failure
to diagnose has further implications for risk of suicide, selfharm etc.

¢) There is an insufficient knowledge and awareness of ASD, in that there is not the available
personnel or material readily accessible for Maori.

d) There is a lack of culturally appropriate professional services and contexts to deliver the
necessary information, etc. The Claimants assert that the public health system perpetuates
institutional racism in that the treatment options provided within that system are
predominantly based on western models of treatment or Eurocentric understandings of
illness, behaviour and lifestyle. and the difficulties in persisting with initiatives when the
crown does not adequately resource Maori solutions to the same degree as other
interventions developed and validated with Eurocentric populations.

e) The Crown has insufficient funding and the resource constraints particularly apply to
remote and disadvantaged areas. Maori are disproportionately effected accordingly.

f)  Failing to empower Madori to utilise their own responses and solutions to the issues affecting
whanau, hapu and iwi. The Claimants state that the Crown has breached its obligations
under Te Tiriti by failing to empower Maori to utilise their own responses and through the
Crown’s general resistance to allowing Maori to develop and deliver solutions to the health

issues affecting whanau, hapu and iwi, including tikanga based programs and treatments

5. In all communities, there is a reluctance to seek treatment or delay in seeking treatment. The
position is worse with Maori, although an obvious tendency within all ethnic communities. The
uniqueness of ASD makes it more difficult for parties to address, in that in its milder forms, in
particular, it can represent merely what appears to be a sense of remoteness or a lack of
intelligence rather than a condition that may be capable of being managed to massively
improve the person's performance in the community for the rest of their life.

Suicide.

6. There is information in the scientific literature that suggests that autistic adults are at an
increased risk of experiencing suicidal thoughts, making suicidal plans and attempts and dying
by suicide. The nature of the relationship is still subject to investigation as to the issue of

correlation or causation.



7. The absence of such efforts with regards to autism and suicide and the dealing with the

unmanaged autism would lead to a higher potential for suicide.

8. If we consider the tendencies to be asocial and be desiring to be without aural or visual stimulus,

that sense of isolation can in the youth result in persecution and bullying, which will compound

the issues and enhance the potential for self-harm or worse.

Unemployment and disability.

9. It has been suggested that approximately 50 percent of those that are unemployed in New
Zealand have a disability or a mental condition or are looking after people with disabilities or

mental conditions.

10. The existence of a growing number of people with autism or other spectrum disorders, for
example, renders people either difficult to employ or they need to be found very specific tasks,
but are frequently left unemployed. The modern employment environment does not suit those

that require very rigid and unstimulatory, confined boundaries of activity.

11. Recent Swedish data suggests that autistic people are 7.55 times more likely to die by suicide

than the population as a whole.

12. The issues of disability, including autism and its ability to be defined as unemployed, is

problematic, as the system is not treating the issue, but merely addressing the parties as

unwilling workers.

Autism Spectrum Disorder

13. Autism spectrum disorder (ASD) describes a range of conditions that include autism and

Asperger's syndrome.

14. People with ASD have a delay or difficulty in three areas of development:
1. Language skills. They have trouble understanding and using spoken language and non-
verbal communication such as facial expressions.
2. Social behaviour. They have trouble understanding social interactions, which affect their

ability to play or interact with others.



3. Cognitive and thinking skills. They have trouble thinking and behaving flexibly and may

engage in restricted, obsessive or repetitive behaviour.

15.  As children grow and develop, there are a number of milestones they actually reach in these
three areas. A person with ASD will have a delay or difficulty in all three areas of development.

Every person with ASD is different. They may have severe or mild problems in each area.

16. These difficulties will vary as they age. They also depend on factors such as their gender,

personality, family and cultural circumstances, and intellectual ability.

17.  ASD was thought to affect one in 100 New Zealanders in the 2000s.2 The Health Department
clearly considers autism to be a disability. The tragedy of autism is that there is no cure. The
tragedy is that there is no understanding of cause. This tragedy is further compounded by the
fact that there is no clear pattern for managing or assisting each individual. Each individual's

disability and circumstance is very special, which makes this disability all the more difficult.

18. Inthe 2018 Stocktake Report for the Mental Health and Addiction Inquiry A background report
prepared for the Inquiry panel July 2018 the estimates of diagnosis had more than doubled.

2.2.6 Developmental Disorders in children
These are categorised variously depending on the data source as Autism Spectrum
Disorder (ASD); Autism Disorder (AD), and Pervasive Developmental Disorder (PDD);
and may include or exclude the higher functioning Asperger’s Syndrome in prevalence
rate estimates. 13 Total prevalence in the 2016/17 NZHS of Autism Spectrum Disorder
(ASD), which included Asperger’s Syndrome, in NZ children aged 2-14 years was 2.2%
(Ministry of Health 2017b). Boys were over 4.5 times more likely than girls to have been
diagnosed with ASD (3.6% vs 0.8%).

Maori and ASD.

2 Ministry of Health website: https://www.health.govt.nz/your-health/conditions-and-
treatments/disabilities/autism-spectrum-disorder
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19.

20.

What is clear is that Maori not only have about 40 percent of the non-Maori rate of diagnosis,
3but that is only one of a series of institutional, social and cultural impediments that cause
difficulties for Maori, in particular, and require the Crown to adjust its processes so as to provide

equality of outcome.

It is generally accepted that there is no racial determinant in autism and the rates in each of the
ethnic groups should be fundamentally the same. This, therefore, means that there is a 60
percent underdiagnosis. That also would tend to indicate that Maori are likely to suffer worse
from late diagnosis and partial diagnosis as well as partial mediation and management of the

condition.

Specific barriers that affect Maori.

21.

These are barriers that disproportionately affect Maori, although it is accepted that they are
matters that affect all parents and their children in the process of coming to terms with ASD.

What is considered is that Maori suffer disproportionately from these obstacles.

Rural Services.

22.

23.

24,

The services available for ASD are short throughout the country, which means that the rural
areas will suffer the greatest deficiency. The time of those that can provide monitoring help or

diagnosis may have difficulties with the distances and problems of rural patients.

The rural areas tend to lack specialist professionals as they, for various social reasons,
concentrate in the city. This is further aggravated by the lack of specialist Maori professionals.
The rate of qualification in these areas for Maori is in the order of two to four percent of each

cadre.

The rural environment, with its relative lack of noise and visual stimulation, can mask or subdue

symptoms that in a busy urban environment would be much clearer.

3

https://www.sialliance.health.nz/UserFiles/SouthlslandAlliance/File/2016%20SIAP0%20Autism%20spectrum%
20disorder.pdf



Seeking assistance.

25.

26.

27.

28.

29.

30.

31.

Maori as a group tend not to seek assistance. ASD has sometimes been considered a middle
class disease because it is the insistent, persistent, vociferous, middle class parent that demands
attention from its health professionals and therefore obtains the diagnosis. Maori, who are less

likely to have these vices or virtues, will not press the matter.

It also has to be said that in the socioeconomic priorities that many Maori parents, particularly
solo parents, find themselves in, battling the system to obtain a diagnosis is relatively down the

order.

In respect to professionals, the major complaints were that they were not being listened to,
were being disbelieved or having their opinions and suggestions undervalued. If that is the
observation of a middle class Pakeha, the chances of a poor Maori gaining traction at the first
gatekeeping point in the medical professional system is so much harder, and this is reinforced
by the statistics. There are anecdotal examples of doctors not believing the description of the

symptoms/behaviour until there was an accompanying special needs teacher. *

Obstacle to Diagnosis and Treatment
The obstacle or the recognition that there is no cure, no obvious solution and no specific

management plan.

Unlike many disabilities, autism does not have a singular set of processes for a solution. The
disability goes to the core of the human condition and the child's social interaction with the rest

of the world.

There is generally a lack of education or awareness of the condition, although that has improved
in recent years and the difficulties are that Maori are likely to be among those who have low
awareness of the condition. Maori will also suffer a special challenge in the probable need to

forego te reo as the child can normally not cope with messaging in two languages.

The general obstacle to availability of services is huge:

a. the lack of belief that has been discussed,

b. the lack of professionals who can provide the diagnosis,

4 ASD and Maori.



c. the subjective nature of the diagnosis and

d. the bureaucracy. The ability to get ORRS funding is difficult for any person, but the
matter is exclusively dealt with on the papers and there is a requirement for the ability
to strongly advocate your position in writing. The filling out and chasing up of

supporting documentation is not a strong point among Maori®.
32. Solo mothers have a particularly difficult time with regards to their need to prioritise time and
resources, and generally the medical reaction to solo mothers, as evidenced in the Massey

report, is considerable.®

Reaction of Parents to Diagnosis

33. The ambivalence towards a diagnosis is difficult to deal with, in that parents frequently go
through a sense of grieving when they understand that their child has autism and that there is
no cure, as against knowledge of problem. The confusion is further compounded by the fact that
there is no known cause, but there are plenty of theories, be it vaccinations, pollution, lifestyle,
genetics, and increased awareness causing diagnosis. The diagnosis is also the issue that it is the
subjective. Although there are nine criteria, the assessment of each of the nine criteria remains

a subjective assessment, unlike a blood test or similar.

Drug approach to ASD

34. There are also issues associated with the use of Ritalin as for some an almost prescription reflex
to the matter, as avoidance of allocating the manpower and services required to deal and

manage the matter is enormous.

ASD on the Family

35. The disruptive nature of behaviour in an autistic child can be hugely destructive of family
coherence. Other children may feel that they’re being ignored. The lack of sleep and stress at a

physical level on the parents can be enormous, and that is without having regard to the financial

5 https://www.education.govt.nz/school/student-support/special-education/ors/criteria-for-ors/ors-criterion-
9/ https://minedu.cwp.govt.nz/school/student-support/special-education/ors/criteria-for-ors/ors-criterion-8/
6 Mdori Perspectives of Autistic Spectrum Disorder, Report to the Ministry of Education.

J Bevan Brown, Department of Learning and Teaching, Massey University College of Education.
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stress that is likely to mean that at least one partner will have to stay home to deal with the

child.

THE CROWN’S BREACHES

36. The Crown has breached its obligations under Te Tiriti and its principles by:

a. Failing to understand and address the causes of ASD and other
issues such as addictions within whanau, including poverty,
disconnection from whanau and support, isolation, stress, lack of
services and other social issues. The Claimants argue that thisis a
breach of the Crown’s obligation to actively protect Maori

interests, including taonga. People are the most important taonga.

b. Failing to listen to those most affected by ASD, other disabilities,
mental health issues, suicide and addictions — the sufferers and

theirfamilies

c. - Failing to provide a proper and appropriate response. The
Claimants assert that this is also a breach of the obligation to

actively protect Maori rights and interests.

d. Failing to empower Maori, including those working in mainstream
services to utilise their own responses and solutions to the issues
affecting whanau, hapu and iwi, including rongoa Maori and other
tikanga Maori based programs and treatments. The Claimants state
that thisa breach of the Crown’s obligation to work in partnership

with Maori and to act reasonably towards its Treaty partner.

e. Failing to provide access to rongoa Maori and non-medicalised
treatments and to recognise such as viable alternatives to western
approaches to the treatment of mental health issues and
addictions. The Claimants state that this is a breach of the Crown’s
obligations to act in partnership, to act equitably towards Maori

and to provide for options.



f.  Failing to allocate sufficient funding and resources to provide
effective and appropriate services and to allow for meaningful
engagement. The Claimants say that this is a breach of all the

Crown’s obligation.

PREJUDICE TO THE CLAIMANTS

37.

38.

39.

40.

The Claimants say that the Crown’s breaches have resulted in prejudice to herself, her

whanau, hapu, iwi and wider community.

The prejudice arises from repeated experiences of being ignored, talked down to,
treated like an observer in the diagnosis of one’s own issues and excluded from

developing or deciding upon a treatment plan.

The prejudice arises from Maori lives being viewed through a Eurocentric lens
premised on a model that is unable to understand or fathom the dynamics of Maori

lived realities and whanaungatanga.

The prejudice also arises from generations of misunderstanding and misdiagnosis; lost
time and lost potential. And the results are draining. The Claimants state that the
prevalence of disabilities such as ASD, mental health issues, suicides and addictions is
escalating and the effect of the issues outlined above is that Maori are “combat

fatigued” and disconnected.

RELIEF SOUGHT

41.

The Claimants seeks the following findings:

a. That the claim is well-founded;

b. That the acts and omissions of the Crown in relation to how
patients with ASD, mental health issues and addictions are

treated is in breach of the Crown’s obligations under Te Tiriti;

c. The Claimants and those they bring this claim on behalf of have

suffered prejudice as a result of those breaches as specified above.



42. The Claimants also seeks, by way of recommendation, a review of the primary
healthcare system, with a particular focus on services for mental health issues,
addictions and suicide related issues. The Claimants have a number of innovative ideas

that they wish to explore and share.

Remedies for ASD

43. The fundamental problem is the need for early diagnosis of ASD. Many diagnoses
frequently do not occur until the child is seven, eight or even in their early teens. The
best time for behaviour modification is prior to the age of seven.

44. There is a need for further resources so that even if the diagnosis is not confirmed, at
least preliminary preventative management processes can be put into place, be that
in the form of training parents in simple management strategies such as clear
communication, highly predictive routines, establishment of boundaries and

strategies to avoid various stimuli.

Centralisation of resource.

45. Because of the nature of the disability, ASD is spread in its resources between Health
and Education, with Education taking a very significant element in its ORRS funding
programme. Centralising the funding, resourcing and treatment of ASD under a single
umbrellais a highly desirable step, as at the moment, the inevitable dual departmental
position will result in gaps and inefficiencies. In addition, the Education Department is
to some extent majorly involved in trying to limit disruption in the education system,

which an ASD child has the real potential to create.

Distributed resources.

46. These resources need to be distributed around the country, which means a
significantly larger volume of trained people and a bigger cadre of provincial/rurally-

based professionals.

Solo parents.
47. Solo parents are a group that are particularly vulnerable and at risk from under-diagnosis and
additional strain, both financial and emotional. Solo parents, in particular, have a need for

respite care as well as other recreational and support services that allow the solo parent to



48

49

50

51.

52.

engage with others so that something can be achieved in terms of real support through a

buddy programme.

Improved Treatment targetting

. An emphasis and a recognition by institutions and medical professionals and educational
professionals that the condition is not ‘one size fits all’ and needs to be very specifically

customised to the person.
. This is exhibited by the plethora of treatments and approaches from simple parental skills to
parents, flash cards, timetables, music therapy, animal therapy, computer systems therapy

and training for one-on-one engagement.

Compensate economic impact of Autism on Family Economy

. Special assistance needs to be given to the parents of autistic children, as there is loss of
income arising from dealing with the child. The issue obviously becomes much more important

as and when you are living on the edge or near the edge of economic sustainability.

The gross parental stress that arises from having an autistic child cannot be underestimated
and systems, processes and funding need to be put in place to compensate for this. This is
particularly true for solo parents, but is true for couples as well, in that inevitably one of the

couples does not fulfil their full potential, as they are obliged to address the child's issues.

Cultural Safety
As was observed in the report: “Another important factor in her decision was cultural safety.

She felt that hers son would feel more at home in this school with its high proportion of Maori
children than in his local school that was predominantly Pakeha. She noted how ironic it was
that she and her husband had worked hard to enable them to buy a house in a nice
neighbourhood, and they ended up sending their son across town to a school in a less desirable

17

area!” The processes of creating systems with appropriate cultural safety are important.

Low Cost and Community based Approaches

Community based social support and respite style care is vital to addressing not only the
disabled/patient but also the families that are greatly effected by the circumstances.
Traditional healing practices need to be encouraged and funded to add another weapon to

the arsenal of management and treatment.



AMENDMENT

53. The Claimants seeks leave to amend this Statement of Claim following any
research, evidence, submissions or other material that may come to light during
the presentation of this claim. Therefore, the Claimants reserves the right to file
further causes of action, particulars or specific allegations that are not included

in this Statement of Claim.

Signed in Auckland this 17th day of January 2020

- < o ; 4

Counsel for the claimants
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