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Voices 
People with ASD and their families/whānau 

“After diagnosis, there is often a ‘black hole’ 

for families.”1 

“Stephen is completely content and forever 

happy with his life. He seems to remind me 

[his father] that I have been driven and 

controlled by individualism, materialism 

and sensationalism. He seems to tell me 

that I worry too much about my individual 

accomplishments, what I should say and 

how people would respond or react to what 

I say … and so forth.”2 

“I feel that therapy is good only if its goal is 

to help the autistic person to fully develop 

into a whole happy person. Therapy that 

focuses on the forcing of repeated actions … 

is degrading.”3 

“In the first grade, the class was directed to 

print the letters of the alphabet. As I 

printed them, I drew complete letters on 

the paper, copying as I had seen them in 

newspapers and books. The teacher and 

everyone else in the class only drew line 

figures of letters, and I thought I was in a 

room full of nonconformists, who drew 

incomplete letters as though they were right 

and the whole world was wrong.”4 

“It is common for me and other people with 

autism to be unable to say the words to 

describe what is bothering us. It’s also hard 

for us to figure out that other people don’t 

experience the world the same way we do.”5 

“I do want to stress that people with autism 

should be helped to the point where they 

can help themselves. We need the best 

treatment and education we can get.”6 

“I feel close to my mum, stepfather, and 

sister, and sometimes I do things with 

them.... Most of the time, I prefer to be 

alone to pursue my interests.”5 

“I don’t want to be like anybody else. I don’t 

necessarily see the idea of NT 

[neurotypical] as perfection. Hey regular 

people do stupid mean and often evil things 

that people with autism would never do.”7 

“I am proud of who I am and autism is part 

of who I am. In fact, you can’t separate the 

autism from what I do, think or am.”6 

“I am tired of having to do 100% of the 

changing, and there is no change with most 

people without autism.”7 

“It is not wrong to 

think in a different 

way.”6 

“It’s like attacking a 

seven-headed 

monster; you don’t 

know which head to 

attack first.”1 
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“My mum came to school at the beginning 

of each year and talked to both the students 

and the teachers about autism and about 

me. I think that helped everyone 

understand me better. I especially liked it 

when she talked about all the things I am 

good at.”5 

“Education should be equal for all. And 

appropriate for all, but it must be chosen 

individually. If adaptations and supports 

are needed so that children with autism can 

learn, make them. If methods or materials 

need to be provided so that children with 

autism can succeed, provide them. 

Segregation of any kind is wrong.”6 

“People who know the details about my 

autism are usually more comfortable 

dealing with me. Also, the more 

information my teachers have, the more 

ideas they have to help me learn.”5 

“I am sick of social skills groups … Why 

can’t someone go to the bar with me or to 

chess club?”10 

“Many adults with autism believe that 

positive family involvement and support 

help individuals with autism develop the 

skills necessary to be as successful as 

possible as adults. I think it was the work of 

many people who loved me that got me 

where I am now.”7 

“I couldn’t cope any more so I left him 

sleeping, went to the shopping centre 

because I really, really needed a break. But 

the neighbours must have been watching 

and when I came back, the police were 

there and then CYF were involved. After 

that, I got help but I had to reach a crisis 

first. Why couldn’t I get help first?”9 

“Even if I was capable of having a 

relationship, it’s just too hard to meet 

somebody. You know it’s like I might have a 

heart of gold but there’s no way for people 

to know that. All they see is the autism.”10 

“Parents become 

highly educated – 

of necessity, not of 

choice.”8 

“I have not 

‘recovered’ from 

autism. I believe 

that no human 

being should be 

ashamed of who he 

or she is.”3 
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Overview 

Disclaimer 

Evidence-based practice guidelines are produced to assist health professionals, educators and 

consumers make decisions about education and optimum care in specific clinical 

circumstances. Research has shown that if properly developed, communicated and 

implemented, guidelines can improve care. The advice in this guideline is based on 

epidemiological studies and other research evidence. Where no evidence is available, but 

guidance is needed, recommendations for best practice have been developed through a 

systematic consensus process. 

The recommendations in this guideline do not indicate an exclusive course of treatment or 

serve as an absolute standard of care or education. While guidelines represent a statement of 

best practice based on the latest available evidence (at the time of development), they are not 

intended to replace the professional’s judgment in each individual case. 

Purpose of the New Zealand Autism Spectrum Disorder 
Guideline 

This guideline is intended to provide guidance on autism spectrum disorder (ASD) in both 

children and adults in New Zealand. The guideline is an evidence-based summary that covers 

the identification and diagnosis of ASD, and ongoing assessment and access to interventions 

and services for individuals with ASD. It seeks to provide the best evidence currently available 

to aid informed decision-making to improve the health, educational and social outcomes for 

individuals with ASD. The guideline is for use by primary care practitioners, education 

professionals, policy makers, funders, parents, carers, specialists and any others who provide 

for people with ASD. 

The summary of the New Zealand Autism Spectrum Disorder Guideline (ASD Guideline) 

presents the key recommendations from each section of the guideline. The summary also 

provides a brief outline of the processes followed to develop the guideline. 
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About the New Zealand 
Autism Spectrum Disorder 
Guideline 

Autism Spectrum Disorder Guideline 
development process 

Background 

For the first time in New Zealand, an ASD 

Guideline will provide evidence-based 

information for health, disability and 

education professionals and social service 

agencies who provide services for people 

with ASD, their families and whānau. 

In 1998, the Government commissioned a 

review of autism services, now known as 

the Curry Report, across key sectors. The 

review identified gaps in services and made 

some recommendations to improve the 

quality of autism spectrum disorder (ASD) 

related services. Key issues included a lack 

of coordinated services and cross-

government leadership difficulties. 

In September 2002, in response to the 

recommendations in the Curry Report, the 

Ministry of Health and the Ministry of 

Education, in conjunction with the 

Paediatric Society of New Zealand started 

work on scoping an ASD Guideline. In 

December 2002, an ASD Guideline Steering 

Group was set up to help guide the work of 

the guideline project team. The group 

helped to ensure that service users’ 

perspectives were included in the guideline, 

promoted awareness of cultural and migrant 

issues and helped build the credibility of the 

project within the community. The Steering 

Group included representation from: adults 

with ASD, parents/families of people with 

ASD, the Paediatric Society of New Zealand, 

the Faculty of Child and Adolescent 

Psychiatry of the Royal Australia and 

New Zealand College of Psychiatrists, 

disability provider organisations, Needs 

Assessment Service Coordination (NASC) 

services, Child, Youth and Family (CYF), 

Pacific advisers, school principals, early 

intervention services, the Ministry of 

Education, Special Education (GSE), and the 

Disability Services, Māori Health, Clinical 

Services, and Mental Health Directorates 

within the Ministry of Health. The members 

of the Steering Group are listed in 

Appendix 2 of the ASD Guideline. 

An ASD Cross Government Officials Group 

oversaw the development of the guideline 

and provided regular updates for their 

respective Ministers. 

Structure of the ASD Guideline 

The guideline is divided into eight parts. 

Part 1 covers the identification and initial 

assessment of children, young people and 

adults with ASD. Part 2 focuses on how best 

to provide support to people who share their 

lives with individuals who have ASD. It also 

outlines the personal health needs of people 

with ASD. Part 3 covers educational 

principles and interventions for children and 

young people growing up with ASD and 

guidance for education-sector organisation 

and management. Part 4 covers the 

management of behavioural, emotional and 

mental health difficulties that can be 

experienced by people with ASD and 

provides evidence-based guidance on how 

these difficulties can be prevented, 

minimised or eased. Part 5 focuses on the 

support needs of people with ASD within the 

community setting, covering various aspects 

from transitioning from secondary school 

into adulthood to dealing with the criminal 

justice system. Part 6 focuses on the 

professional learning and development 

needs for individuals or groups who come 

into contact with people with ASD, from 

awareness raising to highly specialised 

training. Parts 7 and 8 cover the 

perspectives and experiences of Māori and 

Pacific people with ASD and explore issues 

of information needs, diagnosis, assessment, 

support, access, services and treatment 

decisions for these populations. 
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Process of development 

The ASD Guideline was written by three 

workstreams with experienced Māori and 

Pacific researchers. The three workstreams, 

each with a particular expertise, were set 

up to represent different aspects of ASD 

and the different contexts in which people 

with ASD live, learn, work and play. 

The Paediatric Society of New Zealand led 

Workstream 1 under contract to the 

Ministry of Health. It addressed 

assessment, diagnosis and 

pharmacotherapy in children. The Ministry 

of Education led Workstream 2 which 

addressed management in the education 

sector and professional learning and 

development issues for professionals and 

parents. The Ministry of Health funded 

Workstream 3 which focused on issues in 

older children and adults, including 

diagnosis, assessment and interventions, as 

well as support across the age spectrum. 

Stakeholder reference groups were set up 

to provide input to these workstreams from 

a wide range of providers and agencies. The 

results from this process were merged to 

provide an integrated approach to 

management issues. A Māori Advisory 

group set up by the Ministries of Health 

and Education, plus a series of nationwide 

hui provided Māori input. Pacific input was 

provided by a fono and the subsequent 

work of a Pacific researcher. The Guideline 

has separate Māori and Pacific chapters on 

the management of ASD in a culturally 

appropriate manner. 

Different contributors to the ASD Guideline 

followed separate methodologies. 

Workstream 1 adapted the United Kingdom 

National Autism Plan for Children 200311 

to New Zealand circumstances for the 

assessment and diagnosis of children in 

Part 1 of the guideline. Broad evidence-

based principles (development of practice 

questions, identification and appraisal of 

evidence to answer the questions, 

development of evidence tables and graded 

recommendations based on the body of 

evidence) guided the development of all 

other parts. 

You can find the lists of practice questions 

and the evidence tables that provided the 

basis for the recommendations at 

www.health.govt.nz/our-work/disability-

services/disability-projects/autism-

spectrum-disorder-guideline/supporting-

materials-asd-guideline 

Recommendations have been graded 

according to the system used by the former 

New Zealand Guidelines Group. 

Recommendations: Grade 

The recommendation is supported by GOOD evidence (where there are a number 

of studies that are valid, applicable and clinically relevant). 

A 

The recommendation is supported by FAIR evidence (based on studies that are 

mostly valid, but there are some concerns about the volume, consistency, 

applicability and/or clinical relevance of the evidence that may cause some 

uncertainty, but are not likely to be overturned by other evidence). 

B 

The recommendation is supported by EXPERT OPINION only (from external 

opinion, published or unpublished, eg, consensus guidelines). 

C 
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Recommendations: Grade 

No recommendation can be made. The evidence is insufficient (either lacking, of 

poor quality or conflicting and the balance of benefits and harms cannot be 

determined). 

I 

Where a recommendation is based on the clinical and educational experiences of members of 

the guideline development teams, it is referred to as a good practice point. 

Good Practice Point: 

Where no evidence is available, best practice recommendations are made based on 

the experience of the guideline development teams or feedback from consultation 

within New Zealand. 



Further details of the process are provided 

in Appendix 1 of the ASD Guideline. 

From December 2006 to March 2007, a 

four-month written consultation process 

and an expert peer review were 

undertaken. Feedback was sought from 

across the health, education, disability and 

social service sectors, and contributors 

were asked to declare any competing 

interests. There were no competing 

interests declared by any contributors to 

the ASD Guideline. 

The Ministries of Health and Education, 

which are part of the New Zealand Crown, 

have jointly developed and funded the ASD 

Guideline and are the copyright owners of 

the ASD Guideline and summary 

documents. Please refer to the Copyright, 

adaptation and updating section of the ASD 

Guideline for full copyright information. 

Living Guideline process 

A Living Guideline process was established 

in 2009. This process ensures that the 

guideline is regularly updated and refined to 

reflect new research findings and changing 

user needs. Updates within the living 

guideline process are required when the 

recommendations in the first edition of the 

guideline are no longer considered valid in 

view of new evidence. 

A small multidisciplinary team form the 

Living Guideline Group (LGG), an advisory 

group responsible for identifying topics for 

update, considering new evidence, and 

reporting on any implications for guideline 

recommendations. Membership of the LGG 

is listed in Appendix 2. 

Every year since 2009, a topic within the 

guideline has been prioritised for update by 

the Living Guideline Group. A systematic 

review is undertaken involving the 

identification and critical appraisal of new 

research published since the 2004, the date 

that final literature searches were conducted 

for the guideline’s first edition. An 

assessment of the quality, quantity, 

consistency, applicability, and clinical impact 

of all the studies forms the body of evidence. 

This is considered by the LGG at a face-to-

face meeting. The wording and evidence 

grading of relevant current 

recommendations and good practice points 

in the guideline are reviewed and revised. 

New recommendations and good practice 

points are also developed. 

A comprehensive Supplementary Paper 

describing the systematic review and LGG 

decisions is prepared for each updated 

topic. These are published annually on the 

Ministry of Health webpage 

www.health.govt.nz/our-work/disability-

services/disability-projects/autism-

http://www.health.govt.nz/our-work/disability-services/disability-projects/autism-spectrum-disorder-guideline/living-guideline-group-keeping-asd-guideline-date
http://www.health.govt.nz/our-work/disability-services/disability-projects/autism-spectrum-disorder-guideline/living-guideline-group-keeping-asd-guideline-date
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spectrum-disorder-guideline/living- guideline-group-keeping-asd-guideline-date. 

Revisions from the first seven updates have 

been incorporated into this new edition of 

the guideline. Future topic updates will 

continue to be made available electonically 

via the Ministry of Health website. 

Marita Broadstock (INSIGHT Research) 

prepares the systematic reviews and 

Supplementary Papers, and directs the living 

guideline process. The first three updates 

were undertaken under the oversight of the 

New Zealand Guidelines Group.  

The entire living guideline process is 

funded by the New Zealand Ministry of 

Health, and sponsored by the New Zealand 

Ministry of Education. 

How to read the new edition 

The Living Guideline process leads to the 

development of revised and new 

recommendations and good practice points 

for each annual topic update. In this 

edition of the guideline, these revisions 

have been incorporated into the tables, 

with the new recommendations and good 

practice points indicated through the 

addition of a sub-level to the numbering 

(eg, new Recommendation 5.1 inserted 

after existing Recommendation 5). 

The first edition of this guideline was 

prescient in recognising the movement 

toward considering autism as a spectrum 

condition. In the guideline’s title and 

frequently throughout the text and 

recommendations, the term Autism 

Spectrum Disorder (ASD) has been used.  

This terminology is consistent with the 

current version of the Diagnostic and 

Statistical Manual for Mental Disorders, the 

DSM-5.12 In the DSM-5, subtype diagnoses 

of Asperger disorder, Autistic Disorder, 

Childhood Disintegrative Disorder (CDD), 

and Pervasive Developmental Disorder – 

Not Otherwise Specified (PDD-NOS) are 

now replaced by the term Autism Spectrum 

Disorder or ASD. 

The implications of the DSM-5 for the 

guideline were considered by the Living 

Guideline Group in their Supplementary 

Paper.13 In this edition of the guideline, 

references to previously used diagnostic 

subtypes have been retained to reflect their 

application in research studies, as well as 

their continued currency in the community. 

The Living Guideline Group advise that, in 

view of the DSM-5, where the terms 

Asperger syndrome and PDD-NOS are used 

in the Guideline, they should be read as 

referring to ASD. 

http://www.health.govt.nz/our-work/disability-services/disability-projects/autism-spectrum-disorder-guideline/living-guideline-group-keeping-asd-guideline-date
http://www.health.govt.nz/our-work/disability-services/disability-projects/autism-spectrum-disorder-guideline/living-guideline-group-keeping-asd-guideline-date
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Executive summary 

Based on recent overseas data, ASD 

(autism spectrum disorder) is thought to 

affect more than 40,000 New Zealanders. 

It imposes significant and often serious 

disability on the individuals affected and 

creates major stresses for those who care 

for or educate them. Since its first 

description over 50 years ago, ASD has 

been the subject of intensive research and a 

great deal is now known about how to 

improve the effects of the disorder, although 

there is no known ‘cure’. 

The ASD Guideline addresses 

identification, assessment, diagnosis, 

interventions and services for individuals 

with ASD. These topics are covered in 

separate parts of the guideline, according to 

the following structure: 

Part 1: Diagnosis and initial assessment of 

ASD 

Part 2: Support for individuals, families 

and carers 

Part 3: Education for learners with ASD 

Part 4: Treatment and management of ASD 

Part 5: Living in the community 

Part 6: Professional learning and 

development 

Part 7: Māori perspectives 

Part 8: Pacific peoples’ perspectives 

For each of these major areas, the guideline 

development team have identified key 

recommendations. 

The term ASD is used to refer to a 

condition that affects communication, 

social interaction and adaptive behaviour 

functioning. In the DSM-5,12 four pervasive 

developmental disorder subcategories 

specified in the diagnostic manual’s 

predecessor, the DSM-IV,14 are now 

subsumed into one broad category of 

autism spectrum disorder. These subtypes 

are autistic disorder, Asperger's disorder 

(Asperger syndrome), childhood 

disintegrative disorder (CDD), and 

pervasive developmental disorder not 

otherwise specified (PDD-NOS). The name 

pervasive developmental disorder (PDD) 

has now been changed to Autism Spectrum 

Disorder (ASD), the term used throughout 

this guideline (see Appendix 4 and 

Appendix 10.5 for details on diagnostic 

criteria and changes made under DSM-5). 

The spectrum of autism disorders is now 

recognised as covering a wide range of 

severity and intellectual ability, from the 

person with the severe impairment of 

classical autism to a ‘high functioning’ 

individual with Asperger syndrome. 

Those diagnosed with ASD all display (and 

have in their lifetimes displayed): 

 impairment in social communication

and social interaction

 restricted, repetitive patterns of

behaviour, interests, or activities.

These are all-encompassing features which 

cause clinically significant impairment in 

social, occupational, or other important 

areas of current functioning, although their 

intensity may vary. 

Part 1: Diagnosis and initial 
assessment of ASD 

Part 1 of the ASD Guideline focuses on the 

diagnosis and initial assessment of 

children, young people and adults with 

ASD. The earlier the diagnosis of ASD is 

made, the greater the impact early 

intervention has, resulting in fewer 

challenging behaviours and better 

outcomes for families and whānau. The 

identification of children with ASD usually 

occurs through parents and their general 

practitioner (GP) or, at a later stage, 

through a child’s teachers. It is important 

that primary care professionals monitor 

developmental milestones at Well Child 

visits to ensure early identification. All 
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health care and education professionals 

need to be alert to possible signs of ASD 

and be open to parents’ concerns about 

their children. 

Concerns about more able children with 

ASD may not develop until children are 

exposed to the greater social demands of 

early childhood education or the primary 

school environment. The guideline 

provides key signs for identifying ASD in 

children in separate age bands: 1 to 3 years 

and 4 to 8 years. 

Diagnosis is also important in young people 

in their teens and adults, although for some 

of these people diagnosis may only be of 

academic interest. Others, however, may 

suffer undue stress, miss out on effective 

treatment options and receive 

inappropriate medical, psychiatric and 

educational interventions if diagnosis is 

missed. Telling a person that they have 

been diagnosed with ASD should be done 

sensitively, giving the person enough time 

to ask questions, to understand what is 

being said and to voice concerns. Families, 

whānau and support people may need to be 

involved when the diagnosis is given, 

especially when a young person is involved. 

Assessment is the process of gathering 

information about the health, education 

and care needs of a person with ASD and 

his or her family. It results in the 

development of an action plan to meet 

these needs. 

ASD is a developmental disorder. Its 

presentation will vary with age and will 

vary over time in any individual. In 

New Zealand, there is inconsistent and 

inequitable access to assessment and 

diagnosis. Young people and adults have no 

clearly identified pathways for assessment. 

Multidisciplinary assessment through 

specialist ASD services is recommended for 

all people suspected of having ASD. The 

multidisciplinary team approach leads to 

more robust diagnosis and assessment, 

more accurate planning of future services 

and supports, and reduces repetition and 

redundancy in the assessment and 

diagnostic process. Professionals providing 

assessment and diagnostic services for 

children, young people and adults with 

possible ASD also need to consider other 

possible diagnoses (such as the differential 

diagnosis). 

Assessment tools, checklists and rating 

scales may aid clinical judgment. 

Suggestions for diagnostic tools and the 

role of cognitive assessment in individuals 

with ASD are found in Appendices 5 and 6 

of the ASD Guideline. However, the 

applicability of diagnostic and assessment 

tools to a New Zealand population has not 

been established and research is needed to 

determine this. 

Key recommendations for diagnosis and initial assessment Grade 

1. Early identification of children with autism spectrum disorder is essential.

Early identification enables early intervention and is likely to lead to better

function in later life. Early identification is achieved by:

a. comprehensive developmental surveillance of all children so

deviations from normal development are recognised early

b. valuing and addressing parental concerns about their child’s

development

c. prompt access to diagnostic services.

B 
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Key recommendations for diagnosis and initial assessment Grade 

2. All District Health Boards (DHBs) should have in place processes that

ensure:

a. referral pathways for children and adults who may have ASD or

another developmental problem are clearly understood by

professionals

b. services are coordinated within and across sectors

c. multidisciplinary, multiagency assessments are provided

d. all services are provided in a timely manner.

C 

3. All children suspected of having ASD or another developmental problem

should have an audiology assessment.


4. Preferably, a multidisciplinary team of health care practitioners

experienced in ASD should undertake diagnostic assessment of young

people and adults suspected of having ASD. Without an assessment team,

a health care practitioner trained and highly experienced in ASD may

undertake diagnostic assessment.

B 

5. Diagnostic assessment of young people and adults should be the person

concerned in interview and observation.

C 

5.1 Standardised ASD assessment interviews and schedules should be used. 

The intellectual, adaptive and cognitive skills associated with ASD should 

be seriously considered and, where possible and appropriate, formally 

assessed. 

B 

6. Health care professionals must have a good understanding of the different

forms of expression of ASD symptomatology across developmental stages

and the symptomatology of common coexisting and alternative conditions.

B 
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Part 2: Support for individuals, 
families and carers 

Part 2 deals with the needs of people who 

share their lives in personal and 

professional capacities with people with 

ASD. It also deals with the health support 

needs of people with ASD. 

The needs of those who share their lives 

with people with ASD are extensive. ASD is 

sometimes regarded as a ‘hidden’ disability 

that affects every aspect of a person’s day-

to-day life, including social inclusion. 

Typically, family and whānau are key 

people in the lives of the person with ASD. 

Their additional needs for support must be 

considered to ensure that they, too, enjoy 

social inclusion to the degree that other 

community members take for granted. 

Provision of information on ASD is seen as 

crucial by parents and families.  

It should be available in various formats 

and take into account differing needs, both 

geographic and cultural. Effective 

educational programmes for parents and 

families lead to improved outcomes both 

for people with ASD and their carers, 

families and whānau. 

The health care needs of a person with ASD 

can be complex. Appropriate management 

of these needs can be aggravated by the 

symptoms of ASD itself. Specific health 

care needs, such as poor dental hygiene, 

sleep disturbance, gastrointestinal 

symptoms, sensory impairment and 

unpredictable drug reactions, underscore 

the importance of a comprehensive medical 

assessment for people with ASD. In 

New Zealand, the health care of children 

with ASD is usually monitored by a general 

practitioner (GP), paediatrician and/or 

other child-health professionals, but 

specialist input usually ends when the 

person reaches adulthood. Some adults 

with ASD avoid visiting health or related 

services because of anxiety or fear, previous 

negative experiences and/or social and 

communication difficulties. Therefore, 

some people with ASD need support to 

manage their physical well-being 

appropriately, and health care 

professionals need knowledge of ASD and 

how it affects their clients to be able to 

provide the best health care services. 

Since ASD is a diverse condition with a 

wide range of impairment, age at diagnosis, 

intellectual ability, personal needs and 

health status, a range of customised 

supports and services will be needed. An 

individualised approach to service delivery 

is particularly important and the need for 

service coordination is paramount. These 

challenges will need to be addressed. 
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Key recommendations for support for individuals, families, whānau and carers Grade 

1. The values, knowledge, preferences and cultural perspectives of the

family/whānau should be respected and evident in services and resources.

C 

2. ASD-related counselling and/or advocacy services and education should be

available to all family members and carers.

C 

3. Family members need to know how to find and access information and

support. Health authorities and support groups must work together to

develop appropriate support services for adults and their partners to ensure

sources of support and information are available.

C 

4. A key service to support families and whānau is providing information about

ASD. Information needs to be accessible to all people, including translated

material, easy-to-read versions and developmentally appropriate

information. Support groups and government should work in close

association to ensure all information is kept up to date.

C 

5. Individualised support should be available to people with ASD who need

assistance to manage their physical wellbeing and health care.

C 

6. Medical and health care practitioners should consider the symptomatology

of their ASD clients/patients and adapt their practices and procedures

accordingly.

C 

7. All children should be fully immunised including the MMR vaccine

(Measles, Mumps and Rubella) in accordance with the New Zealand

Immunisation schedule. There is no scientific evidence to support the view

that this vaccine has a role in causing ASD.

A 

8. Health-promotion campaigns should ensure that people with ASD are

included as a specific target group.

C 

9. Sensory issues in people with ASD should be identified and appropriately

assessed by occupational therapists with experience in ASD. These

assessments should lead to specific recommendations.

B 

10. Methodologically rigorous research is needed to examine the effectiveness

of current evaluation methods and treatments used to address sensory

issues.

B 

11. Family support services should be flexible and timely.

Families and service users should have direct involvement in planning and

implementation of service provision.

C 

C 

12. A coordinated approach to planning and implementing services should be

developed to meet the identified needs of an individual with ASD, including

linkage or integration and coordination of multiple services.
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Part 3: Education for learners with 
ASD 

Part 3 aims to provide best-evidence 

guidance for professionals who work with 

children and adolescents with ASD in 

educational settings. Overall, the evidence 

is clear that, regardless of the intervention, 

implementation across home, early 

childhood education, school and 

community settings is important to the 

outcomes. Given the diversity of 

individuals with ASD, a wide range of 

support and intervention is needed. It is 

unlikely there will ever be a single approach 

or solution that will meet the needs of all 

learners with ASD, so models should be 

chosen to fit the characteristics of the 

person and the learning situation. 

Most overseas educational intervention 

programmes are based on three broad 

models: discrete trial training (DTT), 

approaches that draw on recent 

behavioural and developmental research, 

and developmental (social pragmatic) 

approaches. Some comprehensive 

programmes have used elements of all 

three models and they each have something 

to offer in certain situations. However, no 

one approach has been shown to be more 

effective than another. Currently, special 

education practice in New Zealand 

emphasises participation and development, 

rather than treatment or ‘fixing’ the child. 

There is good agreement that best practice 

for learners with ASD is not achieved by 

teaching in isolated settings away from 

other children, and that the quality of an 

intervention is at least as important as its 

duration. Generalisation of learning is 

crucial and is best achieved by working 

collaboratively with both teachers and 

parents. Other characteristics of successful 

learning programmes are also discussed. 

Section 3.2 of the ASD Guideline looks in 

detail at several different curriculum areas 

for children and young people with ASD in 

the educational setting and how they 

influence learning. 

It covers: 

 communication and literacy skills

 social development

 sensori-motor development

 cognitive development and thinking

skills

 self-management skills and addressing

challenging behaviour.

For each of these areas, the ASD Guideline 

assesses the evidence for effective 

interventions and the implications for 

professional practice and the classroom. 

Strategies for supporting young people in 

secondary school are also discussed. 

The decision that parents must make about 

where to place their child with ASD within 

an educational setting is important and 

parents need to be given balanced 

information about the different options. 

Members of staff need to have a positive 

attitude, expertise in ASD, and 

understanding and willingness to work in a 

team with the family/whānau. Transitions 

for learners with ASD need to be carefully 

planned to minimise stress. 
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Key recommendations for education for learners with ASD Grade 

1. Interventions should start early, as soon as significant developmental delay 

is recognised, and be proactive. The child or young person’s programme 

should be individualised and designed to engage the child or young person 

and provide a highly supportive environment. 

B 

2. Services should be available to ensure a young child is appropriately 

engaged across a variety of home, educational and community settings in 

goal-directed activities for 15 to 25 hours per week. 

B 

3. Formal assessments should always be supplemented by informal 

assessments which include observations across a variety of settings and 

activities and interviews with significant adults. 

C 

4. Generalisation and maintenance needs to be carefully planned. The learning 

of new skills should take place in the child or young person’s usual 

environment, ie, with their usual carers and teachers, and with access to 

peers who do not have ASD. 

B 

5. There is no evidence that any single model is effective for teaching every 

goal to all children with ASD. Models should be chosen to fit the 

characteristics of the child and the learning situation. 

B 

6. Spontaneous communication, socialisation and play goals should be a 

priority. 

A 

7. The child or young person’s particular interests should be incorporated 

whenever possible. 

C 

8. Children and young people should receive carefully planned and systematic 

instruction tailored to their individual needs and abilities. 

B 

9. Interventions should be monitored and evaluated on an ongoing basis. 

Where there is no evidence of progress within a few months, changes should 

be made to the curriculum or intervention goals, the time set aside for 

instruction, the intensity of the instruction (such as lower teacher–child 

ratios) or increasing consultation and support for staff. 

A 

10. Educational interventions should incorporate principles of positive 

behaviour support, particularly a focus on understanding the function of the 

child’s or young person’s behaviour. 

A 

11. All transitions for students with ASD should be carefully planned and the 

child or young person and the new environment carefully prepared. 

B 
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Part 4: Treatment and management 
of ASD 

Part 4 covers the management of 

behavioural, emotional and mental health 

difficulties that can be experienced by 

children, young people and adults with 

ASD. Although some of these difficulties 

can be prevented or minimised by 

interventions with a totally educational 

approach, other interventions with a 

different focus may also be needed. 

People with ASD are at risk of developing 

behavioural and emotional difficulties from 

childhood. Once problem behaviours have 

become established, they are not likely to 

decrease without intervention and are 

more likely to worsen than improve. 

Minimising or avoiding the development of 

problem behaviours early in life is 

essential. Long-term difficulties may arise 

if the communicative, social and ritualistic/ 

obsessive aspects of ASD are not addressed. 

The first step in the treatment of behavioural, 

emotional and mental health problems is a 

comprehensive assessment which takes into 

account the family, whānau, social and 

cultural context. Comprehensive treatment 

plans include components that address 

behavioural needs, educational interventions, 

psychosocial treatments, communication 

and the suitability (or not) of medication. 

The mainstays of treatment are supportive, 

educational and behavioural approaches. 

No medication has been identified as a cure 

for ASD and the use of behavioural and 

environmental strategies for managing 

challenging behaviour should always be 

considered before using pharmacotherapy. 

However, a number of medications may be 

helpful in significantly improving various 

target symptoms and associated 

conditions. There is very limited 

information on long-term safety, 

particularly of some of the newer 

medications and there are added 

challenges when the person with ASD has a 

co-morbidity. When prescribing 

medications, clinicians should consult 

other appropriate references for 

comprehensive information on adverse 

effects and interactions. Clinicians 

prescribing these drugs need to keep up to 

date with current literature. 

Even after the use of well-implemented 

behavioural strategies or medications, a 

small number of people with ASD will 

develop serious or dangerous behaviours. 

Strategies for these situations are 

discussed. The role of clinical services is 

also outlined. 
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Key recommendations for treatment and management of ASD Grade 

1. Treatment should encourage functional development, teach skills for 

independent living, and minimise stress for the person with ASD, and their 

family and whānau. 

B 

2. Pre-treatment assessments should gather detailed information on 

behavioural, emotional and mental health difficulties, address differential 

diagnosis, screen for medical conditions and address environmental issues. 

B 

3. Treatment plans should be comprehensive, and include behavioural needs, 

educational interventions, psychosocial treatments, communication, 

environmental and systems issues and the suitability (or not) of medication. 

B 

4. Professionals, people with ASD, family, whānau and carers should work 

together to evaluate treatment approaches before and during implementation. 

C 

4.1 Facilitated and structured social skills groups should be considered for high 

functioning children and young people with ASD. 

B 

5. All behavioural interventions should be of good quality and incorporate the 

following principles: person-centred planning, functional assessment, 

positive intervention strategies, multifaceted interventions, focus on 

environment, meaningful outcomes, focus on ecological validity and 

systems-level intervention. 

C 

5.1 Interventions and strategies based on applied behaviour analysis (ABA) 

principles should be considered for all children with ASD. 

A 

5.2 Early intensive behavioural intervention (EIBI) should be considered as a 

treatment of value for young children with ASD to improve outcomes such 

as cognitive ability, language skills, and adaptive behaviour. 

B 

6. The feasibility of setting up publicly funded, ASD-specific behavioural 

services should be looked into. 

C 

7. SSRIs (eg, fluoxetine) may be effective for some children with ASD and high 

anxiety and/or obsessive symptoms. However, without quality evidence, 

these drugs should be used with caution and careful monitoring. There is 

insufficient evidence to make any recommendation about the use of other 

types of antidepressants. 

B 

8. The antipsychotic medication risperidone is effective in reducing aggressive 

behaviour, irritability and self-injurious behaviour in children with ASD. It 

should be used with caution because of the high risk of adverse effects and 

the uncertainty about long-term effects. Monitoring for side effects should 

be carried out on a regular basis. 

B 

9. A number of other medications may be helpful in significantly improving 

various target symptoms and associated conditions. The choice of 

medication will be guided by the clinician’s assessment of the symptom to 

be targeted by the intervention. Clinicians and interested others should refer 

to the full discussion of pharmacotherapy in ASD in the guideline. 

C 
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Key recommendations for treatment and management of ASD Grade 

10. When severe behaviours are evident, people with ASD need to be assessed for 

co-morbid conditions such as seizures, attention deficit hyperactivity disorder 

(ADHD), anxiety disorders, depression, and gastrointestinal problems. 

C 

11. In severe or life-threatening situations, medication may be the best therapy. C 

IMPORTANT NOTE FOR PRESCRIBERS: 

As prescribing information may change during the currency of this guideline, we 

have deliberately not provided full information about the status of medications in 

relation to registration, funding and manufacturers’ recommendations. All 

prescribers must ensure that they are informed of current information about the 

medications that they use, and should be aware when they are using medications 

that are ‘off-label’. All medications should be used with caution and patients should 

be carefully monitored while taking medication. Clinicians are expected to 

prescribe safely and should be knowledgeable about potential interactions. In 

particular, prescribers need to keep up to date with current literature, especially 

with newly reported adverse effects, and ‘black box’ warnings. 

C 
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Part 5: Living in the community 

Part 5 identifies the support and transition 

needs of people with ASD and their families 

and whānau as they relate to community 

living. This section focuses mainly on older 

children, adolescents and adults with ASD. 

Transition from high school to further 

education and/or work (paid and unpaid), 

and from these activities to retirement, can 

cause significant stress and anxiety for the 

person with ASD. The transition from 

secondary school into further and post-

compulsory education should be carefully 

planned, with support needs clearly 

identified. Providers of further education 

need to have knowledge of the specific 

educational needs of people with ASD to 

maximise the opportunity for educational 

success. 

Young people and adults with ASD often 

experience difficulty securing and 

maintaining work. The work prospects and 

experiences of people with ASD improve if 

their ASD characteristics (both as strengths 

and as support needs) and cognitive ability 

are considered. Positive work outcomes 

(eg, increased chances of finding work, 

maintaining work and having good working 

relationships) for people with ASD 

(including those with intellectual disability) 

are more likely when best practice 

supported employment services are 

involved. These services also can help 

employers to adopt more positive and 

flexible attitudes towards their employees 

with ASD. 

For some people with ASD, further 

education and/or work may not be a goal. 

For these people, access to meaningful 

daytime activities and opportunities to 

participate in recreation and leisure 

options are important. 

Recreation is a powerful tool for promoting 

independent functioning, community 

inclusion and proficiency of life skills. 

Common barriers to participation for 

people with ASD include negative 

community attitudes, lack of support, 

difficulties in communication and low 

income. Strategies to promote community 

participation are discussed, together with 

the particular difficulties in exploring 

recreation options experienced by children, 

adolescents and adults with ASD. 

It is commonly believed that people with 

ASD and other disabilities have a higher 

likelihood of contact with the police, courts 

and criminal justice system than other 

people, but there is little real evidence of 

this. People with disabilities have an 

increased risk of being victims of crimes, 

but there is no evidence of an association of 

people with ASD with criminal behaviour. 

Given the nature of ASD, young people and 

adults with ASD are likely to experience 

difficulties when in contact with the police, 

courts and the criminal justice system and 

they need particular support to prevent 

unintentional victimisation and 

undermining of legal and criminal justice 

processes. The guideline provides advice 

for the person with ASD when having 

contact with the police, advice for the 

family and whānau and support persons of 

young people and adults with ASD when 

having contact with the police and courts, 

and ASD-specific knowledge for police, 

courts and criminal justice personnel. 
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Key recommendations for living in the community Grade 

1. Careful and timely attention should be paid to planning for people with ASD 

leaving school and moving into further and post-compulsory education, 

work (paid or unpaid) or vocational services. 

C 

2. Providers of further and post-compulsory education should ensure that 

their members of staff are aware of the specific educational needs of people 

with ASD. 

C 

3. Work (paid and unpaid) should be considered an option for all people with 

ASD, regardless of their intellectual ability. Any known support needs of 

people with ASD, including those relating to cognitive ability, should be 

taken into account when transitioning into any work environment. 

Supported employment services for people with ASD should be developed. 

B 

4. Vocational services of a high standard should be available to people with 

ASD who are not ready or able to access post-compulsory education and 

work. 

B 

5. All children and adults with ASD should have access to leisure facilities and 

meaningful activity tailored to their needs and interests. This is supported 

by person-centred plans designed by staff who have received specialist 

education for the role using strategies to promote social inclusion. Plans 

should be regularly evaluated. 

B 

6. Leisure and recreation planning should be included in a student/young 

person’s transition programme and this information shared with post-

school providers. 

C 

7. Where a child or young person is provided with a respite service, the 

environment needs to be structured and predictable. It needs to support the 

function of the child in communication, personal independence and safe 

leisure skills. 

B 

8. People having regular contact with children and young people with ASD 

should be screened for safety, and paid staff should be appropriately 

trained, supported and supervised. 

C 

9. People with ASD should be taught social skills and be educated in 

community safety, strategies to keep safe when out at night and what to do if 

they are abused. 

C 

10. If people with ASD are abused, they should receive services from Child, 

Youth and Family (CYF), Victim Support, Accident Compensation 

Corporation (ACC Sensitive Claims Unit) and other similar agencies. 

C 

11. Families, whānau, carers and professionals should ensure that measures are 

taken during childhood to prevent the characteristics of ASD developing 

into behaviour that leads to victimisation or criminal offending. 

C 
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Key recommendations for living in the community Grade 

12. Young people and adults with ASD should be taught their legal rights and be 

prepared in advance with information should they ever have contact with 

the police and legal authorities. Appropriate resources and training should 

be developed to help with this. 

C 

13. People with ASD involved in disputes within the Family Court should seek 

support from solicitors and advocacy services with knowledge and 

experience in ASD. 

C 

 

Part 6: Professional learning and 
development 

Part 6 discusses the professional learning 

and development needs of the many 

different individuals who interact with and 

provide services for people with ASD. 

Parents, specialists, education, health and 

other disability professionals and 

paraprofessionals who work or live with 

people with ASD can improve the 

outcomes for those people if they have the 

necessary skills developed through 

education. This education will range from 

awareness-raising to specialised 

education. Some principles of effective 

professional learning and development are 

discussed. It is recommended that 

professional learning and development in 

ASD be coordinated nationally, and 

standards and required competencies be 

developed. 

 

Key recommendations for professional learning and development Grade 

1. All professionals who come into contact with children, whether in health 

care services, early childhood education centres or primary schools, should 

receive training on ‘alerting signals’ of possible ASD. 

C 

2. Education and training of local health care professionals in the 

administration of standardised autism, Asperger syndrome and ASD 

assessment interviews and schedules should be provided. When reporting 

the results of ASD-specific tests, caution should be exercised as 

New Zealand norms have not yet been established. 

C 

3. Norms should be developed for autism, Asperger syndrome and ASD 

assessment tools specifically for the New Zealand population. 

C 

4. Professional education curricula for people working in health, education 

and social services should include knowledge and awareness of the 

difficulties partners of those with ASD may experience. 

C 

5. Social service staff members should have adequate education in child-

welfare issues relating to parents who have ASD. 

C 

6. Professional learning and development should be consistent with evidence 

and principles of quality provision. 

B 
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Key recommendations for professional learning and development Grade 

7. Agencies should ensure that members of staff have current and ongoing 

good quality education in ASD and those agency procedures should 

incorporate best practice in ASD. 

C 

8. Different professional groups and multidisciplinary teams should be given 

the opportunity to train together. 

C 

9. In addition to workshops and seminars, all professionals and 

paraprofessionals who are learning new skills should be offered 

opportunities for practice, coaching and feedback. 

C 

10. Distance learning opportunities should be developed for those working 

away from main centres. 

C 

11. Priority for professional learning and development should be given to those 

who provide a specialist or consultancy service and support and education 

to others. 

B 

12. Identification, education and support of ASD consultant practitioners 

should be a priority in each region. Consultant practitioners should be 

skilled in evaluating programmes and translating research into practice. 

 

13. The development of a coordinated national plan for professional learning 

and development should be undertaken. This should include standards for 

professional learning and development and competencies for professional 

roles. 

 

 

Part 7: Māori perspectives 

Part 7 identifies the issues of concern to 

Māori. A full literature search was done to 

identify evidence-based information 

relevant to Māori and ASD. As well, five 

hui were conducted throughout 

New Zealand in 2005 to provide an 

opportunity for Māori to contribute their 

views and perspectives about ASD. From 

these hui, a descriptive analysis was done 

which identified the main issues. 

Recommendations were then developed 

based on the findings of the literature 

review and the main themes from the hui. 

 

Key recommendations for Māori perspectives Grade 

1. Information packages in appropriate and relevant language about ASD 

using a range of media should be developed. This information could be 

distributed through Māori, mainstream and community providers of health, 

education and disability services. 

 

2. The appointment of a kaiarahi (guide) who would work with, and be 

supported by, the health, education and disabilities sectors involved with 

ASD should be considered. 

 

3. A programme of empirical research that would provide baseline information 

about Māori and ASD should be developed. 
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Part 8: Pacific peoples’ perspectives 

Part 8 identifies the issues of concern to 

Pacific peoples. A pan-Pacific approach 

was taken to highlight broad principles, 

although the diversity of the different 

Pacific cultures is recognised. 

Recommendations were developed from 

public reports, guidelines, published 

statistics and consultation through a fono. 

 

Key recommendations for Pacific peoples’ perspectives Grade 

1. A programme of research that would provide baseline information about 

ASD and Pacific peoples should be developed. 
 

2. A targeted recruitment and development strategy to support increasing the 

capacity and competence of the Pacific ASD-related workforce should be 

developed. 

 

3. A strategy should be developed aimed at improving the cultural competency 

of the mainstream workforce to acquire knowledge and understanding of 

Pacific cultural values and world views and appropriately apply this to their 

work. 
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