AUTISM.

Every step together

EARLY YEARS SUPPORT PATHWAY

Kia ora,

We would like to invite you to participate in our research study looking at
whether the Early Years Support Pathway Kaiako education programme
improves outcomes for you. Before you decide, please read this information
sheet carefully. It tells you why we are doing this research and what it might
mean for you. Please ask if you have any questions.

About the project

Autism New Zealand is conducting this research to find out whether the Early
Years Support Pathway works well for kaiako and professionals. We want to
know whether the Pathway helps kaiako and professional knowledge of and
attitudes towards autism, as well as whether it helps your confidence in
understanding and communicating with autistic tamariki. We also want to know
how well you think the kaiako education programme is working and find any
areas where we can make changes and improvements to the programme.

The Pathway service delivery and this research is funded by the Social
Investment Agency. The Social Investment Agency are interested in
understanding what works and long-term outcomes of the service. They will
complete their own evaluation of the service. Only analysed and anonymised
data from this project will be shared with the Social Investment Agency.

Why have I been invited, and do I have to take part?

You have been invited to participate because a child in the Early Childhood
Education setting that you work in is participating in the Autism New Zealand
Early Years Support Pathway; and because you are accessing the kaiako
education programme as part of the Pathway.

Whether or not you take part is your choice, and you can withdraw from the
study at any time. If you don’t want to take part, you don’t have to give a
reason, and there will be no negative consequences. If you do not want to
participate in the study, you can still access support through the Pathway.

If you no longer want your information to be used as part of this research, you
can let us know at any time up until you complete or withdraw from the
programme, and we will remove your information.
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What will I be asked to do?

If you choose to participate, researchers will collect information from you
immediately before you participate in the Kaiako education programme,
immediately after the programme, and approximately 6 months after the
programme.

At each of these points, you will be asked to complete several questionnaires
and, if you agree, two interviews and to describe the child you support for five
minutes (child description). These will ask about your knowledge of and attitudes
towards autism, your confidence in supporting autistic children, and how you feel
about the Kaiako education programme. You can complete these online or on
paper; either before the checkpoint or during the checkpoint with a researcher
helping, depending on what works for you.

Researchers will also ask to make an audio recording of you describing the
autistic child you support and how you get along with them.

These data collection checkpoints will take around 30-75 minutes each including
the interview. If you choose to participate, you will spend a total of between 1.5
and 3 hours on this research.

What are the benefits and risks of this study?

We hope that this research will lead to better outcomes for autistic tamariki and
their families and whanau, as well as benefitting Kaiako and professionals to
better understand and support autistic children. Evaluating the Pathway will help
us advocate for more autistic tamariki and families and whanau to receive
support and give the Social Investment Agency and the government information
about the positive impacts of early support.

We also hope that the Pathway will have positive effects for you and the autistic
children you support; however, if there are elements of the programme that are
not helpful for you, this study will help us improve the programme so that it will
be more helpful for you and other Kaiako and professionals.

We understand there is a chance that some participants will find aspects of this
research upsetting or triggering. We will make every effort to ensure that
participants feel safe and comfortable, and will have researchers available to
answer any questions or address any concerns throughout the research process.

Any feedback provided as part of this research will not impact your access to the
Kaiako education programme, and all information will be kept confidential to the
researchers and the Pathway team.

Autism New Zealand has an existing safety plan, which has processes and
procedures to support safety, or if there are concerns about your wellbeing.

If at any point you feel that participating in the research has prompted a
negative emotional response, please contact any of the following for support:

e The research team (021 190 6070 or research@autismnz.org.nz)
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e The Pathway team (021 190 6053 or
earlyyearspathway@autismnz.org.nz)

e 1737 (free text or call)

e Lifeline for serious distress (0800 543 354 or text 4357, suicide crisis line
0508 828 865)

What will happen to the information that I share?

Participation in this research is confidential. This means that the research team
will know your identity, but will not disclose this information, or any information
that could potentially identify you.

If you choose to participate, your information will be securely stored on the
Autism New Zealand Microsoft OneDrive system, and will only be accessible by
the research and Pathway teams. Any handwritten information collected will be
stored in a locked filing cabinet in a secure office at the Autism New Zealand
Resource Centre; these documents will be scanned and stored in the same
secure electronic system, and the handwritten copies will be destroyed.

All audio footage of you will be stored in a secure cloud-based storage system,
and only shown to the researchers, the Pathway team, and any members of your
team that you are comfortable with. You can ask for a copy of any of your
information or audio recordings at any time, and the researchers will provide
these to you.

After the project is completed, all data will be kept on a secure, password-
protected computer in Autism New Zealand’s Microsoft OneDrive files for a
minimum of ten years, and then destroyed by permanently deleting all
documents.

Only anonymised and analysed data will be shared with the Social Investment
Agency. Data from this project will not be included in the Integrated Data
Infrastructure (IDI) research database.

No information that could identify you or your Early Childhood Education setting
will be included in any public report produced by the researchers.

Taonga: We consider data, information, Maori cultural and intellectual materials
sourced from or about Maori to be taonga. Its ‘ownership’ remains with the
individuals or collective groups to which it relates.

What will happen to the results of the study?

The results of this research will be shared in a publicly available report. They
may also be submitted for publication in international peer-reviewed academic
journals, and may be presented at international conferences.

A community summary in plain language will be shared on the Autism New
Zealand website and relevant social media sites.

If you would like to read the final reports and any published versions, the
researchers will also provide links to these.
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What are my rights?

You do not have to participate in this research if you don’t want to. If you do
decide to participate, you have the right to:

e choose not to answer any question;

+ choose not to participate in audio and interview data collection;

e ask for the recorder to be turned off at any time during the interview;
+ withdraw from the study before completion;

* ask questions about the study at any time;

e receive a copy of your interview recording;

e receive a copy of your interview transcript;

* read over and comment on a written summary of your interview;

e receive a summary of the findings;

* be able to read any reports of this research;

Who can I contact if I have any questions or problems?

If you have any questions, concerns or complaints about the study at any
stage, you can contact:

Larah van der Meer, Research and Advocacy Manager
Email: larah.vandermeer@autismnz.org.nz; research@autismnz.org.nz

Phone: 021 190 6070

This research has been assessed and approved by the Aotearoa Research Ethics
Committee (AREC 25_45). If you have any questions or concerns, please contact
the Coordinator of AREC, on admin@aotearoaresearchethics.org
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Please read the following carefully before signing and dating this
Consent Form

I have read or have had read to me, and I understand the Participant
Information Sheet.

+ I have been given sufficient time to ask questions and consider whether or
not to participate in this study.

+ I am satisfied with the answers I have been given regarding the study and
I have a copy of this consent form and information sheet.

« I understand that taking part in this study is voluntary (my choice) and
that I may withdraw from the study at any time.

o If I withdraw, I understand that the information I have shared will be kept
unless I ask for it to be withdrawn.

« I understand that I will be asked to participate in checkpoints which will
include questionnaires, interviews, and audio recordings.

e I understand that my participation in this study is confidential and that no
material, which could identify me personally, will be used in any reports
on this study.

« I understand that identifiable information I have provided will be
destroyed after 10 years.

I know who to contact if I have any questions about the study in general.

e I consent to interview data collection YES/NO

e I consent to audio data collection during my child description YES/NO

e I would like a copy of the video/audio recording of my interview YES/NO

e I would like a copy of the transcript of my interview YES/NO
e I would like to receive a summary of the findings YES/NO
e I would like a copy of the final report YES/NO

Name and Signature of participant:
Date:

Email address for findings/transcript etc:

Declaration by member of research team:

I have given a verbal explanation of the research project to the participant and
have answered the participant’s questions about it.

I believe that the participant understands the study and has given informed
consent to participate.

Name and Signature of researcher:

Date:



