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	Parent and guardian Information Sheet

The use of Autism Diagnostic & Observation Schedule (ADOS-2) assessment tool for Māori: Whānau perspectives.
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	Sponsor (if applicable): name and address: 

	Grace Garnham, Manager, Child Development Service, Hutt Valley DHB ; 

Kerry Mckiernan, Professional Leader, Occupational Therapy, HVDHB

	Researcher: 

Study Site: 

Contact phone number: 

Ethics committee ref.:
	Meenakshi Panda, Rosalie Amner 

Child Development Service, Hutt Valley DHB

0273568275


Kia ora, 

Autism Diagnostic and Observation Schedule-2 (ADOS-2) gets commonly used to help with developmental assessment and diagnosing children with autism. As parent/ whānau of your child who has recently gone through/going through this experience, you are invited to take part in this study to explore suitability of Autism Diagnostic and Observation Schedule-2 (ADOS-2) for Māori. This Participant Information Sheet will help you decide if you’d like to take part. It sets out why we are doing the study, what your participation would involve, what the benefits and risks to you might be, and what would happen after the study ends. We will go through this information with you and answer any questions you may have. You do not have to decide today whether or not you will participate in this study. Before you decide you may want to talk about the study with other people, such as family, whānau, friends, or healthcare providers. Feel free to do this.

If you agree to take part in this study, you will be asked to sign the Consent Form on the last page of this document.  You will be given a copy of both the Participant Information Sheet and the Consent Form to keep.

This document is nine pages long, including the Consent Form.  Please make sure ensure you have read and understood all the pages.  I am available to assist you and your whanau complete the form.
	Voluntary Participation and Withdrawal From This Study


Whether or not you take part in this study is your choice. If you don’t want to take part, you don’t have to give a reason, and it won’t affect the care you and your whanau receive. If you do want to take part now, but change your mind later, you can pull out of the study at any time without any questions or changes to the service. 
What is the purpose of the study?

Autism Spectrum Disorder/ASD (autism) is the name of a disorder affecting brain development. The word 'spectrum' refers to the wide range of differences children with Autism can have. These differences can vary with age and can also vary over time in a child.  Children with autism understand the world and what is happening around them differently than other children. They have difficulties with communicating and interacting with others. Their play, activities, and behaviours can be different from others.  
ADOS-2 is a most commonly used tool/test to assess for communication, social interaction, behaviours, and play skills of children and young people. This is used along with family/ whānau interview and/or observation of tamariki and rangatahi in order to help in diagnosing//identifying autism. 
Research suggest that ADOS-2 is a reliable tool (picture under) in the Western context and some non-European cultures. However, its fitness for Māori has not been studied. We are interested to get your thoughts on its suitability to explain needs and strengths of your child from Te Ao Maori perspective.
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	How is the study designed?


Family/ whānau  of Māori children referred to the Child Development Service (for a developmental assessment) will be invited to participate in this study. The study would be conducted over one year. 
· ADOS-2 assessment will run in the presence of the family/ whānau of the child. The session will be recorded for future reference. 
· Information sheet and consent form will be given to family/ whānau in the previous session. 
· Phone calls will be made by the authors to make sure whānau understand the process and clarify any doubts. 
· Whānau will be reminded over phone to complete and bring the consent form back to the next appointment.  
· On the ADOS assessment day a blank paper will be given to whānau to make notes about their likes and dislikes while watching the assessment. This is optional. If whānau would rather like to watch the assessment then they can only complete the questionnaire at home. Note taking is only to help them remember the points when they complete the questionnaire at home.  
· Following the assessment a questionnaire with 11 questions will be given to whānau to complete at home and bring it back in the next appointment. 
· Phone calls will be made during this time to help family/ whānau complete the questionnaire and clarify doubts. Whānau will be reminded over phone to complete and bring the questionnaire back to the next appointment. 
· All the completed questionnaires will be returned to a sealed box provided. The box will be opened for analysis at the end of the study. The questionnaire will have no identifiable information. 

	Who can take part in the study?


This study focuses only on Māori. You have been chosen for this study because you identify yourself as NZ Māori. 

Inclusion Criteria: All the four criteria should be met 
1. Whānau /families identifying themselves as NZ Māori
2. Referred to Child Development Service (CDS) for developmental assessment

3. NZ Māori families waiting for ADOS-2 administration

4. Tamariki between the age group of 2-16 years. 

Exclusion criteria:

1. Whānau /families not identifying as NZ Māori 
2. Whānau /families not referred to CDS developmental assessment team

3. Whānau /families not wanting ADOS-2 assessment
What will my participation in the study involve?
· Whānau will be asked to read the information sheet and consent form carefully to give consent for their participation in the study. 

· Whānau will be allowed to watch the ADOS assessment. Usually it takes 60 min. 
· Due to the nature of the assessment, children who are administered module 1 and 2 their whānau will be allowed to sit and observe the assessment in the same room. These 
whānau /families are grouped as Group A for research purpose. In contrast, children who will be administered module 3 and 4 their whānau will be asked to observe through the see-through window from the adjacent room. This room will have a speaker to hear the conversation happening between the child and the therapist. These whānau /families are grouped as group B for research purpose. 

· Whānau will be requested to complete a questionnaire with 11 questions related to the ADOS assessment either during the ADOS assessment or at home whichever is convenient to them. 
· Whānau have to feedback about the ADOS assessment only and not about the entire developmental assessment process.  
· Whānau to remember to bring/mail the completed questionnaire back to go in a sealed box. 
	What are the possible benefits of this study?


The possible direct benefits of this study

· Māori families will feel comfortable for their children to be assessed with a culturally appropriate assessment tool for a long term disability. 

· The study will improve Autism assessment outcomes for tamariki and rangatahi Māori and ensure those with Autism can be provided the right support at the right time. 

· The study will inform ADOS trainers about the cultural preferences of whānau and provide guidance when considering adaptation of the ADOS assessment process and training. 
· Health professionals will be more aware of the cultural considerations (tikanga Māori)   and make an effort to administer ADOS in culturally appropriate way. 

· Supports Enabling Good Life objectives and principles - Individuals and their families/ whānau have increased control over their lives. 
The possible indirect benefits of the study 

· The study would help achieve equity in health and disability outcomes for Māori and contribute to 
Māori wellness (Mana tangata)
· The study would encourage Māori control over Māori affairs (Tino rangatiratanga)
· The study may have impact on the rate of diagnosis and misdiagnosis of tamariki and rangatahi.
· The study may encourage further studies on significance of Kaupapa Maori approaches in ASD assessments. 

What will happen to my information?
Information collected includes:

· Consent form
· ADOS assessment booklet

· Questionnaire (anonymous)

· Whanau comments (optional)

· Spreadsheet info includes record keeping around consent, appointments, phone calls, withdrawal from study, questionnaire returned or not.  
De-identified Information

To make sure your personal information is kept confidential, information that identifies you will not be included in any report generated by the researcher.The results of the study may be published or presented, but not in a form that would reasonably be expected to identify any whanau or tamariki.
Security and Storage of Your Information.

Your identifiable information is held at Child Development Service (CDS) during the study in line with CDS storage of patient information. After the study it is transferred to a secure archiving site and stored for at least five years, then destroyed. All storage will comply with local and/or international data security guidelines. 
Risks.
The researchers’ commitment is to make every endeavour to ensure your privacy is protected. However, absolute confidentiality of your information cannot be guaranteed. The risk of people accessing and misusing your information (e.g. making it harder for you to get or keep a job or health insurance) is currently very small, but may increase in the future as people find new ways of tracing information.
This research includes basic information such as your ethnic group, geographic region and age range. It is possible that this research could one day help people in the same groups as you. However, it is also possible that research findings could be used inappropriately to support negative stereotypes, stigmatize, or discriminate against members of the same groups as you. 
Rights to Access Your Information.

You have the right to request access to your information held by the research team. You also have the right to request that any information you disagree with is corrected.  

If you have any questions about the collection and use of information about you, you should ask researcher. 
Rights to Withdraw Your Information.

You may withdraw your consent for the collection and use of your information at any time, by informing your Study researcher.  

If you withdraw your consent, your study participation will end, and the study team will stop collecting information from you. 

Information collected up until your withdrawal from the study will continue to be used and included in the study. This is to protect the quality of the study.

What happens after the study or if I change my mind?

If you change your mind, you can pull out of the study at any time. You don’t have to give a reason, and it won’t affect the care you receive
Cultural Support?

The Tikanga Advisor of the Occupational Therapy Board will be a resource to the researcher for the duration of the study.  

You are invited to bring Kaumatua and/or Kuia to the assessment to provide you and your whanau cultural support. 
	Can i find out the results of the study?


You will be provided with a summary of the study result, if requested, once the study is over. 

	Who is funding the study?


The researcher is an employee of Child Development Service, Hutt Valley DHB and the study will be conducted as part of her professional development. No additional funding has been received for this study. 
	Who Has Approved the study?


This study has been approved by an independent group of people called a Health and Disability Ethics Committee (HDEC), who check that studies meet established ethical standards. The Health and Disability Ethics Committee has approved this study.

Who do I contact for more information or if I have concerns?

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

Meenakshi Panda 
Kaiwhakaora Ngangahau Tamariki – Paediatric Occupational Therapist

Mobile: 0273568275

Email: Meenakshi.Panda@huttvalleydhb.org.nz 
If you want to talk to someone who isn’t involved with the study, you can contact an independent health and disability advocate on:

Phone: 
0800 555 050
Fax: 

0800 2 SUPPORT (0800 2787 7678)
Email: 

advocacy@advocacy.org.nz
Website: 
https://www.advocacy.org.nz/
For Maori health support please contact:

Name: Iris Pahau

Position: Director, AWE Consultants Limited

Cell:       021 177 1012

Phone:  07 895 3112

Email: iris.pahau@aweconsultants.co.nz 
You can also contact the health and disability ethics committee (HDEC) that approved this study on:


Phone:

0800 4 ETHIC


Email:

hdecs@health.govt.nz
	Consent Form

To explore cultural appropriateness of Autism Diagnostic & Observation Schedule- 2 (ADOS-2) used to diagnose children with Autism.
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Please tick to indicate you consent to the following 
	I have read, and I understand the Participant Information Sheet.  
	
	

	I have been given sufficient explanation to consider whether or not to participate in this study.
	
	

	I have had the opportunity to use whanau/ family support or a friend to help me ask questions and understand the 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 without this affecting my medical care.
	
	

	I consent to the research staff collecting and processing my information.
	
	

	I consent the research staff for recording the assessment session 
	
	

	I agree to an approved auditor appointed by the New Zealand Health and Disability Ethics Committees, or any relevant regulatory authority or their approved representative reviewing my relevant medical records for the sole purpose of checking the accuracy of the information recorded for the study.
	
	

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

	I understand my responsibilities as a study participant.
	
	

	I wish to receive a summary of the results from the study.
	Yes (
	No (


If yes then leave your name, phone number and email address please
Name: ………………………………………………………………………………………….

Phone number: ………………………………………………………………………………

Email: ………………………………………………………………………………………….
Declaration by participant:

I hereby consent to take part in this study.

	Participant’s name:

	Signature:
	Date:


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.

	Researcher’s name:

	Signature:
	Date:


To Whom it May Concern
9 September 2021

E nga mana, e nga reo, e nga Rangatira ma,

Kia koutou te marea i whakapau kaha ki roto i a ta tatou kaupapa

Tena koutou, tena koutou, kia ora tatou katoa

Meenakshi Panda approached me in March 2021 to raise concerns she had with the cultural appropriateness of the ADOS Tool.  After she explained the processes undertaken to use the tool, I agreed that tamariki Māori could potentially be inappropriately assessed and then inappropriately diagnosed by utilising this tool for assessment.  She said she would like to look at how the processes could be adapted to meet the needs of tamariki Maori and their whanau.

Meenakshi has attempted to recruit a Tangata Whenua colleague to assist in her research by reaching out to the Occupation Therapy Board without success.  She is very anxious about undertaking research for tamariki Maori and their whanau, given she herself is not Tangata Whenua.  I therefore have agreed, in the absence of a Tangata Whenua colleague, to act in the capacity of Tikanga Advisor in her research.  

Meenakshi understands how important building relationships with the whanau is and has included that as a major component in her research methodology.
I therefore fully support Meenakshi in her endeavours to undertake this research in an attempt to remove the barriers and the potential misdiagnosis of tamariki Maori 

Please feel free to contact me should you wish for me to elaborate further.

Nga manaakitanga 

Iris Pahau

Director
 PEPEHA


Tēnā koutou, tēnā koutou, tēnā tātou katoa


My name is Meenakshi Panda. I am originally from a small state in India called Orissa. It is in the east of India. I moved to New Zealand in 2011 and since then I am living in Lower Hutt with my husband and two little boys. My elder one goes to the local school and younger one in the daycare. 





Nō reira, tēnā koutou, tēnā koutou, tēnā koutou katoa Tēnā koutou katoa.








Ko Rosalie Amner tōku ingoa .                                                        


No Tokoroa ahau. Kei Hutt Valley tōku kāinga ināianei.  


My husband and 2 sons whakapapa to Ngāti Rangi. Their marae is Kuratahi.





Nāu te rourou, nāku te rourou, ka ora ai te iwi.


With my basket and your basket, the people will thrive.
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