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What do you think of THRIVE | Whakapuāwai as a
peer support group for those living with inflammatory arthritis?
 




Participant Information Sheet (Peer)
July 2024 
Tēnā koe, 
We invite you to take part in this research study which aims to explore individual's experiences of THRIVE | Whakapuāwai, a peer support programme for those living with inflammatory arthritis. THRIVE | Whakapuāwai is a hybrid (in person and over Teams/Zoom) discussion-based, co-facilitated, peer support group focused on discussing topics related to living well with inflammatory arthritis. The information gathered from questionnaires and focus groups will help us to understand the following:
1) what individuals with inflammatory arthritis think of THRIVE | Whakapuāwai as a support programme aimed at living well with inflammatory arthritis
2) what aspects of health and wellbeing are relevant to measure as outcomes of THRIVE | Whakapuāwai 
This information sheet explains the research study.  
· Take time to consider. You may like to talk with whānau/family or a friend before deciding whether to participate. 
· If you decide to participate, we thank you.   
· If you decide not to take part, there will be no disadvantage to you. 
· You may withdraw from the study at any time. 
· Feel free to talk to the research team about any questions or concerns you may have about the study. 
The Research Team
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Dr Kalie Evans 	   	Dr Susan Gee

This study is being funded by the Canterbury Arthritis Support Trust (CAST).



 Why are we doing this study?



We are doing this study to trial a peer support programme that has been co-designed with those who are living with inflammatory arthritis. While currently there are community supports available, individuals living with inflammatory arthritis have identified they do not adequately meet their needs. Our aim is to determine 1) what individuals with inflammatory arthritis think of THRIVE | Whakapuāwai as a support programme aimed at living well with inflammatory arthritis and 2) what aspects of health and wellbeing are relevant to measure as outcomes of THRIVE | Whakapuāwai.
This will provide us with additional information that will contribute to the continued development of effective programmes and supports to empower those with inflammatory arthritis to self-manage and live well.  
Who are we asking to take part in this study?



To take part you:  
•	need to be over the age of 18.
•	need to be able to converse in English without an interpreter.
•	need to have a diagnosis of any type of inflammatory arthritis (for example, rheumatoid arthritis (RA), gout, ankylosing spondylitis, or other type)
•	need to be living in either the Canterbury or West Coast region.

We are asking a minimum of 18 people with inflammatory type of arthritis to take part in this study. Each peer support group will include minimum of 6 individuals. 

If I decide to take part, what will I be asked to do?

You are invited to participate in a total of six peer support sessions, with each session followed by the opportunity to provide brief verbal feedback. Upon completion of THRIVE | Whakapuāwai, you will be asked to attend a focus group. In addition, you will be asked to complete a series of questionnaires before commencing THRIVE | Whakapuāwai and following the conclusion of THRIVE | Whakapuāwai. Overall, we are asking you to commit a total of approximately 10 hours over the course of 12 weeks.

THRIVE | Whakapuāwai Sessions:
The peer support sessions will be fortnightly over 12 weeks, for approximately one (1) hour per session. Since THRIVE | Whakapuāwai is a hybrid programme, you can attend all the sessions online, or a combination of the two over the course of the study.  

Brief feedback sessions and Focus Groups:
After each session, there will be a brief feedback session (maximum 15 minutes) to give you a chance to discuss your experience of that session. After the conclusion of THRIVE | Whakapuāwai, there will be a separately scheduled focus group to discuss your experiences with the programme overall (approximately 60 minutes). Focus groups after each session are conducted in a hybrid format to align with the THRIVE | Whakapuāwai sessions. For example, if you attended that evenings THRIVE | Whakapuāwai session online, you would attend that evenings focus group online as well. For the ending focus group, you can choose to attend in person or online. 

Questionnaires: 
Prior to the start of the peer support sessions, you will be asked to fill out two questionnaires (approximately up to 15 minutes), focusing on factors that contribute to living well with inflammatory arthritis and overall health and wellbeing. You will again be asked to fill out these same questionnaires and a satisfaction survey following the competition of the THRIVE| Whakapuāwai series (approximately up to 25 minutes). 
You can complete these questionnaires online via an online survey platform (eg. SurveyMonkey) or request paper copies to be mailed to you with a self-addressed envelope for their return. If neither of these options are accessible, please speak with the researcher to make alternative arrangements (eg., phone interview).

Are there any risks or costs to me taking part?

· Taking part will cost you nothing other than your time. 
· While we will not be able to pay for your time, we will give you each a $100 voucher for completing THRIVE | Whakapuāwai to offset your costs and to acknowledge your contribution.  
· Your participation (or not) in this research study will not impact in any way on current or future health services that you receive.  
· It is the research team’s responsibility to ensure your safety and wellbeing. We will not share any information provided by you with any other party unless there are serious concerns for your safety. In this instance, we will inform you that we will be contacting a person appropriate to the situation (for example, carer, GP, or police).  

 What will you do with the information? 



All data you provide will be kept confidential. Audio-recordings will be made of the focus groups and all the information which could identify you will be removed before we analyse it. However, other members in the group will hear your thoughts and comments. To maintain confidentiality, we will ask all members of the group do not share information that they hear during the focus group sessions.   

If you want to stop participating in the study, just let one of the researchers know. Your study participation will end, and the study team will stop collecting information from you. Information collected up until your withdrawal from the study (the transcript of the group discussion) will continue to be used and included in the study. This is because the nature of the group discussion means that we cannot remove a single person from the conversation.

No material that could personally identify you will be used in any reports on this study. All information collected, including audio recordings, will be stored will be securely locked in an office on the Burwood Hospital campus, or on a password protected computer.  Your name will not be included in any reports about this study, however some details such as your age range and health condition may be included.  Only the study team will have access to your collected data. You have the right to access any information about you that is collected as part of the study.  

 Once the study has finished, all information will be kept in storage for up to 7 years and will be the responsibility of the principal investigator (Dr Kalie Evans). After that time the data will be disposed of.  De-identified data from the study may be used in future studies by the research team. 
Who do I contact for more information or if I have concerns?
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If you are interested in taking part or would like to discuss this further, please contact: 


The Principal Investigator: 
Dr Kalie Evans
Phone: 210 919 6871
Email: THRIVE@burwood.org.nz

For Māori cultural support please contact:
Ranga Hauora (Burwood Hospital Māori Health Service)
Phone: 03 383 6873
Address: Burwood Hospital, 300 Burwood Road, Christchurch
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 
Email: advocacy@hdc.org.nz

This study has been approved by the Health and Disability Ethics Committee (HDEC), who check that studies meet established ethical standards. If you have any concerns about the ethical conduct of the research, you may contact the Committee that approved this study on: Email: hdecs@health.govt.nz Phone: 0800 400 569 (Ministry of Health general enquiries).


What do you think of THRIVE | Whakapuāwai as 
a peer support group for those living with inflammatory arthritis?





 

Consent form
Principal investigator: Dr Kalie Evans
Phone: 210 919 6871 Email: THRIVE@burwood.org.nz
 
· I have read, (or have had read to me in my first language) and I understand the participant information sheet dated July 2024.  
· I have been given sufficient time to decide whether to participate in this study and ask questions.  
· 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 ongoing care.
· I consent to the researchers collecting my information for the study only (audio recordings, written notes, and questionnaires), including information about my health.  
· I understand that the information collected about me will not be used if I decide to withdraw from the study, apart from focus group discussions, as individual data from group discussions is unable to be withdrawn.  
· 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 unless specifically agreed.  
· I know who to contact if I have any questions about the study.  
· I understand that my de-identified data may be used in other studies.

Name:
 
Signature: 

Date: 
 
I wish to receive a summary of the results of the study 	Yes	/	No 
I am willing to be contacted about future research 	Yes	/	No     

If yes……
Address: 
E-mail: 
Phone: 





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:
 
 Signature: 

 Date: 
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