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Social media allows people with common interests to interact in the online environment.  Social media 
groups are formed around an interest but discussions/online posting may discuss the common interest 
in ways which may seem unexpected.  One example is in craft-related groups, where members post 
about health issues and how these impact on crafting.  In particular in some quilting groups discussions 
occur around impact of arthritis and musculoskeletal pain on ability to quilt.   

Our research aims to describe how people support one another while experiencing arthritis-related 
issues that affect their ability to work on their craft.  

Academics from two New Zealand universities are collaborating in this research. Dr Day is a nurse and 
health informatics researcher from The University of Auckland, and Dr Grainger is a rheumatologist 
from the University of Otago Wellington. Both researchers are interested in how people use social 
media for health-related support. The student investigator is a summer scholarship student assisting 
with this research.  

You are invited to participate in this research. You are invited because you are a member of a quilting 
group in Facebook. Participation is voluntary. The invitation to participate is being extended via the 
admin team of your Facebook group, who has given permission for this research in your group.  

What does the study involve? 

We have created three scenarios about health issues that affect people’s ability to do quilting. These 
scenarios have been written as though a posting by a group member asking for advice. They will be 
clearly identified  as research discussions with the post being fictitious.    

Starting in the second week of November (Monday, 6th November), we will post the first scenario, ask 
for your advice in response to the scenario, and wait two weeks for responses. At the end of the two 
weeks we will collect the discussion thread, summarise the responses for you and close the discussion 
thread. On Monday 20th November, we will post the second scenario, wait two weeks for responses, 
and post a summary of the responses for you. On Monday 4th December we will post the third 
scenario, wait two weeks, and summarise the responses. There are no right or wrong responses to the 
scenarios. Please respond the way you usually would if someone were to ask for advice about how to 
adjust their crafting to accommodate a health issue. As each two weeks comes to an end we will collect 
all the posts for analysis.  
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From 18th December 2017 to 22nd February 2018 we will analyse the three discussion threads and 
write a report for publication in a scientific journal. We will post a summary of our report in your 
Facebook group so that you can get some feedback on your contribution to our research.  

What if I don’t want to participate? 

Your participation is voluntary (your choice). Your participation (or not) will not affect your quilting 
group membership. If you do participate, you have the right to withdraw at any time without giving a 
reason. You can delete all or some posts, or edit your posts during the discussion period you are 
participating in.  

If you want to withdraw after the completion of a discussion, please delete your posts before 18th 
December 2017, which is when the data analysis will begin.  

Can I remain anonymous? 

Your contributions during the discussion period will not be anonymous. Your personal identifying 
information will be removed from the discussion threads during our analysis. We will use quotes in 
our reports to illustrate a point being made. Your identity will not be disclosed in the publications 
resulting from this research.  

It is possible that someone reading our publication can look for the discussion threads in your 
Facebook group and find them. On 22nd February 2018, when we finish our analysis of the discussions, 
we will delete the full discussion threads from your Facebook group so that they cannot be found and 
so that you can remain anonymous in our reports.  

How can people benefit from participating? 

While participating in the discussion thread from scenarios you may learn some useful ways to adjust 
your own quilting activities if and when you experience health issues that affect your ability to quilt. 
On the other hand, giving advice in response to the scenarios may result in reflection on your own 
quilting activities, and may change the way you do things for the better. The feedback in the 
summaries provided after each week’s discussion may help you in the future when you give advice in 
a quilting group.  

The results of this research will be published in a scientific journal available to anyone, i.e. an ‘open 
access’ journal. The results will therefore be available for group admins to make health-related 
discussions more useful. The results will also be available for doctors and nurses of people affected by 
arthritis conditions to better advise them so that they can continue quilting  or other similar crafts in 
ways that satisfy them.  

How will the data be stored?  

Karen Day will keep a copy of the discussion threads in a Word document in her password-protected 
account in the University of Auckland’s computer network. Occasionally we may need to print parts 
of the discussion threads to help with the data analysis. We will shred the printouts when we have 
finished with the data analysis. We will keep the digital data (on the computer network) for six years, 
after which time we will delete it.  

How do I consent to participate?  
By responding to the research scenarios posted in your quilting group, you agree to participate in the 
research. By doing so you indicate that  

• Your participation is voluntary (your choice) 



• You understand that you can withdraw your contributions before 18th December when 
analysis will begin  

• You can withdraw specific comments by deleting them 
• You can edit your posts as you would usually do if you decide you want to change something 

you’ve already said 
• You are aware that you may initially feel uncomfortable about the potential scrutiny of your 

comments 
• There is no compensation for your contribution to the research 

 

Who do I contact if I have any questions?  

For further information about the study, you are welcome to contact the Principle Investigator, Dr 
Karen Day, by email at k.day@auckland.ac.nz, or by phone on 09 923 3870. 

You can also contact Dr Day’s Head of Department of Health Systems, Dr Tim Tenbensel, by email at 
t.tenbensel@auckland.ac.nz, or by phone on 09 923 9001. 

For any queries regarding ethical concerns you may contact the Chair, The University of Auckland 
Human Participants Ethics Committee, The University of Auckland, Research Office, Private Bag 
92019, Auckland 1142.  
Telephone 09 373-7599 ext.83711.  
Email: ro-ethics@auckland.ac.nz 

Approved by the University Of Auckland Human Participants Ethics Committee on 12th September 
2017 for three years, reference number 019783. 
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