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You are being invited to participate as a co-researcher in a research project called 
Living Life to the Fullest. Before you decide, it is important for you to understand why 
the research is being done and what it will involve. Please take time to read the 
following information carefully and discuss it with others if you wish. Feel free to ask us 
if there is anything that you do not understand, or if you would like more information. 
Thank you for taking the time to read this Participant Information Sheet for Co-
Researchers. 

 
Co-Researcher Information Sheet  

 
What is the project’s purpose? 
Living Life to the Fullest is a research project that seeks to forge new 
understandings of the lives, hopes, desires and contributions of children 
and young people with ‘life-limiting’ or ‘life-threatening’ impairments 
(hereby LL/LTIs).  
 
Working in partnership with children and young people with LL/LTIs and 
their families, as well as leading disability and arts organisations DMD 
Pathfinders, Purple Patch Arts, and Good Things Foundation, the 
project will be a space where disabled children and young people 
and their families can tell new stories of disability; their own stories.  
 
Our culture has some problematic ideas about disability and disabled 
people’s lives, particularly the lives of disabled children and young 
people with LL/LTIs, which can be shorter than most. Quite often, 
people think that disabled children and young people live tragic, sad 
and unhappy lives without opportunities for play, socialising and 
friendships. Through engagement with the arts, this project aims to offer 
opportunities for disabled children and young people with LL/LTIs to 
speak about their lives in “new” ways: as joyful, creative, fun, 
challenging, but ultimately liveable, just like anyone else.  This is 
important because knowledges about life with LL/LTIs rarely come from 
disabled children and young people themselves. 
 
The research will run for 3 years, beginning in April 2017 and ending in 
March 2020. 
 
Please see our website see livinglifetothefullest.org 
 
Why have I been chosen? 
We want to invite young people with LL/LTIs (14+) to become co-
researchers on Living Life to the Fullest. As a co-researcher, you will 
participate in a variety of tasks and provide support throughout the 
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project. We are asking you to participate because of your age and 
because you live with a LL/LTI.  
 
Do I have to take part? 
No, it is up to you and your parent(s)/guardian(s) whether you take 
part as a co-researcher or not. Your participation as a co-researcher in 
Living Life to the Fullest is entirely voluntary. 
 
You and your parent(s)/guardian(s) will be asked to sign a form to say 
that you are happy to contribute as a co-researcher to Living Life to 
the Fullest. However, you can still change your mind and stop 
participating (also known as ‘withdrawing’). You can with withdraw at 
any time without it affecting any benefits to which you are entitled, 
and you do not even have to give a reason. 
 
What will happen to me if I become a co-researcher? 
In Living Life to the Fullest, we want to ensure that our research is as 
flexible as possible; participation can be shaped and adapted to fit 
around the needs and desires of young people and their families. 
 
Ideally, as a co-researcher you will be involved with the project over 
three years, but this isn’t absolutely necessary should you wish to 
withdraw or can no longer commit.  
 
Co-researchers will:  

• Participate in up to 6 Research Management Team meetings 
over three years, either in person or through Skype/phone.  

• Attend a one/two-day Researcher Training Workshop, held 
during Summer 2017 (possibly with a 2 night stay). 

• Attend and facilitate one arts workshop in the form of a 2-day/3 
night residential Arts Retreat at Trelours School and College. 

• Participate in 2 daylong Research Workshops over the 3 years, 
which will involve research planning, data collection and 
analysis. 

 
Please note: A co-researcher doesn’t have to participate in all of the 
above, but absolutely can if they want to. Fuller explanations of these 
activities are provided below. 
 
What do I have to do? 
Research Management Team meetings: These will take place at 
Manchester Metropolitan University, but you can participate via Skype 
if you want to. These meetings are an opportunity for all project 
researchers and partners – the whole team (see here: 
https://livinglifetothefullest.org/researchers/) – to come together to 
plan the research. 
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Researcher Training Workshop and Research Workshops: At the 
Researcher Training Workshop co-researchers will be introduced to the 
fundamentals of carrying out research, as well participating in some 
hands on research skills that we will use through the process; for 
example, methods of facilitation, research ethics, interviewing, and 
data analysis. At later daylong Research Workshops (also held at 
Manchester Metropolitan University) we will be working with the data 
we will have collected in the Arts Retreats, exploring preliminary 
findings and planning how we can use research findings and where we 
publish and promote them. 
 
Arts Retreat: Co-researchers will support and facilitate other children 
and young people’s participation in arts workshops during a 2-day/3 
night residential Arts Retreat at Trelours School and College. The Arts 
Retreat will involve working with a professional artist and specialist 
facilitators from Purple Patch Arts to support children and young 
people to produce artwork that encompasses life with LL/LTI. Art 
making will include (but is not restricted to) filmmaking and digital 
storytelling, painting and drawing, theatre and performance, creative 
writing, digital arts and blogging and vlogging (video-blogging). If co-
researchers would also like to participate and produce their own 
artwork, they are more than welcome. 
 
Each co-researcher can bring family members along to accompany 
them during the Arts Retreat; and families will be accommodated 
together.  
 
Please note: All travel and accommodation expenses of co-
researchers and their families will be fully funded through all phases of 
the research. Further, co-researchers will each be given with an iPad 
Mini. This is for use during the project, but can be kept after the 
research ends. 
 
What are the possible disadvantages and risks of taking part? 
We don’t foresee any serious disadvantages or risks in the participation 
of co-researchers. At times, as a co-researcher you might be exposed 
to other young’s people’s thoughts and feelings around death and 
dying, which might cause discomfort or be distressing to hear.  
 
Importantly, as a co-researcher you will be part of a responsive and 
supportive Research Management Team, working with researchers 
who have extensive experience of researching sensitive topics and 
disability. Further, the emotional impacts of research will be sensitively 
broached in the initial Researcher Training Workshop. 
 
 
 



	 4 

What are the possible benefits of taking part? 
There are many benefits to becoming a co-researcher in Living Life to 
the Fullest. The chance to lead, influence and shape research can be 
an exciting and empowering process. It can also offer many 
opportunities for co-researchers to gain research, technical, artistic 
and academic skills, as well as build confidence and self-esteem, 
make friends, and work with a variety of different people on an 
important research project that aims to improve the lives of disabled 
young people with LL/LTI and their families.  
 
Additionally, your role as a co-researcher is something to add to your 
curriculum vitae (CV), and/or benefit a college and/or university 
application.  
 
What happens if the research project stops earlier than expected? 
Although unlikely, if for any reason the research project stops earlier 
than expected, as a co-researchers you and your 
parent(s)/guardian(s) will be offered a full and clear explanation as to 
why. 
 
What if something goes wrong? 
If you feel something has gone wrong, you and your 
parent(s)/guardian(s) are advised to make contact with the Principle 
Investigator (PI) of Living Life to the Fullest, Dan Goodley. You can find 
his contact details at the end of this document.  
 
If you feel that your complaint has not been dealt with appropriately, 
you and your parent(s)/guardian(s) can contact the Head of 
Department at the School of Education at the University of Sheffield, 
Professor Elizabeth Wood, who will escalate the complaint through the 
appropriate channels: 
 
Professor Elizabeth Wood 
Head of School  
School of Education 
University of Sheffield 
388 Glossop Road 
Sheffield 
S10 2JA 
  
Tel: +44 (0) 114 222 8172 
Email: e.a.wood@sheffield.ac.uk 
 
Will my taking part in this project be kept confidential? 
As a co-researcher, you are not a “participant” of the research, 
meaning we won’t be collecting data from you. If you want, any 
information that we might gain about you as a co-researcher during 
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the course of the research will be kept strictly confidential. You can 
also choose not to be identified in any reports or publications if you 
want. However, if you tell us something that worries us, then we might 
have to share it with someone else. We will let you know if we plan to 
do this. 
 
Alternatively, you might be happy for people to know you’ve been a 
co-researcher on Living Life to the Fullest, and welcome association 
with the project. If so, you can choose to be named and credited as a 
co-researcher in all related press releases, publications, and other 
outputs associated with the research.  
 
What will happen to the results of the research project? 
In the third year of the project, we will be working in a variety of ways 
to make sure that our findings have impact; that they matter, and are 
meaningful and relevant to the lives of children and young people with 
LL/LTI and their families. We will be sharing what we have found – our 
findings, or results – in a number of different ways to ensure that 
everybody knows about them.  
 
Firstly, we will be publishing the results of the research in academic 
journals, magazines, newspapers and online. We might also talk about 
the research and its findings on television and radio, or at conferences 
(a meeting of people) in the UK and overseas. We also want to let 
politicians, policy makers, and the people who work with and for 
children and young people with LL/LTI (e.g. doctors, care staff, respite 
workers, teachers) know what we have found. 
 
Excitingly, we are going to create an exhibition of artwork produced 
through the research, and we hope to tour this around the country. We 
also might set up a YouTube channel with videos about our findings 
and hold a national conference especially for young people living with 
LL/LTI. 
 
Importantly, we will be working closely with our Community Research 
Partners on these activities, and would love you to be involved in any 
of the above if you want to. 
 
15. Who is organising and funding the research? 
The Economic and Social Science Research Council (ESRC) funds living 
Life to the Fullest (grant reference: ES/P001041/1).  
 
Living Life to the Fullest is a partnership research project of the University 
of Sheffield and Manchester Metropolitan University. Community 
Research and Impact Partners to the research include Muscular 
Dystrophy UK Trailblazers; Purple Patch Arts; Action Duchenne; DMD 
Pathfinders, Together for Short Lives, and Good Things Foundation. 
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Who has ethically reviewed the project? 
This project has been ethically approved via the School of Education’s 
ethics review procedure. The University’s Research Ethics Committee 
monitors the application and delivery of the University’s Ethics Review 
Procedure across the University. 
 
17. Contact for further information 
If you and your parent(s)/guardian(s) have any questions about the 
study, please contact either: 
 
Dr. Kirsty Liddiard 
Research Fellow 
School of Education 
Room 1.07 
388 Glossop Road 
Sheffield, S10 2JA 
Email: k.liddiard@sheffield.ac.uk 
Tel: (+44) (0)114 222 8111 
 
 

 
Professor Katherine Runswick-Cole 

Professor of Critical Disability Studies & 
Psychology 

Brooks Building 
Birley Fields Campus 

Manchester Metropolitan University 
M15 6GX 

Email: K.Runswick-Cole@mmu.ac.uk 
Tel: 0161 247 2906  

 
 
 
 
Alternatively, you and your parent(s)/guardian(s) can contact the 
research’s Principle Investigator, Professor Dan Goodley: 
 
Chair in Education and Director of Research 
School of Education 
Room 8.05 
388 Glossop Road 
Sheffield, S10 2JA 
Email: d.goodley@sheffield.ac.uk 
Tel: (+44) (0)114 222 8185 
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You and your parent(s)/guardian(s) will be given a copy of this 
information sheet and a signed consent form to keep.  
 
 

Thank you for taking the time to read about the Living 
Life to the Fullest project 

 


