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E1. Ranking Exercises

Research about the:

predialysis stage of chronic kidney disease

dialysis stage of chronic kidney disease

transplant stage of chronic kidney disease 

Research that aims to:

discover the causes of chronic kidney disease

help to prevent chronic kidney disease

lead to better diagnosis of chronic kidney disease

improve treatment for people with chronic kidney disease

understand the experiences and needs of people with chronic kidney disease
Research that aims to:

understand how chronic kidney disease works in the body

discover more effective treatments for chronic kidney disease

prevent chronic kidney disease in the community

help clinicians and hospitals to provide better services to people who have chronic kidney disease
Research about:

Bone disease in chronic kidney disease

Cancer in chronic kidney disease

Blood pressure in chronic kidney disease

Anaemia in chronic kidney disease

Heart disease in chronic kidney disease

Nutrition in chronic kidney disease
Research that aims to help:

children with chronic kidney disease

adolescents with chronic kidney disease

young adults with chronic kidney disease

middle-aged adults with chronic kidney disease

older adults with chronic kidney disease

E2. Focus group question guide

FOCUS GROUP

Welcome each individual

Invite each individual to have refreshments

We will be talking to 9 groups all together – 3 in Sydney, Melbourne and Brisbane.

We would like to get an idea of what you think is important for research in chronic kidney disease.

We want money and expertise to be channelled into studies that are relevant to you.

We hope to use this as an opportunity to hear from you, hear about your concerns and thoughts. Hopefully, your perspectives will be included in the research agenda.

Give opportunity to ask questions. We will be recording the session so I can transcribe and analyse the data later on.

Begin questions
	
	Topic
	Question Guides

	1
	Introduction
	1. Introduction and name cards

2. Not experts in CKD: expert researchers employed by CKD experts

3. CKD experts want to hear your experiences and opinions on CKD

4. All of you:

· have chronic kidney disease but not yet receiving dialysis or Tx

· are receiving either haemodialysis or peritoneal dialysis

· have had a kidney transplant

5. Is it OK for me to use the term CKD? 

6. This will be kept confidential, including from clinicians

7. ANY QUESTIONS ABOUT THE PROJECT

8. Might agree, might disagree: please feel free to disagree

	2
	Introduction
	1. Say your name for the transcriber and what made you decide to come along

	3
	Icebreaker
	1. This group is about CKD: when I say CKD, what is the first thing that comes to mind?

	4
	Experiences
	1. As I said I have no direct experience of CKD, how would you explain to someone like me what its like to live with CKD?

	5
	Helpful / difficult
	1. What helps you to live with CKD?

2. What makes it harder to live with CKD?

3. [list some of the issues that they said make it harder]: What solutions have you found to deal with these problems?
4. Is there anything else that you think would make life better for people with CKD?

	6
	Research
	1. You have CKD and we’ve talked a bit about what helps and what makes it harder. Researchers are working on CKD. What would you like their research to do for you?

2. Making decisions about research money: 

a. Distribute 10 foam beads to each participant

b. Explain that there’s limited money for research and decisions have to be made about where it should go: they are going to distribute their sweets between some research projects as though they are money

c. Distribute first forced choice handout.

d. Ask participants to DISTRIBUTE 10 ‘counters’ while thinking about HOW they are making their decisions. 

e. When all finished, talk about the process of distributing: how they decided, what made it easier to decide, what made it harder. Give opportunity to change distribution during the conversation.

f. Repeat for each handout. 

3. CAN YOU THINK OF ANY OTHER ISSUES THAT RESEARCH FUNDERS SHOULD TAKE INTO ACCOUNT?  

	7
	Close
	The aim of this research is to find out what you think research in CKD should focus on and what it should deliver for you.

Is there anything that we haven’t talked about that you think is important?

	
	
	Thank participants.
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