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Session overview

• Chronic kidney disease and the role of needling in haemodialysis treatment
• Our study
• Overview of patient involvement – from design to today
• Our patient steering group

• Forming the team
• What it adds
• Team members’ views
• Overcoming challenges
• Rewarding experiences
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What is haemodialysis (HD)?

• An artificial way of replacing
kidney function

• 38% of UK patients with kidney 
failure rely on a form of HD 

• Access to the body’s vascular
(blood) system is via a fistula, 
graft or a central venous line

Taken from UK Renal Registry (2021)
UK Renal Registry 23re Annual Report – data to 31/12/2019

Transplant
57%

Home HD
2%

Hosp HD
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NKF KDOQI GUIDELINES
Clinical Practice Guidelines and Clinical Practice Recommendations
2006 Updates

What is cannulation?



Development of an arteriovenous fistula and graft 
cannulation patient reported experience measure 

for adults with chronic kidney disease on 
haemodialysis

National Institute of Health Research (NIHR) Research for Patient Benefit (RfPB)
Tier 3 / 24 months / £149,679

Aim
To understand the experience of adults on haemodialysis whose arteriovenous fistula (AVF) or grafts (AVG) are 
needled and to investigate how experience of needling can be reliably and validly quantified in order to inform 
care and service improvements.
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“Needling PREM / NPREM”
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Needling 
identified as 
an area for 
focus in the 

national 
kidney prem

The 
study  
idea • Patients 

• Kidney 
PREM

• Co-app 
sites

• PIRG

The 
funding 

application 
• Active 

engagement
• Taking part 

in wider 
study panels

The 
study 

• Co-
creating 
guidance 
for 
NPREM

Impleme
ntation

Public and patient involvement



From a plan to a managing day-to-day 8

Application 
Phase

• Detailed 
section in 
NIHR 
application:
• Aims
• Budget
• Format

• Designed 
with those 
with long-
term 
condition in 
mind

Study Set-up

• LMS policies 
for involving 
lay members 
in research

• Learning from 
others at UH

• Establishing 
group 

On-going

• Group 
decision of 
how to run 
the meetings

• Voted on: 
• Frequency
• Standing 

agenda
• Chairing 
• Minutes
• Resigning

Led by Janine Led by Currie Led by PSG



Sample 
agenda
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Meet the Patient Steering Group 10



What does the Patient Steering Group add? 
Research Team View
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Keep us grounded

Enthusiasm and positivity

Honesty

Safe space

Review study progress

Assist with designing 
participant information forms / 

format of NPREM 

Review documents



12What does a patient steering group add?
Patient Steering Group view

Through connectivity
there is strength in combining an academic group 
and vulnerable patients (previously without a voice) 

to promote education and, hopefully, change or at least improve service/ 
outcomes for fellow patients. 

Discoveries of commonplace practice (or lack of it) are essential to provide a 
basis for acknowledging what best care looks like and hopefully, by this way, 

extending lives 
This is absolutely essential if patients are to receive a 

pain free experience of needling 
(which was our collaborative dream for all patients!).



Message from Suzi (audio and transcript) 
“There is a wonderful feeling of optimism within the patient steering group, lead by Currie and Janine. Understanding that 
by sharing our truths and opinions and by working in partnership with the research team we will, hopefully, affect change.

This is very exciting to us and I grateful for the opportunity to speak to other researchers at the University of Hertfordshire 
about the importance of including patients in research. It is fantastic that you are prepared to work with us!

Life as a patient can be stark and it's important to have a cohort of patients to discuss, collaborate and speak as 
representatives for all patients in all clinical research. The patient voice is a frank one and though sometimes impassioned 
( and sometimes emotional) - you can trust it will always be direct. There have been some laughs along the way too so 
everyone is keen to take part and attend each patient panel meeting.

It has been thoroughly enjoyable to work with Currie and Janine, both of whom are so thoughtful and generous with their 
time, listening carefully to us and always patient and encouraging.

The impact of this work - working with patients, hearing their voice - can be life changing so please include and listen to 
the people who are impacted by your research!”
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Message from Fez 14
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I’m finding my 
experience of patient involvement so 
interesting. In my professional life, I 

feel knowledgeable, comfortable and 
confident in my contributions but in 
my role as "a patient", I feel so much 
more unknowledgeable and unsure if 
what I contribute is of value. So, thank 

you both for your words of 
encouragement, it is much appreciated.

I do not "DO" Zoom. . .my 
participation will thus not be 

possible. I regret that 
progress with IT these days 

is steadily meaning that 
many older contributors are 

not able to be involved -

Overcoming challenges

Enabling all forms of participation

Finding confidence



Rewarding experiences

• Presented a poster and hosted a mini-symposia at UK 
Kidney Week

• Highlighting to kidney 
health professionals
the importance and 
value of including patients 
in research
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NPREM Patient Steering Group
While attending the UK Dialysis Conference in 

Manchester last week, we were pleased to meet KPIN 
professional members Dr Currie Moore and Dr Janine 

Hawkins, along with patient member Fez Awan (centre). 
All three are currently working on the Needling PREM 

Study, which the Kidney Patient Involvement Network is 
happy to be supporting.

• Invited to present findings 
from Phase 1 of NPREM at a 
national conference

• Opportunity to meet and build 
our networks

• Patients
• Researchers
• Clinicians



Thank you
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Contact us:
Currie c.moore9@herts.ac.uk
Janine j.hawkins3@herts.ac.uk

mailto:c.moore9@Herts.ac.uk
mailto:j.hawkins3@Herts.ac.uk

	Slide Number 1
	Advocates for change �
	Session overview
	Slide Number 4
	Slide Number 5
	Development of an arteriovenous fistula and graft cannulation patient reported experience measure for adults with chronic kidney disease on haemodialysis�
	Slide Number 7
	From a plan to a managing day-to-day
	Sample �agenda
	Meet the Patient Steering Group
	What does the Patient Steering Group add? Research Team View
	Slide Number 12
	Message from Suzi (audio and transcript) 
	Message from Fez
	Slide Number 15
	Rewarding experiences
	Slide Number 17
	Thank you

