
Consumer Engagement 

Activities at ANZDATA Registry

Dr. Shyamsundar Muthuramalingam

Project Officer - Consumer Engagement

55th ANZSN Online Annual Scientific Meeting,

Wednesday, 2nd December 2020



M y  C h r o n i c  K i d n e y  

D i s e a s e  j o u r n e y

2009

Arrived in 
Australia 

Masters in 
Nanotechnology

2011

Completed Masters

Diagnosed with CKD

Commenced my PhD

2014

Dialysis

Returned to 
India

2016

Transplanted in 
India from DD 

2017

Finished my 
PhD

Started at RAH



Definitions

Engagement

Involvement

Patient/consumer

Establishment of a relationship between 
patients and researchers → the first step of 
involvement.

Sustained and meaningful contribution to the 
research process as more than a research 
subject or participant

Patient, caregiver or family member with lived 
experience of a condition



“Nothing about us, without 

us” 
The NHMRC recognizes that involving consumers adds 

value to health and medical research, and that they 

have a right and responsibility to do so.

Chu et al., 2016; NHMRC, 2016 



Stages of consumer engagement

Inform

Consult

Involve

Collaborate

Empower

Level 0.

No Engagement:

Inform or Educate-

Doing to People

Level 1.

Tokenism:

Doing for People Consultation-
asking for people’s views

Level 2.

Co-Production:

Doing with People in an Equal 
Partnership

Level 3.

Consumer Led:

Directed and Run by Consumers 
for Consumers

References: 
1. SAHMRI Consumer and Community Engagement Framework (2014) 
2. Gaps in understanding and practice around consumer involvement in mental health research by Dr Katherine H Gill, 
Chair of the Consumer-Led Research Network.



Consumer Involvement Projects

 Development of 1-page infographic summary of key data 

from 41st Annual Report 2018 (2017 data) and 42nd Annual 

Report 2019 (2018 data)

 Development of video version of consumer 1-page 

 Plain language summary of the 42nd ANZDATA Annual report

Consumer co-produced outputs from ANZDATA reports



Consumer Surveys and reference 

groups

 Consumer Perspective Surveys 

A national survey on Consumer perspectives of PREGNANCY 

COUNSELLING and EDUCATION in Australian women with kidney 

disease

 Consumer Reference group

A data linkage study on incidence and outcomes of cardiothoracic 

surgery in patients with acute kidney injury and end stage kidney 

disease



Symptom monitoring WIth

Feedback Trial (SWIFT)

INVESTIGATOR TEAM: RACHAEL L. MORTON (CHIEF INVESTIGATOR), LAVERN M. GREENHAM, 
ANDREA K. VIECELLI,  PAUL N. BENNETT,  SHILPA JESUDASON, CHRIS BROWN, WILLIAM HANDKE 
(CONSUMER REPRESENTATIVE) , REBECCA MISTER, PORTIA WESTALL, JOHN R SIMES, MATTHEW 
D. JOSE, RAJESH RAJ, PETER CHOI,PETER MOUNT, LILIANA LARANJO, SUETONIA C. PALMER, 
ANDREW SALMON, ALLISON TONG15, DAVID HARRIS, CARMEL HAWLEY, DAVID W. JOHNSON, 
STEPHEN P. MCDONALD

FUNDING
This trial is funded through an NHMRC Project Grant #1159051; KHA Project Grant KHA2018-RM; NHMRC TRIP 
Fellowship #1150989 RM; and the BEAT-CKD NHMRC Program Grant #1159051.



Results from the Pilot 

Example pamphlet 

given to SWIFT 

participants to 

disseminate results 

of Pilot Study. Co-

Designed with 

Consumer partner



Consumer Researcher Co-Design

Photo of stakeholder engagement at the Home Therapies 

Conference – PROMs session with Nicki Scholes-Robertson, 

Rachael Morton, Bill Handke, Jennie Handke and Guy Higgins



Process for involving consumers in 
development of ANZDATA outputs

 EOI to BEAT-CKD Consumer Advisory Board

 Consumer group (5 people – transplant recipients, carer, person 
receiving dialysis)

 2 x electronic meetings to devise content and layout of infographic, before 
meetings:

 Example infographics

 List of key data points to consider for inclusion

 Draft versions of infographic for review

 Send consumer things to consider/provide feedback on ahead meetings







Consumer Infographics 2018



ANZDATA 
REPORTS



M-Make an impact

U- User friendly

S- Specific

T-Template

A MUST Report



Process flow for developing a consumer 
version of ANZDATA report

Review the 
ANZDATA Annual 

Report

Extract key data 
points of interest 

to consumers

Developed a 
glossary of key 

terms

Present key data 
points using 

images, graphs and 
infographics

Draft version 
reviewed by other 

consumers

Incorporate 
feedback and 

finalise

Disseminate the 
consumer report



Process of Consumer 
Involvement in the 

development of 
consumer specific 

outputs

Employing 
consumer partner

Setting clear 
expectations for 

consumers

Facilitating better 
communication 

between researcher 
and consumers 

Implementing 
consumer feeback 

Acknowledging 
consumers 

Publication and 
dissemination of 

outputs

Six crucial determinants of consumer involvement 

for the coproduction of consumer specific outputs



National Kidney Consumer Research Network 

( “The Network”)

 Grant provided under Public Health and Chronic Disease program

 Aligns with Kidney Health Australia National Strategic Action Plan 

 From May 2020 - December 2023

 Build  upon existing activities of the participants, the current  

BEAT-CKD Consumer Advisory Board and its pillars



National Kidney Consumer Research Network 
( “The Network”)

Key objectives

A National Kidney Consumer Research Network (~20 consumers) Establish

Pathways for consumers to co-produce research across participating programs, 
from priority-setting through to implementation.

Provide

Education and training materials on consumer engagement for both consumers 
and researchers.

Develop

Provide dedicated mentorship and support to fellow consumers.Support

Workshops providing information about current research and involvement 
opportunities.

Convene





Where to start?

Explaining the project – a summary or ‘3-minute thesis’

• Key milestones of the project (long-term and in next 12 months)?

• What type of consumer input/involvement do I think would be useful?

• Is there a specific perspective I am looking for? Or not?

• Is there particular knowledge/skills that are essential for this role?

Defining roles & responsibilities for consumers

• What are the specific tasks and discussions you’d like consumer involvement in?

• How much of their time will it take up?

• Frequency, length and mode of meetings? 

• Tasks/reviewing materials outside of meetings?



Highlights, 

Challenges and 

Lessons

 Communication- Keeping consumers in 

the loop

 Change in the consumer engagement 

perspective, from insiders looking out 

to outsiders looking in



• Prof. Stephen McDonald

• A/Prof. Shilpa Jesudason, 

• Ms. Emily Duncanson,

• ANZDATA Registry Staff

• BEAT-CKD Consumer 
Advisory Board
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