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Supporting people to live well 
in the face of death

Mei Krishnasamy, Chair in Cancer Nursing, University of Melbourne 
VCCC Research and Education Lead, Cancer Nursing

meik@unimelb.edu.au
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https://youtu.be/uQtz53dAD0o

Twitter Account:  
@WeCanOrgAu

Facebook: 
facebook.com/wecanorgau
/

Instagram: @wecanorgau

www.wecan.org.au
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Experience based co-design

• Why do it?
• What is it?
• Key principles

https://www.kingsfund.org.uk/sites/files/kf/fiel
d/field_publication_file/patient-centred-care-
project-evaluation-aug11.pdf

An Evidence Check
rapid review brokered 
by the Sax Institute 

for the 
Australian 

Commission on 
Safety and Quality in 

Health Care. 
December 2015

Background
Patients are uniquely positioned to provide insightful 
comments about their care. 

Method
A synthesis of evidence from qualitative studies of 

patients’ reported experiences in hospital and day 
procedure between January 1995 to July 2015 
Results
Thirty-nine publications were included; 33 articles from 
database searches and six from the grey literature
Conclusion
Tangible opportunities to enhance the patient experience 
are apparent. 

Small changes to the way that the health system 
operates, is resourced, and the way that health 

professionals engage with patients, could substantially 
improve care. 

Why do it?
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Co-design is a way of improving 
healthcare services with patients and 

families

Co-design focuses on understanding 
consumers’ experiences of services as 

well as the services themselves

Its about designing and improving 
experiences

What is it?

http://www.healthcodesign.org.nz/about.html
https://www.kingsfund.org.uk/sites/files/kf/field/field_publication_file/patient-centred-care-
project-evaluation-aug11.pdf

“Doing” service and care redesign

1. We don’t listen very 
much to our users and 
we do the designing

2. We listen to our users 
then go off and do the 
designing

3. We listen to our users 
and then go off with 
them to do the designing
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Characteristics of Experience Based Co-Design

 Values patients, carers and staffs’ experiences

 Stories not surveys

 ‘Deep dives’ and direct observation

 ‘Touchpoints’ and emotional mapping

 Direct participation in the improvement process

http://www.healthcodesign.org.nz/about.html

6 Characteristics of Co-design

1. Building on people’s existing capabilities

2. Promoting mutuality and reciprocity

3. Developing peer support networks

4. Breaking down boundaries 

5. Facilitating as well as delivering

6. Recognising people and their experiences as assets

https://www.scie.org.uk/publications/guides/guide51/references.asp
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The Signpost Study

Development of a Tailored Supportive Care Intervention for Women 
Living with  Metastatic Breast Cancer

Background

Women living with metastatic breast cancer (MBC) report many unmet supportive care 
needs that impact quality of life and disease outcomes. 
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The Team

• Natasha Moloczij
• Catherine Devereux
• Pamela Salamanca – Consumer
• Rosslyn Lam – Consumer

• Zoe Allaway
• Nadine Borschmann
• Andrea Cannon – Think Pink
• Fiona McRae - Counterpart
• Danielle Spence – BCNA
• Jenny McIndoe – McGrath Foundation
• Lisa Sheeran -Peter MacCallum Cancer Centre
• Boon Chua - Peter MacCallum Cancer Centre
• Prue Francis - Peter MacCallum Cancer Centre
• Karla Gough- Peter MacCallum Cancer Centre
• Jo Phipps-Nelson - Peter MacCallum Cancer Centre
• Katherine Lane & Anna Boltong – Cancer Council 

Victoria

Study Aims 

1) To develop an evidence-based, co-designed supportive care 
intervention for women living with metastatic breast cancer

2) To generate a solution and test the relevance of the content with 
women living with metastatic breast cancer 

3) To test the feasibility and acceptability in real world settings
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Phase 1: An exploratory, mixed methods study*

Phase 2: A consumer-led co-design study

Phase 3: A pilot feasibility study

Methodology

* Blaschke SM, Gough KC, Chua BH, Francis PA, Cockerell R, Drosdowsky AF, Sheeran L, Krishnasamy 
M.. Clin Breast Cancer. 2019 Apr;19(2):e327-e336. 

Knowledge 
that life is 
limited -

living with 
uncertainty 

and 
fluctuating 

health

• Knowledge about what supportive care resources 
exist and how to find reputable resources

• Variability in timing of when and how women get 
information  and the amount of information 
provided – reliance on others

• Finding resources and people with metastatic 
breast cancer expertise is complex

• Current medical system focuses on disease 
progression and treatment modifications

• Lack of information and support for women, 
families and the community more broadly

Phase 1 – Insights – What Matters
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Study design – Phase 2-3:Experience Bsed Co-Design

www.unimelb.edu.au/signpost
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www.unimelb.edu.au/signpost

Video for health professionals

The power of consumer voice – working in 
partnership to influence change
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The PanSupport project

Co-designing an online resource 
with and for people with 
pancreatic cancer - to support 
them to live as well as possible

Chair Cancer Nursing, University of Melbourne

A/Prof Soumitri Varadarajan 
Architecture and Design, RMIT
Catherine Devereux 
Project Lead, University of 
Melbourne
VICS Conference 
10th May 2019

PanSupport is a Cancer Australia Supporting people with cancer Grant initiative, funded by the Australian Government.

A place for people with pancreatic cancer 
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Improvements in emotional support, referral to specialist services and  self 
management education needed to improve patient reported outcomes

Aim 
To design, develop and implement a supportive care 
online resource with and for people affected by 
pancreatic cancer to enhance their self-management 
and wellbeing – wherever they live

Experienced Based Co-Design
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PHASE 1

To understand the experiences 
and supportive care needs of 
people affected by pancreatic 

cancer and those caring for 
them

14 patient & carer 
interviews 

8 expert interviews 

PHASE 2

To co-design & build the 
online resource  

2 design 
workshops, build 
prototype, test 

with stakeholders, 
and refine 

PHASE 3

To broadly disseminate 
the resource within 

Australia

Dissemination 
plan & 

communicate 

Phase 2
Co-design workshops

PanSupport co-design workshop 
paper prototype

Cards 
– generated from interviews

- determine what was included

“I felt important being asked 
what I thought would benefit 

others’’



24/06/2019

14

Design and Development

• “Look and feel”
• Wanted a positive, safer place 
• Treated like an individual and not a 

person with a disease 

Build very detailed – navigation & layout

Used patients advice, quotes, language 

Uncluttered – key Australian resources 

Draft reviewed by 15 consumers and 
experts early 2019 & updated

www.pansupport.org.au



24/06/2019

15



24/06/2019

16



24/06/2019

17



24/06/2019

18

www.pansupport.org.au
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Thank you to all of the patients, families and carers 
who contributed to the PanSupport project

A place for people with pancreatic cancer 


