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“A  patient isn’t a disease with a  body 

attached, but a life into which a disease has 

intruded” 
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Patient Experience  

“I was naked, exposed and vulnerable but I never 

felt embarrassed. I never felt vulnerable or exposed. 

I only felt strengthened and supported by their 

involvement 

“He told me that he did not believe that my pain 

score was as high as I reported. He was not subtle 

about it, he actually said: “I don’t believe that”” 

“Her empathy and reassurance took away my 

embarrassment. I felt cared for. I felt like a person, 

not an inconvenience” 

  

 

“.”  
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What do Australian healthcare 

consumers want?  

• Make life easier and more 

convenient for me 

• Let me take ownership 

and empower me 

• Include and respect me in 

the relationship  

• Keep me informed 

• Enable transparent access 

to my information 

• Give me the best care you 

can 

• Reduce my costs 

 





Why does consumer participation 

and empowerment matter? 



Accessible and 

Affordable Care 

Timely access to care 

based on need 

Well organised, without 

organisational or 

systemic  barriers 

Affordable for consumers  

Equitable access 

Coordinated and 

Comprehensive Care 

Linked care with good referral 

and feedback 

Integrated with supported 

     transitions across the 

system 

Availability of a range of 

services to multidisciplinary 

care  

Complete personally controlled 

health record  

Appropriate Care 

Meet the needs and preferences 

of individuals 

Evidence based with consumers 

engaged in research  

Treatment options, risks and 

benefits identified 

Safe and technically proficient 

with risks minimised  

Practitioner engages with  

consumers, families  and 

carers  to ensure 

understanding 

  Whole of person care 

Take account of consumers 

lives and personal values  

Emotional 

Physical 

Cultural, spiritual  and social 

factors  

Consider carers and support 

Address risk factors and all 

health problems  

Principles of 

Consumer –

Centred 

Health care  

Trust and Respect 

Provider asks about and 

understands concerns 

Transparent 

Accountable 

Timely and effective 

complaint resolution 

process 

Shared responsibility and 

decision making 

  

Informed Decision 

Making 

Access to right information at 

right time  

Information is clear and  

understandable  

Costs are clear 

Personal choice and right to 

refuse respected 

Informed and timely consent  

Consider carers and 

supporters  

Planning and 

Governance 

Partnership with consumers 

to ensure sustainability 

Consumers involved at all 

levels of planning, system 

design and service 

development 

Consumers involved in key 

governance structures  





National Safety and Quality Health 

Service Standards  

• Care aligned with expressed preferences 

and health care needs  

• Partnership with consumers  

• Version 2  greater emphasis on 

partnerships with consumers  

• Good consumer experience     safe and 

quality health care  
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Finding out about patient experience  

• Collecting stories using Real People Real 

Data  

•  Video stories  

• Feedback mechanisms e.g Patient 

Opinion 

• Patient experience websites 
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“Real People Real Data  

 

The aim is to equip consumer health advocates, 

health services and health policy makers with a 

relevant and practical tool that can assist them to 

gather, analyse and present consumer stories, and 

use this often overlooked evidence base to 

shape health decision-making.” 



Why gather stories? 

• Help build understanding and empathy for the consumer 

experience; 

• Document impact of the program – document gaps and 

issues in service delivery, barriers to better health outcomes;  

• A different kind of information to complement other 

evaluation methods – explain the ‘why’ behind the stats 

• Understand what matters to program users from their 

perspectives  

• Support participation and engagement of your service users 

in program development, advocacy and evaluation 

• Consumer stories tell your service’s story too  

• It can be empowering for people to tell their story… (but 

there are risks!) 

 





Conclusion 

• On the right track 

• The patient is a person and is the centre 

of care  
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