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Medicines Matter to the Patient 

Sharon Winton
CEO Lymphoma Australia

Disclosure – I work and advocate for patients



Globally patients are 
connected

• Technology has changed the patient 
experience

• Australian patients can be educated and 
motivated to seek clinical trials and 
compassionate access

• Need to acknowledge and embrace that 
patients can be experts for their disease  



The face of reality 
A Patient Journey – incredibly sad, 

the reason for change. 



UNLICENSED / unapproved LICENSED 

  Private Import

EARLY ACCESS MANAGED ACCESS

Clinical Trials

Regulatory Approval
Funding 

Recommendation 
(PBAC)

PBS 
Listing

Clinical Practice

ARTG: devices, 
diagnostics, 

interventions

Funding 
Recommendation 

(MSAC)

MBS 
listing

Priority Pathway  

Provisional pathway

Clinical Trial Clinical Trial Extended Access (if available)

  SAS: Cat A, Cat B

  Authorised Prescribers

SAS: Cat A, Cat B, emergency

AUTHORISED PRESCRIBERS

PRIVATE IMPORT

Product Familiarisation Program

PRIVATE MARKET SALES

PUT PATIENTS AT THE CENTRE OF HEALTHCARE PUT PATIENTS AT THE CENTRE OF HEALTHCARE 

HCO Challenge
You can’t create change if you don’t understand the process – be an 

educated and professional voice



PUT PATIENTS AT THE CENTRE OF HEALTHCARE Working Together 
Working Together 

Working Together 

Australia is unique

Where is the low hanging fruit ?

Bring submissions to Australia earlier and extend lives – example follicular lymphoma

Use the data and evidence to give treatments that will work and not what is available on the shelf

The facilitated and expedited listing process in 2020 ?

New pathways – combination therapies 

Single national front door for clinical trials 

Data capture of outcomes of all access arrangements 

A commitment that health savings go back to health 



Ensure regulatory process meet patients need for equitable 
early access and prevents inappropriate access 

HCO OPPORTUNITIES 

Very connected to patients and carers

What matters to specific cohorts of patients can be 
identified by HCO’s  (collection of data)

HCO’s can provide accurate patient friendly 
information

HCO’s can change outcomes if they have the 
information and tools

Have the power to advocate for a group of patients 
and together

HCO CHALLENGES 

Identifying and reporting on valuable data  

Platforms to collect data ?

Being an equal stakeholder for treatment information

Actioning change for equal access

Patients receiving the wrong treatment  

Understanding the regulatory/reimbursement 
processes

Put Patients at the Centre of Healthcare 



PUT PATIENTS AT THE CENTRE OF HEALTHCARE Working Together 
Working Together 

Working Together 

Data initiates change in the real world

Without data we are just another person with an opinion

Need the evidence for ‘good’ and ‘bad’  

Include patient reported outcomes

How do we demonstrate evidence to support systemic change and policy reform 

Review and update HTA to be fit for purpose in 2020

Data is not the end 
It is the beginning of identifying needs, improving services and making a difference for patients in real 
world time.  



THANK YOU ! 
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