
Session Two:
Medicines Matter to the Community
The greatest good for the greatest number of people at the lowest cost, versus “personalized 
healthcare” where the treatment may be based on an individual genetic profile. How does 
the community engage in advocacy for treatments that may treat a minority of patients but 
the benefits are far reaching or curative? What about ethical dilemmas?
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Having a voice in healthcare decision making



Living with my disease is not your expertise. 





In study data, efficacy of a medicine 
(in this case a genetic modulator 

therapy) using a traditional end point 
might look like this.



However patient input might demonstrate that impact of the medicine was 
actually this…

Without including patients in the conversation the complete picture 
may not be represented. 

Before 
treatmen
t

After 
treatme
nt 



Prioritisation

Phase 1

Clinical 
trials

Regulation, 
HTA 

reimbursement

Post-market 
surveillance

Access 
agreements

unmet needs

appropriate 
comparators

wider impacts 
(short & long 

term)

consequences 
of starting & 

stopping rules

the ‘other’ 
patients

trade-offs 
we’d make

variation in 
healthcare 
provision

outcomes 
that matter

consequences 
of symptoms

assumptions 
you don’t 

know you’re 
making

why your 
assumptions are 

wrong



Building an engaged community takes time 
& a track record of success. Creating a 
dialogue that shares problems, identifies 
limitations & embraces innovative 
solutions is essential & requires courage.

Jonathan Q Tritter 
Revolution or evolution: The challenges of conceptualizing patient 
& public involvement in a consumerist world. Health Expectations, 

Sept 2009



contact@patientvoiceinitiative.org.au

www.patientvoiceinitiative.org

www.facebook.com/patientvoiceinitative


