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The evolution of patient 
engagement



Average drop-out rate 
for late-stage trials

Source: Tufts Center for the Study of Drug Development, Impact Report, ”New 

global recruitment performance benchmarks yield mixed results”, Jan/Feb 2020

2012

15.3%
2019

19.1%

https://bit.ly/2XyCVZs

https://bit.ly/2XyCVZs


We’re not there yet…

Sources: EUPATI status update, December 2015. Jan Geissler

Dietrich et al., 2017, Therapeutic Innovation & Regulatory Science 51 (5)

👎1 of 14 sponsors surveyed received feedback from patients who declined to participate in a clinical study

👎10 of 14 sponsors surveyed didn’t ask for feedback about logistics during clinical studies 

👎0 of 14 sponsors surveyed had a consistent, company-wide process for asking feedback from clinical study 
participants 

👎3 of 14 sponsors surveyed received feedback after a clinical study ends

https://bit.ly/35C7fGV

https://bit.ly/35C7fGV


Are you measuring the patient experience at 
your site?



Tuskegee Syphilis Study 

1932-1972

Henrietta Lacks 1951

Bioethical standards 
established

National Coalition for Cancer 
Survivorship 1986

Organized advocacy 
groups

500+ articles using the term on 
PubMed 2008

Focus on patient 
centricity

Pfizer REMOTE Trial 2011

First fully decentralized 
trial

Transcelerate 2015

Patient journey defined

Lilly CoLAB 2016

Patient protocol 
simulations

Apple Heart Study 2017

Digital trial components

TrialScout 2018

Ratings and reviews

A timeline of developments  in 
patient engagement



The culture shift

Patient-centered 
roles

Ex: CPO – Chief Patient 
Officer

Realtime trial 
feedback

Study participant feedback 
questionnaire

Inclusive protocol 
development

Patient protocol 
engagement toolkit



Major breakthroughs 
through listening

✔️ Giving the patient voice a seat at the table

✔️ Designing protocols around patients

✔️ Medication delivery services

✔️ Virtual visits

✔️ Retention through engagement



Benefits of engagement

Identify sources of 

patient burden

What do patients really 
care about? 

Reduce participant 
dropout

Solve for patient burden before 
we lose patients

Increase trust and 
engagement

Asking for feedback 
increases engagement



The virtuous 
circle of patient 
engagement

Collect participant 
feedback

Determine sources 
of patient burden

Solve for sources of 
patient burden

Increase patient 
satisfaction

Better patient 
retention

Word of mouth 
patient referrals

Easier to recruit 
new patients



Patient engagement environment

Patient Communities Ratings and Reviews

Reimbursement AdvocatesTransportation

v v v

Trial Matching
Services



Future state

For Patients:

👑A ‘white glove’ experience when participating in clinical trials

🗣Better feedback loops with sites and sponsors

😇Increased sense of ownership and altruism with participation

For Sites, Investigators, and Sponsors:

⏭Faster patient recruitment

🥳Higher patient retention and adherence 

💰Reduced costs to bring new medicines to market



Breakout questions

1. Do you have a standard operating procedure for collecting patient feedback?

a. If yes, how do you utilize the feedback in a meaningful way?

2. Can you measure patient engagement? 

3. What tools have you found to be most helpful?

4. What engagement tools are missing, or would you like to see across trials? 


