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Creating a Patient-Centric Clinical 
Trials Experience
By Rick Rohrbach

Clinical trials bridge the gap between 
a concept in a lab and lifesaving 
drugs and therapeutics being 
available to the masses. Without 
them, medical advances cannot be 
made. Yet, participating in a clinical 
trial is not always easy or enjoyable 
for patients. They often undergo more 
frequent or longer treatment visits 
and risk insurance claims denials 
due to improper coding. As a result, 
recruitment and retention of patients is 
a significant challenge.

By creating a patient-centric clinical trial experience 
that reduces the barriers facing participants, research 
institutions can increase participation and ultimately 
bring medical advances to the public sooner. 

Huron surveyed over 25 leading research institutions 
to gain a better understanding of their current and 

planned practices for improving the participant 
experience. The survey discussed the four main 
stages of engagement for clinical trials participants:

•	 Awareness
•	 Recruitment
•	 Retention
•	 Follow up

Huron found that 80 percent of respondents are 
actively working to improve the experience for those 
participating in clinical research studies and more 
than 90 percent are planning to implement new 
policies in the next three years to become a “more 
subject-friendly research site.”

AWARENESS

To what extent is your institution actively working to 
improve the patient experience in your clinical research 
programs?

Not at all involved

Minimal involvement

Moderate 
Involvement

Strong Involvement

39%
19%

42%

Source: Huron Insights Institute survey of 26 leading clinical research 
institutions (October - November, 2017)

It is not enough to make 
incremental improvements 
to the participant experience
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AWARENESS

Do you anticipate your institution will adopt policies to 
become a more subject-friendly research site in the next 
3 years? ness

Yes

No

8%

92%

Source: Huron Insights Institute survey of 26 leading clinical research 
institutions (October - November, 2017)

It’s not enough to make incremental improvements 
to the participant experience, instead institutions 
must fundamentally shift the way they design the 
experience. They must begin to view participants 
as consumers and design consumer-centric 
research models that make all aspects of clinical trial 
participation easy and convenient. Creating a better 
experience for participants will also make it is easier 
for investigators to recruit into studies.

Stage 1: Awareness
Participant enrollment remains one of the most 
significant challenges for clinical research sites. Of 
the trials registered in ClinicalTrials.gov that were 
closed or terminated in 2011, 19 percent  failed to 
meet accrual goals (e.g., 85 percent of expected 
enrollment) or were terminated early due to 
insufficient accrual. This is not surprising considering 
that 50 percent of Americans are not  aware of 
clinical trials.

To address this problem, many institutions 
Huron surveyed are taking steps to improve their 
recruitment rates. 60 percent reported moderate 
to strong involvement in cultivating relationships 
with participant advocacy groups. Leaders are also 
planning to improve community engagement and 
conduct more locally relevant research.

In addition to cultivating relationships with these 
stakeholders, research institutions should leverage 
participant data in the same way that retailers 
leverage customer data. Customer data is easily 
accessible to retailers, allowing them to use 
data to target potential and existing customers 
with customized advertisements, product 
recommendations and more. While clinical trials 
have regulations that make enrollment more 
complex than buying most products, participant 
data that is easily accessible could be used to 
identify potential study participants, create targeted 
advertising campaigns and email individuals with 
recommended trials. These advertising efforts will 
increase awareness of trials, making it easier for 
interested individuals to find trials to participate in.

AWARENESS

How involved is your institution in cultivating 
relationships with patient advocacy groups?

Not at all involved

Minimal involvement

Moderate 
Involvement

Strong Involvement35%

38%
23%

4%

Source: Huron Insights Institute survey of 26 leading clinical research 
institutions (October - November, 2017)

Stage 2: Recruitment
Consumers want their buying experience to be easy, 
efficient and pleasant. Clinical trials enrollment is 
often anything but.

Participants are more likely to become engaged in 
research if research sites write recruitment materials 
in lay person’s terms, utilize images that reflect 
participant diversity, clearly explain how research is 
used and solicit participant feedback on forms and 
processes. Yet fewer than one in five research sites 
surveyed obtain regular participant feedback on 
informed consent documents and many researchers 
struggle with how to approach participants.

https://clinicaltrials.gov/
https://www.ncbi.nlm.nih.gov/pubmed/25475878
https://www.ncbi.nlm.nih.gov/pubmed/25475878
https://www.clinicalleader.com/doc/survey-of-americans-not-aware-of-clinical-trials-0001
https://www.clinicalleader.com/doc/survey-of-americans-not-aware-of-clinical-trials-0001
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“I spend a lot of time asking researchers and 
coordinators not to use the word ‘subject’ when 
referring to study participants,” said one survey 
participant. “Research participants do not like  
that term.”

UMHealthResearch is a University of Michigan 
website that makes clinical trial enrollment feel more 
like purchasing a product than enrolling in a clinical 
trial. The website uses simple language to demystify 
clinical trials and clinical trial descriptions are written 
in lay language. Individuals can browse clinical trials, 
ask questions and request to enroll. They can also 
share their health data via a secure portal and receive 
an email listing clinical trials that they may qualify 
for. By thinking about the participant experience 
like retailers think about the consumer experience, 
UMHealthResearch has made enrollment simple 
which is also making it easier for investigators to 
recruit participants.

RECRUITMENT

How frequently are patients involved in providing 
feedback on the user-friendliness of informed consent 
forms?

Never

Rarely

Occasionally

Regularly

58%

19%

23%

Source: Huron Insights Institute survey of 26 leading clinical research 
institutions (October - November, 2017)

Patient Recruitment
ALIGN RECRUITMENT ACTIVITY WITH PATIENT TRIAL-SEEKING BEHAVIORS

1. DERMATOLOGY 2.  PSYCHIATRY/
PSYCHOLOGY

3. ONCOLOGY 4. SLEEP 5.  CARDIOLOGY/
VASCULAR DISEASES

Methods used to search for clinical trials

Top 5 most searched therapeutic areas 

Internet resources most used by your 
patients for clinical trials information

Email

Phone

In-person visit

Mail

38% Major Search Engines

14% Disease-Specific Health Association Sites

Preferred method to contact research 
centers to participate in a clinical trial

11% Referrals From Family/Friends

CenterWatch.com

ClinicalTrials.gov

Other

Health Association websites

Other government websites

Pharmaceutical company websites
10% Referrals From Physician/Nurse

10% Newspapers

9% Other

8% Social Media

32.74%
29.19%

59%

10.73%

37%

10.66%

3%

1%

9.02%

7.66%

The CenterWatch Monthly, August 2015; 2014-15 Clinical Trials Data Library; CenterWatch Search Results, 2015

https://umhealthresearch.org/
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Stage 3: Retention
Once institutions recruit participants into trials, 
they must contend with the risk of participants 
dropping out. Clinical trials have a dropout rate  of 30 
percent. Retention hinges on participants having a 
positive, convenient study experience. Research sites 
often overlook this critical aspect of the participant 
experience. Less than five percent have services to 
help participants manage trial commitments with 
their jobs and less than one- third of respondents 
provide special services to support the families of 
participants (e.g., lounges, meals, accommodations 
for overnight stays, etc.). As a result, the level of 
participant satisfaction attributed to clinical trials 
is comparable to industries with some of the worst 
customer satisfaction rates including internet service 
providers, utility companies and health insurers.

By focusing on the participant experience rather 
than just the trial itself, sites can keep participants 
engaged throughout the research process. Ikea sells 
home goods, but it also sells a customer experience. 
Their stores have similar layouts that were designed 
with the consumer in mind. They offer supervised 
children’s play areas, food courts, an app to help 
customers navigate the store, and an engaging 
layout that encourages consumers to browse and 
delivery services. Like Ikea, institutions should think 
about how to eliminate barriers to participation by 
making participation as simple as possible.

Tapping into technology can also simplify clinical 
trial participation. Apple and Stanford Medicine are 
recruiting participants into a trial to see if the Apple 
Watch can detect atrial fibrillation. Participants 
simply wear the watch and their data is collected. For 
participants, this is a better experience that offers 
minimal disruption to their daily routines.

RECRUITMENT

What types of services and support does your institution 
offer to the families of study participants? Vouchers for 
parking.

Does your institution provide outreach to patient 
employers to help patients manage clinical trial 
commitments with work?

Yes

No

38%
62%

Yes

No

4%

96%

Does your institution offer on-site childcare for study 
participants?

What types of services and support does your institution 
offer to the families of study participants? Special on-site 
facilities

Yes

No
100%

Yes

No

31%

69%

Source: Huron Insights Institute survey of 26 leading clinical research institutions (October - November, 2017)

https://bmchealthservres.biomedcentral.com/track/pdf/10.1186/s12913-017-2090-x?site=bmchealthservres.biomedcentral.com
https://bmchealthservres.biomedcentral.com/track/pdf/10.1186/s12913-017-2090-x?site=bmchealthservres.biomedcentral.com
http://med.stanford.edu/appleheartstudy.html
http://med.stanford.edu/appleheartstudy.html
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Stage 4: Referrals
In one study, 97 percent of clinical trial participants 
said they would definitely or probably recommend 
a clinical trial to a friend or relative. However, only 20 
percent of the institutions surveyed by Huron regularly 
or always provide materials for trial participants to 
distribute to friends, family and colleagues and just 
46 percent of institutions communicate to study 
participants about final study results.

While those who participate are happy they did 
so, only 40 percent of Americans have a positive  
impression of clinical trials. By continuing to engage 
with participants, institutions can begin to create 
life-long relationships with these consumers and 
build a positive image within the community. Much 
like retailers have tapped into bloggers as brand 
ambassadors to establish credibility of their brand, 
clinical trials participants can be the same for 
institutions. These individuals can help bring in new 
participants by sharing their stories while continuing 
to participate in clinical trials.

Put the Patient First
Recruitment and retention remain significant 
challenges for research institutions that must be 
addressed. By treating participants like consumers 
and putting them at the center of all aspects of 
research, institutions can overcome these obstacles 
and transform the clinical trial experience to one that 
is simple and user friendly, speeding up the rate at 
which lifesaving cures are made.

POST-STUDY REFERRALS

What processes does your institution have in place to 
solicit feedback from study subjects at the end of the 
trial? No processes. We do not solicit feedback from 
study subjects.

Yes

No
54%46%

How does your organization provide communication 
to study participants about final study results? Do not 
communicate.

Yes

No
54%46%

How frequently does your institution provide materials 
for trial subjects to distribute to friends, family, and 
colleagues to share their clinical trial experience and 
encourage others to participate in research studies?

Never

Occasionally

Regularly

Always

46%

13%
8%

33%

Source: Huron Insights Institute survey of 26 leading clinical research 
institutions (October - November, 2017)

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC4854260/
https://www.sciencedaily.com/releases/2016/05/160523105038.htm
https://www.sciencedaily.com/releases/2016/05/160523105038.htm
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To accelerate medical discoveries, research 
institutions must:

Think differently.

Shift your mindset around those participating 
in clinical trials from one of research subjects to 
consumers.

Plan differently.

Consider ways to create a more consumer- 
centric experience through all stages of 
clinical trials.

Act differently.

Invest in services and implement procedural 
changes to transform the research experience.

Key Takeaways


