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C
linical trial recruitment is a challenge across 
all diseases, leading to underpowered studies, 
increased trial costs, and, most significantly, 
delays in the development of therapies that 

patients and their loved ones need. Improving patient 
recruitment has been a long-time priority of The Michael 
J. Fox Foundation for Parkinson’s Research (MJFF). 
Through our experience supporting funded studies 
and sponsoring the large-scale Parkinson’s Progression 
Markers Initiative, we have come to understand that 
meeting enrollment goals requires that all stakehold-
ers—physicians, sponsors, funders, site personnel and 
patients—work together to raise awareness of the prob-
lem and implement strategies to increase research partici-
pation.

Raising awaReness and pRoviding 
action steps

Generating widespread awareness about the critical 
need for research volunteers and initiating patient inter-
est in clinical trials is, in our experience, a necessary first 
step toward addressing poor participation. Opportunities 
for research participation should be part of the dialogue 
a patient has with all groups connected to their disease, 
including physicians, advocacy organizations and health 
care associations. The patient community should be 
informed of the important role they play in finding dis-
ease cures and better treatments. Conversations and edu-
cational materials ought to include information on what 
it means to participate in research, the informed consent 
process, and regulatory and patient protections that gov-
ern research.1 

However, general knowledge is not enough to spur 
action. Patients and healthy controls need access to infor-
mation about specific, recruiting trials. Unless one is able 
to identify trials underway, find a participating site nearby 
and contact a research coordinator, awareness and educa-
tion will have a limited impact on recruitment. Further, 
it is important that study goals and eligibility criteria are 
presented in a clear and concise manner.2 Awareness and 
education efforts should always to include a clear “next 
step” a patient can take if they are interested in research 
participation.

RefeRRing volunteeRs and coRRecting 
misconceptions

Low awareness of the need for trial volunteers may stem 
from the fact that research opportunities are not part of 
the standard dialogue between a patient and treating phy-
sician. If a physician is not involved in clinical research him 
or herself, the likelihood that he or she will even broach 
the topic of trial participation with a patient is far dimin-
ished.3 These discussions as part of standard patient care 
are critical to heightening volunteer interest and conduct-
ing clinical studies. 

collaborating to 
improve patient 
participation in research
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Addressing common misconceptions about trial partici-
pation is also an important part of the physician-patient 
dialogue. An informal survey conducted in 2012 by MJFF 
of 832 Parkinson’s patients demonstrated some of these 
misbeliefs: 46 percent stated they believed that “patients in 
clinical trials are guinea pigs,” 32 percent believed that par-
ticipating in a trial meant exposure to experiments they did 
not agree to and 33 percent thought that participation in a 
trial would interfere with their usual care. Helping patients 
more accurately understand the clinical trial experience is, in 
our opinion, an important step in breaking down barriers to 
participation.  

collaBoRating on RecRuitment 
stRategies

Our experience has shown that one of the most cru-
cial steps in meeting recruitment goals is organizing a trial 
recruitment committee comprising coordinators, investiga-
tors and patients. Such a group serves to inform and moni-
tor recruitment strategy from the outset, and, if necessary, 
devise a rescue strategy if recruitment is not progressing well. 
This committee can be particularly valuable in contributing 
to recruitment materials and brainstorming new outreach 
mechanisms, particularly for multi-site studies. Committee 
members from different sites should report on and share 
identified “successes” through a regular check-ins, such as a 
monthly call. 

Once a trial recruiting infrastructure has been established, 
sites can then focus on converting “leads” to enrolled trial 
participants. Defining who should be referred for screening is 
an important starting point. MJFF found that distilling a few 
critical characteristics of the target population helps referring 
physicians and leaders in the disease community remember 
who to target. A simple summary rather than a full list of 
inclusion/exclusion criteria better enables those not directly 
involved in the study to refer individuals who may qualify for 
the trial. 

setting studies up foR success
MJFF supports clinical studies it funds with trial recruit-

ment expertise and resources. Those tactics informed 
the strategy around the Parkinson’s Progression Marker’s 
Initiative (PPMI), an MJFF-sponsored landmark biomarkers 
study of 400 early-stage Parkinson’s patients and 200 age- 
and gender-matched controls.

PPMI (www.ppmi-info.org/) launched in 2010 and met 
its recruitment goal in April 2013. On average, once a site 
was activated, it fulfilled its enrollment objectives within 26 
months. To address and help mitigate potential hurdles to 
enrollment, PPMI leadership established a recruitment com-
mittee of 14 site investigators and coordinators that met 

on a monthly basis. A patient committee was also estab-
lished to brainstorm and help evaluate recruitment ideas. 
Further, Parkinson’s patient and physician “salons” were 
organized near trial sites to educate communities on the 
study and the potential impact of identifying a Parkinson’s 
biomarker.

In an effort to reduce barriers and arm interested vol-
unteers with actionable steps toward participation, MJFF 
launched Fox Trial Finder (www.foxtrialfinder.org) in 2012. 
This online tool matches interested volunteers—patients and 
control volunteers—to Parkinson’s research studies based on 
geography, medical history and other variables. 

Fox Trial Finder has amassed a database of more than 
28,000 interested volunteers (76 percent Parkinson’s 
patients) and between 400 and 500 actively recruiting tri-
als. To date, nearly 500,000 matches have been generated 
between potential participants and recruiting trials and near-
ly 17,000 messages have been sent between interested poten-
tial participants and trial teams. Positive reactions from the 
Parkinson’s community to Fox Trial Finder have reinforced 
the notion that patients want to be engaged in research and 
see themselves as active and equal stakeholders in the clinical 
research arena. 

conclusions
Every constituent involved in clinical research—from phy-

sicians to study sponsors, clinical sites and advocacy groups, 
and research volunteers themselves—has a role to play in the 
recruitment process. We recognize that our experience with 
PPMI and Fox Trial Finder may not be wholly applicable to 
other diseases; rather our experiences provide a set of recom-
mendations for the research community to consider when 
thinking of recruitment strategies. We believe that ongoing 
research and the sharing of best practices and lessons learned 
across disease states will better equip the entire research 
community to address the challenge of timely research 
recruitment. n
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