Evaluation of Recruitment Strategies
for Web-based Genetic Studies

23andMe

E.M. Drabant?, K.E. Barnholt!, C. Dijamco?, J.Y. Tung?!, A.K. Kiefer?!, J.L. Mountain®, A. Woijcicki’.

123andMe, Inc., Mountain View, CA

INtroduction

Recruitment into research trials can be difficult, and many
studies fail to meet their recruitment targets’2. While many
of the hundreds of web-based genetic studies conducted by
23andMe’s research arm rely solely on recruitment from the
natural growth of the customer database through 23andMe’s
Personal Genome Service®34, for a few studies 23andMe
actively recruits individuals who meet particular inclusion
criteria. Two examples are 23andMe’s Parkinson’s disease
and sarcoma studies. Recruitment of participants for these
studies is conducted via a number of strategies. We
evaluated our recruitment strategies by reviewing the
c%anges iIn enroliment rate in response to each type of
efrort.
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Figure 1. Channels used to recruit people with Parkinson’s,
including placing ads (e.g., google.com,), attending
disease-focused events (e.g., 5k walk), doctor-to-patient
referrals, press attention in news and magazine articles,
word-of-mouth referral at Parkinson’s support groups, and
targeted email/newsletter campaigns through advocacy
partnerships including The Michael J. Fox Foundation, The
Parkinson’s Institute and National Parkinson Foundation.
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Figure 2. Channels used to recruit people with sarcoma,
iIncluding press attention in news and magazine articles,
doctor-to-patient referrals, placing ads (e.g., google.com),
word-of-mouth referral from friends, family and sarcoma
support groups, posts on social networking sites like
Facebook, and targeted email/newsletter campaigns
through advocacy partnerships including Sarcoma Alliance
and ACOR.
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Results

The recruitment strategies that have been most successful
iInclude paper-based mailings from advocacy organizations
such as The Michael J. Fox Foundation, and email and
website campaigns conducted by advocacy organizations
such as Sarcoma Alliance. Grass-roots efforts led by
23andMe members affected with the disease in question
have been a significant source of recruitment through online
support groups and blog posts. Both studies have garnered
attention in the press, which has enhanced enroliment to
some extent. The strategies that have been least successful
include attending and sponsoring disease-focused events,
listing the study on www.clinicaltrials.gov, and speaking to
disease-focused support groups (see Figures 1 and 2).
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Figure 3. Growth of the Parkinson’s research community
from launch in April 2009 to September 2011. Currently,

5,850 people with Parkinson’s are enrolled.

Figure 4. Global demographics of Parkinson’s participants,

who come from 26 countries (shaded in green)

Conclusion

The combined set of recruitment channels has resulted in
rapid recruitment for both studies. In the two months after
the Parkinson’s study was launched, more than 2,000
people with Parkinson’s enrolled®. Two years later, the study
includes 5,850 people with Parkinson’s, the largest single
cohort of people with Parkinson’s to date®. Since the
sarcoma study was launched in April 2010, 23andMe has
enrolled 665 people with sarcoma, again, the largest cohort
of its kind. Web-based genetic studies allow for global
recruitment and require no participant travel. However, such
studies do require participants to have Internet access and
to navigate the Internet. These requirements are likely
correlated with the relative success rates of the recruiting
strategies in that individuals who learn of the study via the
Internet or email are likely to successfully navigate the
recruitment and participation process. Understanding which
strategies are most effective for recruitment of web-based
genetic research will inform future efforts to engage
participants and develop large cohorts for research covering
a variety of diseases and conditions.

Phenotype Survey Completion

[EEN
(o]

[EY
(o))

[y
o
]

[EY
N
I

[EE
o
I

0o

Average # Surveys Taken

Parkinson's Participant Sarcoma Participant General Customer

Figure 5. Survey completion by research community
participants as compared to general customers in the
23andMe database. Research community participants are
encouraged to take a disease-specific survey (i.e.
Parkinson’s or sarcoma background survey), and are free
to take any of the 23andMe surveys, which cover a variety
of topics. Survey completion is voluntary and does not
result in compensation.

Acknowledgments

We thank the individuals with Parkinson’s and sarcoma for
their support and time spent contributing to this research. We
also thank the other 23andMe customers who have consented
to participate in research. Without their enthusiasm, there
would be no research. We also thank our advocacy partners
who have been invaluable resources for this research,
including The Michael J. Fox Foundation, The Parkinson’s
Institute, National Parkinson Foundation, Parkinson’s
Association of San Diego, Northwest Parkinson’s Foundation,
The Cure Parkinson’s Trust, and Parkinson’s UK. We also
thank Sarcoma Alliance, Beat Sarcoma, ACOR, Sarcoma
Foundation of America, and Sarcoma UK.

J.M. Watson, D.J. Torgerson. Increasing recruitment to randomised trials: a review of randomised controlled trials. BMC Medical Research Methodology 2006 6(34).
S.E. Foster, L. Jones, J.M. Saxton, D.J. Flower, G. Goulds, H.J. Powers, S.G. Parker, A.G. Pockley, E.A. Williams. Recruiting older people to a randomised controlled dietary intervention trial — how hard can it be?

3. N. Eriksson, J.M. Macpherson, J.Y. Tung, L.S. Hon, B. Naughton, S. Saxonov, L. Avey, A. Wojcicki, |. Pe’er, J.L. Mountain. Web-based, participant-driven studies yield novel genetic associations for common ftraits.

PLoS Genetics 2010 6(6): e1000998.

4. J.Y. Tung, C.B. Do, D.A. Hinds, A.K. Kiefer, J.M. Macpherson, A.B. Chowdry, U. Francke, B.T. Naughton, J.L. Mountain, A. Wojcicki, N. Eriksson. Efficient replication of over 180 genetic associations with self-reported

medical data. PLoS One 2011 6(8): e23473.

o O

Goetz, Thomas. “Sergey Brin’s Search for a Parkinson’s Cure.” Wired Magazine 22 June 2010.
C.B. Do, J.Y. Tung, E. Dorfman, A.K. Kiefer, E.M. Drabant, U. Francke, J.L. Mountain, S.M. Goldman, C.M. Tanner, J.W. Langston, A. Wojcicki, N. Eriksson. Web-based genome-wide association study identifies two

novel loci and a substantial genetic component for Parkinson’s disease. PLoS Genetics 2011 7(6): e1002141.



