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BACKGROUND DISCUSSION
Recruiting research participants (patients and caregivers) with experiences relevant to Figure 1. Example Facebook Invitation Post » Respondent characteristics were generally similar between those recruited via Facebook » Facebook was an efficient and effective means of recruiting patients with
rare diseases remains a challenge. Researchers often rely on patient registries, patient é versus non-Facebook (Table 1). hemophilia A and their caregivers.
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e * 59.5% of the US sample was white (race/ethnicity was asked only of US respondents). recruited b_V more t"?dltlonéﬂ means were similar, suggesting that Facebook has

e Cost N . " . o the potential to provide unbiased samples.

If you have hemophilia A or you have a child with hemophilia A, you are eligible to participate in a e Mean age of all respondents: 35.8 years (standard deviation [SD] — 8.3), similar to those
» Geographic dispersion of patients research study conducted by RTI Health Solutions, an international company providing consulting and - » Hemophilia organizations that posted study invitations on Facebook recruited a

ograp P onotrp research expertise to pharmaceutical, biotechnology, diagnostics and medical device companies. recruited th rOUgh more standard methods. op (i; g f 3 . _po . y hi (':1 do| h 00

* Adequate sample sizes greater number of study participants using this methodology than more

This brief Web-based survey will take about 10 minutes to complete. Upon completion of the o . traditional recruiting strategies.
Patients with rare diseases and those who care for them often seek answers to medical questionnaire you will be directed to a close out screen at the end of the survey providing you Table 1. Respondent Characteristics by Recruitment Mode (N = 101)

questions and support for medical conditions on the Internet. Social media sites. such instructions on how to obtain a $50 reward card. RTI will never have access to anyone’s personal
0 I

information. . Non-Facebook | Facebook | Total Sample
as Facebook, have been used as forums to connect patients and caregivers. Such SEIEETEIE ‘ (n=43) ‘ (n =58) (N =101) CONCLUSIONS
forums provide an opportunity for study coordinators to connect with patients and Ec'jzi:nnoiﬁ] E'fat the survey is only available in English. To take the survey, please click on the Respondent type n (%) _ _ _ _ _
caregivers communicating about the same disease. Facebook pages could allow study g Caregivers 26 (60.5) 12 (72.4) * Patients with rare diseases and those who care for them often connect via social
coordinators to recruit a geographically diverse set of participants for many types of Patients 17 (39.5) 16 (27.6) media sites in search of information and support.
health-related studies, especially hard-to-reach populations. This method also allows . | Sex (derived), n (%) e Studies on rare diseases are often underfunded, and Facebook and other social
researchers to potentia”y recruit patient/caregivel‘ groups QU|Ck|y and inexpenSively. Like - Comment * Share Male 29 (51 2) 23 (39 7) 45 (44 6) media sites may be IOW‘COSt recruitment resources.
However, social media is still a relatively novel communication medium, and little is : : : . . . .. i
: LI . . : : Female 21(48.8) 35 (60.3) 56 (55.4) * This real-world study emphasizes the value of social media in study recruitment
known about the use of social media in recruiting populations with rare medical T .o . . . i
conditions RESULTS Age of patient in years and indicates that it can be an efficient means of reaching large numbers of
' n, mean (SD) 17,35.2(13.0) | 16,32.5(11.5) potential respondents.
The Situation * 145 individuals responded to survey invitations, and 101 (70%) completed Median 31.0 30.0 .

Further research should compare Facebook and non-Facebook patient

* 81% of US adults use the Internet as of September 2012’ the questionnaire. Range 18.0-56.0 18.0-58.0 populations to understand possible sampling bias.
* 80% of Canadians (aged 16 years and older) use the Internet as of 20102 — 44 respondents did not complete the questionnaire for various reasons: Age of caregiver in years
ineligible (n = 19), responded to invitation but never opened the n, mean (SD) 26, 40.0 (9.1) 42, 37.1(6.4)

® 20% of l;S aZ%l:IlI;slnternet users look for health/medical information online as of questionnaire (n = 10), and started but did not Comp|ete the Screening Median 42.0 35.5 REFERENCES
eptember i _ : : _
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College or university

* Facebook is already being used as a forum to connect patients.® @ 30 _ www.pewinternet.org/Static-Pages/Trend-Data-(Adults)/Online-Activites-Total.aspx.
; . Graduate or professional 4(9.3) 4(6.9) 8(7.9) Accessed March 25 2013
— Patients share personal experiences 6 . 7 :
— Ask questions and receive feedback from each other 70 Employment status, n (%) 4. Pew Internet & American Life Project. Coming and going on Facebook. February 5, 2013.
. Employed 24 (55.8) 28 (48.3) 52 (51.5) Available at: http://www.pewinternet.org/Reports/2013/Coming-and-going-on-facebook/
* The use of other social media sites has been successful in recruiting patients’ g 60" Self-employed 4(9.3) 5(8.6) 9(8.9) Key-Findings.aspx. Accessed March 25, 2013.
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OBJECTIVE E 20+ 19 ?ED = general equivalency diploma. _ 7. Tweet M, Gulati R, Aase L, Hayes S. Spontaneous coronary artery dissection: a disease-
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* The purpose of this study was to describe our experiences with Facebook as a mode 10 -
of recruitment for patients and caregivers of children with hemophilia A. . * The organization that did not post a study advertisement on Facebook recruited the fewest
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* This study is part of a cross-sectional study developed to better understand patient * More than half of the completed questionnaires were from respondents Figure 4. Method of Recruitment by Organization RTI Health Soluti RTI Health Soluti
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* Patients and caregivers were recruited via three hemophilia organizations: Figure 3. Mode of Recruitment - tFa}?eb%Okpaged Research Triangle Park, NC 27709 Research Triangle Park, NC 27709
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- An East Coast US state hemophilia organization = 704 : i : . .
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* Patients and caregivers were invited to complete a Web-based questionnaire via: Non-Facebook Facebook s 501 o L [ Facebook Presented at: ISPOR 18th Annual International Meeting
. o . e e 42.57% 57.43% w  40- 22,
- Postings on each organization’s Web site and/or e-mail invitations sent to each ° ° ° May 18-22, 2013 .
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- Advertisements about the study on two organizations’ Facebook pages (a Central US 0 .
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