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The AllStripes global research platform is designed for rare disease research. Through this platform, patients and their 
caregivers can contribute to research by sharing their medical records and/or completing other research activities from 
home, with the aim of accelerating drug development. With AllStripes, patients have the ability to unlock their information 
from various healthcare facilities and have a personal impact on research in their condition (Figure 1).

.

Using social media platforms to identify and recruit potential research participants is an important component of the 
AllStripes research program. The widespread adoption of social media allows for a wider reach, and recruitment methods 
utilizing social media are potentially more efficient and economical than traditional recruitment methods. They allow users to 
engage with recruitment messaging by sharing and liking posts, thereby further increasing reach. Social media methods are 
also flexible and allow researchers to evaluate the efficacy of recruitment efforts more easily.

Importantly, social media recruitment may enable researchers to access hard-to-reach populations, like those with rare 
diseases. Traditional recruitment methods for rare disease studies have been found to be less effective given the low number 
of patients in these populations. Social media grants patients with similar diseases the opportunity to cluster virtually online, 
thereby mitigating some of the difficulties faced by traditional recruitment methods.

However, the opportunities afforded by social media recruitment do not negate the need to apply standard ethical principles 
to their use. One framework for doing so is to take a non-exceptionalist approach—that is, to consider social media 
recruitment through the same lens as more traditional recruitment methods. In this approach each form of social 
media–based recruitment has an offline equivalent (e.g., a recruitment post in a Facebook group for cancer patients is 
equivalent to a flyer posted on a bulletin board in a clinic), which allows us to apply a well-established ethical framework to a 
relatively new mechanism for recruitment.

There are two primary ethical concerns raised by social media recruitment: privacy and transparency. Respect for privacy 
refers to an individual’s expectation that information on social media will not be used for research purposes. Given the 
seemingly public nature of social media and a general lack of understanding in how to manage privacy settings, it is often 
difficult for researchers and institutional review boards (IRBs) to develop reasonable risk-mitigation strategies to respect the 
right to privacy in social media recruitment.  

Transparency obligates researchers to be honest and forthright in their use of social media for recruitment. That means that 
they should seek permission before joining any condition groups, rather than fabricating an identity to gain access. Similarly, 
they should disclose their presence on social media when engaging in recruitment activities even though they could very 
easily gather information without such disclosure. However, as is the case for privacy concerns, the strategies for maintaining 
transparency may vary depending on whether the site may be reasonably viewed as a public or private space. As a result of 
these challenges, human research protection programs (HRPPs) have accepted social media as an important recruitment 
tool but continue to have reservations about its use. To address these concerns, we developed a pilot project with the aim of 
applying a non-exceptionalist approach to a recruitment project for myasthenia gravis using social media.

  Methods

  Results  Background

There are limitations to our approach. First, feedback gathered was informal, anecdotal and gathered for only one condition. 
This may make it difficult to generalize broadly. Second, we did not follow up with individuals who never responded to our 
initial request. They may have had more critical feedback to this approach. Finally, our research is conducted through an 
internet-based platform. We did not explore preferences or likelihood of participation in research that was not conducted 
online. 
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We began our pilot with a literature review to characterize challenges in rare disease recruitment. We specifically compared 
the ethical considerations and risk:benefit analysis for traditional (offline) recruitment methods to those of social media 
recruitment to determine whether a non-exceptionalist approach is appropriate. We then developed an internal framework 
to guide social media recruitment and implemented the framework on a pilot basis. Finally, we gathered informal feedback 
from potential participants on our recruitment methods. 

Our literature review supports the concern that traditional recruitment methods are less effective in rare disease research than other conditions. 
Failure to recruit is also one of the leading reasons for trial non-completion in rare diseases. Social media is gaining traction among rare disease 
communities as it allows patients and caregivers the ability to come together virtually through online platforms. Because of this development, 
the ability to recruit directly through online platforms may mitigate some of the challenges faced by offline recruitment methods. When 
comparing the ethical considerations of offline and online recruitment methods, adopting a non-exceptionalist approach allows researchers 
and IRBs to apply the Belmont principles equivalently. Finding analogous offline approaches can also illuminate the most relevant ethical 
concerns related to these new methods.

   Recruitment Framework

Using a non-exceptionalist approach, we developed an internal framework to guide social media recruitment, which involved identifying 
potential participants through their public Instagram accounts (via hashtag use) and contacting them about the opportunity to participate in 
research. To address privacy concerns (which we identified as somewhat analogous to “cold calling”), we developed a standard by which we 
could reasonably assume that the individual may be interested in being contacted about research. Specifically, our team would verify at least 
one of the following about the individual’s public Instagram account:
● The individual has posted at least three times cataloguing their journey with the use of relevant hashtags (Figure 2)
● The individual is connected to related advocacy accounts through “followed by/following” function; OR
● The individual actively posts about research & related programming specific to the rare disease under study

Once identified, the potential participant would be contacted via Instagram Direct Message. The initial message would include only 
IRB-approved language. If a potential participant replied with questions, the study team member could respond appropriately. The offline 
equivalent to the follow-up responses would be a phone call between a researcher and a potential participant who reached out inquiring about 
a research opportunity.

   Pilot for Myasthenia Gravis Recruitment

We implemented this framework in a pilot recruitment project for the AllStripes myasthenia gravis research program. As we interacted with 
potential participants, we gathered informal feedback from them on our recruitment methods. The pilot project was approved by the WCG IRB.

We sent direct recruitment messages to 40 public Instagram accounts that all met the criteria outlined in the recruitment framework. Of the 40 
messages sent, 23 (58%) were viewed. We monitored responses from these accounts to collect informal feedback. Of the 23 messages viewed, a 
total of 13 feedback responses (57%) were received, all of which were positive (Figure 3), and led to 4 completed enrollments (17%). In all, 10% of 
the individuals that received messages successfully enrolled (Figure 4).

Results from our pilot demonstrated that taking a non-exceptionalist approach to social media recruitment could improve 
recruitment outcomes while still maintaining the same ethical standards of comparable offline methods. Potential 
participants did not raise concerns about their privacy or a lack of understanding about why they had been contacted, which 
points to the effectiveness of the recruitment framework. Future study will be required to fully understand the effectiveness of 
the framework, but the pilot results indicate a general comfort among potential participants who had been recruited via 
Instagram.

Further, the non-exceptionalist approach allows IRBs to apply ethical standards consistently, while providing researchers the 
ability to be creative and flexible in reaching hard-to-recruit populations. Applying a non-exceptionalist approach in 
developing our framework gave the IRB a familiar context in which to assess the recruitment methods in our pilot project. 
Future research should gather more structured feedback on this approach from the rare disease communities of interest and 
a variety of IRB professionals and IRB members to draw generalizable conclusions about the acceptability of our approach.

Allowing researchers to be flexible and creative in recruitment approaches is important because rare disease research 
presents greater challenges in addressing issues of justice. Flexible recruitment approaches allow us to balance justice 
considerations with respect for persons. Future research should focus on expanding this approach to additional communities 
and obtaining more direct feedback.
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#myasthenia

#ihaveheardofmg #mgfa#mgcantstopme

#mgwarrior #myastheniagraviswarrior #mgstrong

#mg#myastheniagravis 

Figure 2: Sample hashtags from the myasthenia gravis (MG) recruitment pilot
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Figure 4: Feedback results from the 40 public instagram accounts targeted in the myasthenia gravis recruitment pilot
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Figure 1: AllStripes Research Platform

Figure 3: Sample feedback from the myasthenia gravis recruitment pilot

● “I really like what you’re doing. And I just signed up and I’ll keep looking into your data[.] [T]hank you so much. If you need 
anything from me let me know[.]”

● “This sounds amazing. I’m going to read over the website you shared. I really appreciate you sharing with me[.]”
● “Wow, this sounds SO amazing! Thank you for working so hard for those with myasthenia!! I'll definitely check it out!”
● “Hi. Thanks for reaching out. Sounds very interesting and I will follow the link to learn more. Should I have questions I will 

definitely ask.” ”“


