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Guidance for Transplant Hospitals on Transplant
Candidate Use of Social Media to Find Living
Donors

Purpose of this Guidance

Transplant hospitals face challenges in how best to guide patients on the appropriate use of social media
with concerns about how best to assess the motivations and relationships of living donors identified
through social media campaigns. It can be challenging to manage increasingly popular social media
campaigns with existing resources. Additionally, some hospitals worry about furthering disparities by
encouraging social media use when not all patients have equal access to the requisite resources. This
paper seeks to uniformly guide all transplant hospitals on the safe and effective use of social media
campaigns with the goal of increasing the overall number of transplants.

Background

Living donor transplantation can offer patients with end-stage kidney or liver disease increased access to
organ transplant and better outcomes than deceased donor transplantation.>*3 A barrier to living donor
transplantation is the ability of patients to identify possible donors. Challenges in identifying a living
donor often stem from inadequate knowledge of the benefits, risks, and opportunities of living organ
donation and transplantation across a patient’s family, social networks, and the community in general.
Patient and family education followed by messaging to those networks increases the likelihood of
finding a living donor. Historically, patients communicated their need for a living donor through personal
connections, announcements at work or church, billboards, flyers, signs on cars, newspaper ads, etc. In
recent years, social media platforms have emerged as a potentially far-reaching and effective way to
share information about a patient’s need for a living organ donor.

While the use of social media to message a patient’s need for a living donor can be an effective
communication tool to reach people who may be interested in donating, it requires attention to online
privacy, safety, and legal requirements associated with living donation. It also requires serious effort to
minimize disparities and disadvantages to those with low access to or knowledge about the effective use
of this communication technology. Transplant hospitals face challenges in guiding patients on the
appropriate use of social media and how to effectively evaluate the sudden influx of potential living
donors that volunteer due to an effective social media campaign.
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What Is Social Media?

Social media describes internet-based applications that allow people to interact with each other and to
share information at the user’s discretion. Some common types of social media interaction include:

e Sharing links to content produced by third parties (i.e., articles)

e Posting updates to one’s profile, such as current activities, interests, and location
e Sharing photos and videos

e Commenting on or sharing others’ photos, posts, updates, videos and links*

Social media commonly refers to platforms such as Facebook, Twitter, Instagram, YouTube, Reddit,
LinkedIn, Tumblr, Blogger, etc.

Transplant Hospital Social Media Survey

The OPTN Living Donor Committee (the Committee) commissioned a survey to inform this paper. Its
purpose was to identify effective practices for transplant hospitals to advise patients about the safe and
effective use of social media and efficiently managing the administrative challenges that arise when
patient’s social media campaigns generate a substantial number of potential living donors. The full
report of the survey results is available upon request through an OPTN Data Request.’

Challenges

Patients attempting to use social media to obtain a living donor face multiple challenges. The survey
revealed that 60 percent of respondents reported hearing from their patients on difficulties such as
limited knowledge of social media, privacy concerns, and limited access to technology.® Approximately
40 percent of survey respondents reported experiencing challenges within their transplant program
related to social media. The principal challenge experienced by survey respondents was the prevalence
of unprepared or uneducated potential living donors. Other challenges included questionable or
inappropriate donor and recipient behavior, an influx of interested donors that is hard to process in a
timely way, privacy issues, misinformation, and unrealistic donor and patient expectations. Specifically,
living donors emerging from social media campaigns were frequently found to be unprepared or
uneducated, have questionable or inappropriate expectations from the recipient or the transplant
center, or created logistical constraints diminishing the transplant center process efficiency (i.e. sudden
influx of potential living donors who rapidly exhaust existing transplant hospital resources).

Social Media is Unregulated and Unmonitored

Information disseminated through social media is unregulated and unmonitored. Thus, patients
campaigning in social media are at risk of misinforming or misrepresenting situations or events to their
audience. Further, the audience reached through a social media post is likely to be unknown and
untraceable, deepening the consequences of misinformation and making a correction difficult or
impossible.

As a result, when a patient misinforms the audience about living donation, the burden of re-educating
potential living donors falls upon transplant hospitals. Problems frequently include inaccurate donor
understanding of risks or perceived financial incentives or exchange for assets. In the survey, the most
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common administrative challenge related to social media was unprepared or uneducated potential
living donors. Other challenges related to the unregulated or unmonitored nature of social media
included questionable or inappropriate donor and recipient behavior, an influx of interested donors that
is hard to handle in a timely way, misinformation, and unrealistic donor and patient expectations.’

Transplant or living donation-related application developers and vendors, some of whom have a cost for
service, are also unregulated. Patient use of commercial applications may not necessarily relieve a
transplant hospital of the need to manage misinformed potential donors. This can further the challenge
transplant programs face with uneducated or misinformed potential living donors.

Patient Privacy Implications

In general, any internet activity directly risks one’s privacy, with implications ranging from the potential
disclosure of personal information to identity theft. Social media can threaten patients’ privacy in a
more profound way. Because the success of a patient’s campaign depends on the empathy generated
within their audience, patients must differentiate their story and needs from others. Thus, it is not
uncommon for living donor social media campaigns to be heavily populated with personal, (i.e. phone
numbers, addresses and emails), demographic, genealogical and health-specific information.® Such
information can result in a range of unwanted solicitation or contacts in real time, or in a delayed
fashion after being indexed in data warehouses.’

Patients face increased risks when they share personal health information on social media in an effort to
find a living donor. Some of the risks include:

e Potential disclosure of protected health information (PHI).
e Insurance fraud and medical identity theft, since social media platforms are not bound by HIPAA.°
o Medical identity theft can harm a patient when a scammer puts his or her own medical
history into a patient chart.
o Medical identity theft can lead to delayed or incorrect treatment or refusal of benefits and
services when annual maximums are fraudulently exhausted.!!
o On average, patients who experienced medical identity fraud spent $13,500 in legal and
medical fees to correct the problem.!?
e Social consequences from stigma associated with illness.
e Employment and future employment consequences:
o In 2017, 70 percent of employers reviewed social media profiles to screen potential job
candidates. This is an increase from 11 percent in 2006.2
o Use of data by insurance companies to predict the health insurance costs of potential
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clients. Information related to diagnosis and treatment can inadvertently affect the type and
cost of medical coverage available in the future.*

o Increase in unsolicited marketing of medical services, products or trial participation based
on data collected that includes disease disclosure. > Data repositories have access to billions
of online records and use the data to create profiles that are sold for profit.

Approximately 44 percent of survey respondents reported that their transplant hospitals do not set
expectations differently for patients using social media. Of those respondents that do, counseling about
potential privacy concerns was a chief area of caution. Of those transplant hospitals to whom patients
have shared challenges about the use of social media, 42 percent reported that patients shared privacy
concerns.

Psychological Distress of Patients

Patients who use social media to identify a living donor may have greater psychosocial distress
compared to those who use other methods. Committee members identified examples of psychosocial
stress including:

e Insecurity about using social media and the ability to execute an effective social media campaign.

e Vulnerability due to loss of privacy and public dissemination of information about disease and
needs.

e Worry about whether the patient’s story is sufficiently appealing to invoke a sense of empathy.

e Uncertainty about potential living donors’ motivations and expectations.

e Disappointment or sense of abandonment if no donor steps forward at all, if there is no follow
through after initial expressions of interest, or if potential living donors are deemed unsuitable to
donate. Potential living donors identified through social media campaigns may screen out before
evaluation at higher rates than potential living donors who emerge through other means.*®

e Perpetual indebtedness to people who step forward to donate.

e Guilt about “bypassing” other patients waiting to be transplanted.

Disparities in Patient Access to and Knowledge of Social Media Tools

Substantial differences in access, knowledge, and effective use of social media platforms to identify a
living donor exist across patient populations and geographic areas. This lack of agency constitutes a
primary barrier to a successful social media living donor campaign and can exacerbate existing
disparities in access to transplant. The survey supports this, citing limited knowledge of social media and
limited access to technology as two of the top concerns shared by patients regarding use of social media
campaigns.

Many of the following disparities in access to social media do not have ready solutions:

e Access to technology, including but not limited to internet access and reliability, data plans,
computers, and smart phones.

e Ability to afford technology.

e Computer proficiency.

e Geographic proximity or adequate public transportation to publicly available resources such as a
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local library or transplant hospital.

e Capacity to use social media due to physical limitations such as visual impairments.

e Potential donor age. According to a recent presentation reporting the response at a single
transplant center, 64 percent of social media donors were under 40 years old compared to 45
percent of non-social media donors. Y’

e Predominance of platforms that are English-only or are culturally incongruent with selected
minorities.®

e Educational and socioeconomic differences that influence the ability to tell a compelling story
through social media effectively.

e Ability to afford third-party services to manage a social media campaign or to pay to have social
media posts “promoted” by the platform.

e Variability in level of social media support transplant hospitals offer to patients.

e Differences by socio-economic status, race, and ethnicity in use of different social media
platforms.®

e Variability in social media platforms’ algorithms that favor users with a higher number of followers
(i.e., “influencers”).

Transplant Hospital Administrative Burden

One of the benefits of patients using social media to find a living donor is the potential to reach a
substantial network of people with a keystroke. However, a patient’s social media campaign also has the
potential to create strain on transplant hospital resources.

A successful social media campaign has the potential to increase the number of living donor volunteers.
This in turn requires a transplant hospital to interact with and educate those who contact the hospital,
and to screen and evaluate those who wish to proceed. The rate of conversion from social media-
generated interest in donation to donor is uncertain as donor source is not uniformly tracked. The
resources required to manage an influx of interested persons can potentially delay the hospital’s ability
to identify optimal living donor candidates. Of survey respondents who indicated experiencing
challenges related to potential living donors referred by social media, the top three challenge themes
were staffing, intake method, and processes or protocols.

Electronic screening tools can facilitate potential living donor screening. These tools are not, however,
universally available to users due to cost, lack of internet connectivity, data plans or computers in
certain populations and areas of the country. The lack of uniform capacity for transplant hospitals to use
these tools to screen potential living donors as efficiently as possible creates disparities across patient
populations waiting for transplant.

Of survey respondents who indicated they track potential living donor referral sources, 63 percent
reported referrals from social media sites. Of these respondents, 61 percent reported that social media
referrals have increased in the past year. About half (51 percent) of survey respondents reported feeling
that their transplant hospital is either mostly or very prepared for a sudden influx of potential living
donors. The level of perceived preparedness varied geographically. Staffing, intake methods, and
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established protocols were the most frequently cited drivers of perceived preparedness, with staffing
being the primary factor. Those that indicated they have experienced challenges related to the use of
social media to find a living donor reported that uneducated or unprepared potential donors and
guestionable or inappropriate donor and recipient conduct were chief among them. Of transplant
hospitals that reported everyday challenges that remain after implementing new practices in response
to challenges related to social media, the most frequent were volume of potential living donors, staffing
and resources, and donor education, engagement, and accountability.?®

Perceptions of Redirected Donation

When a person interested in living donation emerges in response to a patient’s social media campaign,
some transplant hospitals may assess that person’s motivations and commitment to a particular
recipient or interest in donating more generally by discussing paired exchanges or interest in non-
directed donation. Transplant hospitals may manage potential living donors’ expectations by explaining
the option of non-directed donation early in the evaluation process. Potential living donors who step
forward in response to a social media campaign may opt for non-directed donation. Survey participants
were asked if they counsel potential living donors referred by social media who are found to be non-
compatible with the intended recipient towards non-directed donation, of which 79 percent indicated
that they do. Those that do not counsel patients toward non-directed donation offered the following
reasons:

e lack of experience or not the current practice
e Offer kidney paired donation instead

e Limited resources

e Generally not supportive of the practice?

Complexities may arise when a patient’s social media campaign generates many potential living donors,
such as:

e Should transplant hospitals notify the transplant candidate of every person who responds to a social
media campaign, or only those that proceed to evaluation?

e Does the social media campaign owner have a right for exclusive access to volunteers who step
forward as a result of the campaign?

e If the patient at the center of the social media campaign is highly sensitized, how many incompatible
living donors in kidney paired donation (KPD) are enough and who makes that decision?

e Should a candidate have say in whether and when a transplant hospital presents non-directed
donation or kidney paired exchange to donors that the candidate does not know?

e Isit appropriate for a transplant hospital to screen potential donors who step forward in response to
a social media campaign for compatibility to other patients (e.g. highly sensitized)?

e If arecipient receives a transplant utilizing one of multiple living donors that they have in KPD and a
remaining living donor subsequently chooses to become a non-directed donor, should the initial
candidate get “voucher” credit towards a future re-transplant?

Ethical Challenges for Social Media Living Donor Solicitations

As mentioned above, issues of fairness and equitable access in either using social media or being able to
leverage it successfully has continued to be an ethical concern. Variable levels of access to social
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networks might work either for or against certain candidate families when it comes to asking for viable
living donor applicants through social media sites.

For example, social media allows users to utilize pictures and videos to generate an intense visual impact
on their audience. It also enables individuals interested in directed donation to easily identify patients’
attributes, and direct a donation based on what they find most appealing. Thus, social media image
sharing and its consequent “beauty pageant” effect, has the potential to unintentionally allow
discrimination based on certain characteristics.??

Not all recipient families are able to financially access social media and internet sites to the same level,
thereby generating a sense of “stigma” faced by recipients or families if they are not tech-savvy or do
not have social media access. Financial parity within social media usage for generating living donor
interest is therefore an ethical concern. Similarly, financial costs of paid donor solicitation websites
should be considered separate and distinct from internet access or social media platform access issues.
Privacy concerns about jeopardizing living donor identity, such as public expressions of willingness to be
evaluated, could be interpreted to mean a willingness to donate, even if the donor proves to be
medically or surgically non-eligible for donation. This can effectively create the space for public social
media “pressure” for potential living donors to donate against their better judgment, which remains a
foreseeable ethical challenge.*

Opportunities

Opportunity for Increased Patient Communication about the Need for a
Living Donor

Studies indicate that the more transplant patients, families, and friends learn about the need for a living
donor, the more likely a patient is to find a living donor. In 2018, the Committee reviewed nineteen
studies about education programs for patients interested in identifying a living organ donor.?> The
studies were categorized as programs evaluated in randomized controlled trials and programs
supported by observational (non-randomized) studies. The studies demonstrated that comprehensive
education about living donation and living donor transplantation involves multiple learners - the
transplant candidate, potential living donors, and social support networks - and requires communicating
complex information about the risks and benefits of donation, transplantation and alternative therapies
to these different audiences. Transplant hospitals can help transplant patients learn about living donor
transplantation through a variety of formats and modalities, including center-based, home-based and
remote technology-based education, outreach to dialysis centers, as well as social media.

Patients, families and friends have long communicated with their own networks about the need for
living donors through a variety of means: conversations at work, at church, or on billboards or t-shirts,
for example. Social media is an additional indirect communication vehicle to communicate about the
need for a living donor quickly, easily and relatively inexpensively with an immediate social network,
which can in turn share a patient’s content to reach a much broader network. Some patients may be
reluctant to initiate discussions with family, friends or others about their disease, their need for a living
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donor and the benefits of living donor transplantation. That reluctance can be eased by the indirect
nature of social media platforms that do not require face-to-face interaction. Social media platforms can
eliminate awkwardness both for the patient and people who may wish to consider living donation by
eliminating any expectation of an immediate response that may be inherent in direct face-to-face
interactions.

In the United States, social media is mainstream media. According to the Pew Research Center, 68
percent of adults in the United States used Facebook in 2018. 2% An even greater number indicate that
they use any form of social media. One study showed that transplant patients use social media in large
numbers, as well. Approximately half of all kidney transplant patients surveyed used social media. About
one-third had more than 100 friends in their social media network. Slightly more than half reported that
they would be willing to post information about living kidney donation on their social networks and
more than a quarter had posted about their health status in the past.?’

Many adults in the United States carry around “smart phones” or internet-connected devices that
enable their regular use of social media. According to the Pew Research Center, the average American
household has five internet-connected devices (smartphone, desktop/laptop computer, tablet,
streaming media device, etc.).? There are, however, significant disparities in access to and use of this
technology.?® That technological gap translates to disparities among patient populations’ ability to use
social media to identify a living donor. This presents a pointed challenge to transplant hospitals, as
discussed above.

For those who have access to technology and understand how to leverage its benefits, social media
platforms offer the potential to democratize access to potential living donors by creating a virtual “town
square”. If one has a smartphone or other internet access device and internet data plan, Facebook and
other social media platforms are universally available and free to patients, their friends, and family who
act as their “champion” to find a living donor.

In recent years, the concept of involving family members and friends to be advocates or “champions” to
share a patient’s need for an organ donor with their social network has been advanced, grounded in the
premise that removing advocacy from the patient’s duties can mitigate the reluctance to “ask”. One
transplant hospital has formally evaluated a “Live Donor Champion” curriculum.?® The concept has been
extended into other programs such as the National Kidney Foundation’s “Big Ask Big Give” workshop
and in social media guidelines in the search for a living donor.3! These efforts resonate with the
recommendations of a 2015 American Society of Transplantation consensus conference on best
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practices in living donation, which emphasized the importance of providing patients and their caregivers
with tools and training for identifying and approaching potential living donors.3%333435

A prior study evaluated utilization of Facebook pages to help patients find a living kidney donor.3¢
Among 91 identified Facebook pages, 31 percent were created by the son or daughter of the potential
recipient, and 32 percent by other family members or friends. Of those pages, 32 percent reported living
donors being tested on behalf of the patient; there was no significant difference in age of patients who
had potential living donors tested and those who did not. Of the 13 Facebook users whose pages
reported receipt of a kidney transplant, three received deceased donor transplants, nine received living
donor transplants, while one page did not provide enough information to determine the donor type.
Reported living donor candidate testing was associated with sharing more potential recipient
characteristics, providing more information about transplantation, and higher page traffic.

Some Facebook pages provide templates to patients for creating their own pages directed at finding
potential organ donors, though types of services and potential cost vary.3”3® A Facebook smartphone
app developed to enable patients to share their need for a living donor through social media has been
formally evaluated. In a pilot study among 54 adult patients without potential living donors at the time
of enrollment, the majority of patients using the smartphone app reported it to be “good” to “excellent”
with respect to the installation process, readability, simplicity, clarity and content. Compared to
matched controls, patients using the app were nearly seven times more likely to have a potential donor
come forward on their behalf over ten months after enrollment than patients who did not use the app.

Social media can be a powerful tool for a patient in search of a living donor. Because of the
demonstrated increase in use of technology and tools mentioned above, transplant hospitals have the
opportunity to offer patients comprehensive education on living donation through a variety of formats
to meet different learning needs. Transplant hospitals could include education specific to social media
campaigns within their curriculum for patients and their support networks.

Opportunity to Eliminate Disadvantages

Access to technology (ex. internet connectivity, data plans, and computers) is a prerequisite to using
social media to find a living donor. Poor socioeconomic status is a major driver of lower rates of living
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donors.***! Such low-resourced areas are predominantly in the Southeast, which also has the lowest
living donation rates in the U.S.*

An opportunity to mitigate patients’ lack of access to technology is for transplant hospitals to make their
internet access and computers available to patients to run living donor campaigns. The potential for
patients to use transplant hospitals’ technology depends on the patients’ proximity and transportation.
Some parts of the country use telehealth to deliver health care and services to patients in rural areas.
Transplant hospitals could consider ways to leverage those resources for transplant patients who need
them to conduct a social media living donor campaign. Transplant hospitals could also consider asking
local telecommunications providers active in their communities to donate used devices or data plans to
transplant patients as they look for a living donor.

Opportunity for Professionally Vetted Social Media Guidance Documents

Transplant patients are often unsure about how to initiate a social media campaign, from the mechanics
of setting up an account to effective information sharing. Transplant hospitals can develop generic social
media guidance to help patients use social media to find a living donor in a way that is informed by
clinical, ethical and regulatory standards.®

Professionally developed guidance for patients can help maximize the value of their time and effort in
conducting a social media campaign so that they move beyond the expression of need for an organ
without oversharing personal information in a way that presents risk. Such generic guidance can take
various forms, for example:

e One transplant hospital developed a Facebook smartphone application to enable patients to share
the need for a living donor through social media.** In a pilot study, the majority of patients using the
smartphone app reported it to be “good” to “excellent” with respect to the installation process,
readability, simplicity, clarity, and content.*®
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e One transplant hospital published a simple step-by-step guide that presented instructions on how to
set up a social media campaign, what information to share and not to share, as well as sample social
media postings.*®

Opportunity for Continuing Patient Activism, Optimism, and General Social
Support

Finding a living donor rarely happens quickly. Social media platforms are a vehicle through which
patients and their support network can sustain activism in looking for a living donor over time and at
relatively little or no cost.

Social media is also, at least anecdotally, considered a way to provide important emotional and practical
support to patients from social networks, near and far. For example, friends and family of patients
looking for a living donor use social media to organize tangible patient support, such as meal delivery or
rides, and to generate emotional support by sharing information and encouraging supportive
communications.

Finally, some social media platforms such as Facebook provide patients with organized opportunities to
share experiences and information with peers through transplant patient networks. A variety of closed
network groups exist that are targeted at specific patient populations such as those waiting for a kidney
or liver transplant, or those who are post-transplant. These social media-based patient-to-patient
communications present similar opportunities and challenges as other peer-to-peer communications:
patients often find comfort in talking with peers and so engage freely.

Transplant hospitals could include these examples of potential benefits in addition to potential risks
within their patient education on the use of social media to find a living donor.

Opportunity for Transplant Hospitals to Educate Potential Donors

Transplant patients’ social media campaigns to find a living donor are an opportunity for transplant
hospitals to interact with every person who responds to those campaigns. For example, some transplant
hospitals can ensure that everyone who expresses interest in learning more about living donation is
informed on how to sign up to be a general organ donor.

Additionally, sometimes a person who is not able to donate to their originally intended recipient
expresses a desire to donate to another transplant patient. When this occurs, transplant hospitals may
respond by educating anyone interested in living organ donation about other options such as non-
directed living donation, initiating a kidney paired donation chain, etc. However, transplant hospitals
should avoid actions that could be perceived as coercing or steering a potential living donor to another
transplant patient.

Finally, transplant hospitals often use peer-to-peer programs to help educate transplant patients about
living organ donation. Multidisciplinary teams that are supported by living donor and patient peers can
help ease patients’ comfort in talking about living donation. Persons who express interest in living
donation, but who do not donate for any number of reasons may be participants in peer-to-peer
education.”
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Social media campaigns have the potential to generate a large number of potential living donors. If
these potential donors are found to be incompatible with the originally intended patient, transplant
hospitals can inform the potential donor of other avenues of donation including:

e General organ donator registration

e Non-directed living donation

e Kidney-paired donation (KPD)

e Participation in peer-to-peer education programs

Patient Guidance: Effective Practices

Education and Resources

Most survey respondents encounter social media campaigns in some way, with 72 percent of those
indicating they provide education to patients wishing to use social media to identify potential living
donors.*® The type, timing, and extent of this education varies substantially. Depending on their
transplant hospital practices, transplant patients looking for a living donor may be more or less educated
about how to initiate a social media campaign, how to access help from others or have the information
they want to share appropriately vetted. The following is a summary of recommendations for best
practices to counsel transplant patients on safe and effective utilization of social media to identify
potential living donors.*

Timing of Education

While there is some variability in the timing and frequency of transplant hospitals’ social media
educational offerings, the majority that provide social media education appear to offer it at multiple
time points. Of survey respondents who indicated that their hospital offers education on the use of
social media, 65 percent indicated they offer education during the initial or intake visit. About a third of
the respondents provide additional education during subsequent visits. Of those, 43 percent provide
social media education upon patient request and 22 percent do so when patients are actively listed.
Some respondents offer regularly scheduled classes, outreach programs, or donor champion programs
specific to social media.

To become competent in social media use for living donor campaigning, patients first need to be aware
of the potential, receive orientation and guidance, have practice and get subsequent feedback. To that
end, transplant hospitals that want to support transplant patients in using social media use to identify
potential living donors should remain active in patients’ processes over time.

Recommendations:

e Transplant hospitals should offer social media education to patients and their support networks
as social media campaigns are often managed by a friend or family member.

e Transplant hospitals should offer this education at multiple points in time throughout the
transplant patient’s experience, starting with the initial visit.

“8 OPTN Descriptive Data Request. “Living Donor Committee Social Media Survey Results.” Prepared for Living Donor Committee Meeting,
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Provider

How a patient receives information depends on who provides the education and when. More than half
(58 percent) of survey respondents that educate patients about social media use in living donation
provide it through their clinical teams, such as physicians, surgeons, and coordinators. Of these hospitals
that provide education, 22 percent rely on an independent living donor advocate (ILDA) or social worker.

Recommendations:

e Transplant hospitals should consider developing a team of “content experts” who together
develop a curriculum to provide education to patients and their support networks about the use
of social media to identify potential living donors.

e At minimum, transplant hospitals should equip all clinical staff from clinic nurses to physicians
who interact with patients to provide basic, consistent guidance on social media use or inform
their teams on where to find appropriate resources.

e Transplant hospitals should consider reviewing patients’ social media content prior to the
patient posting it in order to ensure the content is appropriate and to minimize misinformation

Types of Resources

Patients, who in this context are learners, may have different preferences on how to acquire and absorb
knowledge (i.e., reading vs audiovisual vs 1:1 counseling). For this reason, transplant hospitals use
different types of resources to facilitate patient learning. Of survey respondents whose programs
provide social media education, 65 percent provide 1:1 counseling, 42 percent provide brochures
specific to their transplant hospital, and 41percent provide group training classes.>°

Recommendations:

1. Transplant hospitals should develop or acquire educational material that specifically teaches
about social medical campaigns to find a living donor. For example, the University of Pittsburgh
Schools of the Health Sciences created a social media “toolkit” for living donor champions.>?

2. Transplant hospitals should offer education in several formats, including, written, audiovisual,
and 1:1 counseling in recognition of patients’ diverse learning needs.

3. Transplant hospitals should emphasize to patients that social media campaigns are not right for
everyone and not the only means of communication.

Content

Effective social media campaigns that help patients identify potential living donors rely on invoking
empathy, which can lead people to take altruistic actions, such as donating a kidney. Potential living
donors are more likely to step forward for an identifiable person rather than a statistic.>? Thus, social
media campaign content is critical. It should communicate the experiences of patients looking for a
donor and highlight the need for and benefits of living donation in a way that connects to an individual
and inspires empathy.

Transplant patients may have challenges including access to technology, lack of social media proficiency,
or unfamiliarity with appropriate content. At the same time, transplant hospitals have continuing
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concerns about patient privacy, efficacy of social media use, legal and ethical issues, etc. It is therefore
imperative for transplant hospitals to provide patients guidance around the use, efficiency, and safety of
social media campaigns.

Recommendations:

e Transplant hospitals should develop consensus around what content is appropriate in a social media
campaign.

e Transplant hospitals should help transplant patients understand the implications and potential
repercussions of sharing private health information in a public forum that displays their personal
information permanently.

o Transplant hospitals should inform patients not to share demographics and other sensitive
information such as addresses, social security numbers, and phone numbers on social media
but instead through private channels (i.e., personal messaging, emails, etc.).

o Transplant hospitals should educate patients about the permanent nature of information
shared on social media and advise them to consider how current information disclosures
could affect them in the future.

e Transplant hospitals should educate patients about rules concerning coercion and pressuring
potential living donors.>3

e Transplant hospitals should make patients aware that after they advertise their need for a living
donor on social media, they may likely have no information about potential donors until one donor
is approved and that even thereafter, they may never know a donor’s identity.

e Transplant hospitals should ensure potential living donors understand patient privacy laws and that
communications with transplant hospitals is confidential.

Administrative Challenges: Effective Practices
Staffing

A significant consideration to efficiently and effectively evaluating potential living donors is adequate
staffing. This is especially crucial if there is a sudden influx of living donor volunteers due to a patient’s
social media campaign. When survey respondents were asked how prepared they felt their program was
to deal with a sudden influx of potential living donors for a single recipient, staffing was the primary
concern.>

Recommendations:

e Transplant hospitals should provide staff with specialized training to expedite screening of an
influx of potential living donors.

e Transplant hospitals should familiarize staff with unique protocols or tools used in the screening
of social media living donor candidates.

e Transplant hospitals should evaluate if additional staffing or an adjusted staffing model is
possible to respond to social media campaigns.
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Procedures and Protocols

Another challenge transplant programs face as a result of a social media campaign is determining a
potential living donor’s motivation or suitability for donation. Also, when there is a sudden influx of
volunteers, transplant hospitals can struggle with how to triage those donors effectively. The most
common best practice that survey respondents identified was to develop enhanced, custom screening
practices for their programs.>®

Recommendations:

e To reduce the need to correct misinformation, transplant hospitals may choose to work proactively
with patients seeking a living donor by providing:
o Early patient and support network education about risks and benefits to communicate to
potential living donors.
o Sample generic content such as explanations about living donor risks, recovery, and costs,
whether through a social media app or otherwise.
e Transplant hospitals should develop a custom protocol specific to efficiently screening and
evaluating social media referrals.
e Transplant hospitals should evaluate their resources and determine a manageable limit on number
of evaluations done at once.
e Transplant hospitals should determine criteria to prioritize living donor candidates for evaluation.

Utilization of Tools and Automation of Certain Procedures

More than half (59 percent) of survey respondents indicated their program uses an electronic
guestionnaire to collect health information for initial screening of living donor volunteers. Of these
respondents, the vast majority reported an increase in efficiency with intake of potential living donors.>®

Recommendations:

e Transplant hospitals should consider utilizing communication tools (ex. voicemail, auto-
response, blast email, etc.) to automate and expedite information sharing with a large pool of
living donor volunteers.

e Transplant hospitals should consider automating basic screening of potential living donors by
using an electronic or online questionnaire.

e Transplant hospitals can use readily accessible online materials, including videos, for orientation
and education of potential living donors.

Conclusion

For a patient with end-stage kidney or liver disease, living donation can expedite their transplant process
and offer better outcomes than deceased donor transplantation. As more patients use technology and
social media as a tool in their search for a living donor, transplant hospitals should evaluate their patient
guidance and administrative practices in order to adapt to the growing trend.
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