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Abstract

Background: It is not common for people to come across a living kidney donor, let alone consider whether they would ever
donate a kidney themselves while they are alive. Narrative storytelling, the sharing of first-person narratives based on lived
experience, may be an important way to improve education about living donor kidney transplants (LDKTs). Developing ways to
easily standardize and disseminate diverse living donor stories using digital technology could inspire more people to consider
becoming living donors and reduce the kidney shortage nationally.

Objective: This paper aimed to describe the development of the Living Donation Storytelling Project, a web-based digital
library of living donation narratives from multiple audiences using video capture technology. Specifically, we aimed to describe
the theoretical foundation and development of the library, a protocol to capture diverse storytellers, the characteristics and
experiences of participating storytellers, and the frequency with which any ethical concerns about the content being shared
emerged.

Methods: This study invited kidney transplant recipients who had received LDKTs, living donors, family members, and patients
seeking LDKTs to record personal stories using video capture technology by answering a series of guided prompts on their
computer or smartphone and answering questions about their filming experience. The digital software automatically spliced
responses to open-ended prompts, creating a seamless story available for uploading to a web-based library and posting to social
media. Each story was reviewed by a transplant professional for the disclosure of protected health information (PHI), pressuring
others to donate, and medical inaccuracies. Disclosures were edited.

Results: This study recruited diverse storytellers through social media, support groups, churches, and transplant programs. Of
the 137 storytellers who completed the postsurvey, 105/137 (76.6%) were white and 99/137 (72.2%) were female. They spent
62.5 min, on average, recording their story, with a final median story length of 10 min (00:46 seconds to 32:16 min). A total of
94.8% (130/137) of storytellers were motivated by a desire to educate the public; 78.1% (107/137) were motivated to help more
people become living donors; and 75.9% (104/137) were motivated to dispel myths. The ease of using the technology and telling
their story varied, with the fear of being on film, emotional difficulty talking about their experiences, and some technological
barriers being reported. PHI, most commonly surnames and transplant center names, was present in 62.9% (85/135) of stories
and was edited out.

Conclusions: With appropriate sensitivity to ensure diverse recruitment, ethical review of content, and support for storytellers,
web-based storytelling platforms may be a cost-effective and convenient way to further engage patients and increase the curiosity
of the public in learning more about the possibility of becoming living donors.
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Introduction

Presently, over 740,000 people in the United States are living
without functioning kidneys due to end-stage kidney disease
(ESKD) [1,2]. In general, patients who can receive a living
donor kidney transplant (LDKT) from a family member or friend
live longer than those remaining on dialysis or waiting for years
for a kidney from someone who has died [1,3]. The demand for
kidneys continues to outweigh the supply; while nearly 100,000
patients are currently waiting for a kidney on the national
transplant waiting list [4], LDKT rates have declined by 12%
over the last decade, generally not exceeding 6500 kidneys
annually [1]. There are also significant ethnic/racial disparities
in LDKT [1,5-8]; in the last 15 years, Latinx, black, and Asian
patients have become even less likely to get an LDKT compared
with white patients than they were in the past [5], and they are
also less likely to be donors [1].

Although increasing deceased donation rates is limited by
practical and medical circumstances surrounding how
individuals die, living donation rates are limited only by the
number of healthy individuals who become aware, educated,
and interested in donating 1 kidney while they are alive. Of the
roughly 250 million adults in the United States, only 100,000
more individuals (0.04%) would need to agree to donate 1
kidney to eliminate the entire kidney donor shortage. Education
strategies to increase LDKT commonly target patients and
families using face-to-face educational sessions [9-14],
home-based educational interventions [9,15-17], culturally
targeted videos and websites in multiple languages, and
decision-making aids [7,18-20]. Although effective, these
interventions fail to reach (1) the general public [21,22]; (2)
family members and friends who do not come to a transplant
center to learn [23]; (3) kidney patients who are scared to ask
others to donate on their behalf [19]; and (4) members of specific
ethnic/minority groups who have cultural sensitivities to living
donation [24], low health literacy [25], or greater medical
mistrust of the health care establishment that are unaddressed
through general education [26].

To expand the living donor pool, we need to reach beyond the
walls of the transplant center to help patients share their interest
in LDKT with more individuals and inspire more people who
are still unaware of living donation to consider becoming donors.
As few people know a living donor personally, we also need to
help the general public realize that other people who look like
them donate kidneys each year. Innovative strategies to educate
and inspire more patients and potential living donors to consider
living donation are needed.

Storytelling, the sharing of first-person narratives based on lived
experience, is an educational approach that is authentic,
emotional, and provides people with the opportunity to learn
from others who look like them. Stories have the power to

emotionally engage listeners, reach low-literacy audiences, and
present complex information in informal and comprehensible
ways [25,27-29]. Having opportunities for patients and living
donors to share experiences and wisdom with each other is also
an important tenet for excellence in patient-centered care [30].
Interventions that use storytelling as a means to produce
behavioral change have been successful in increasing cancer
screening rates [31], improving adherence to diabetes
management behaviors [32], smoking cessation [33], reducing
blood pressure [34], and losing weight [35]. Storytelling using
digital apps also has the potential to reduce the burden of
educating patients placed on providers [25]. As capturing stories
using video software can be both expensive and complex,
storytelling has only been used minimally, predominately in
online communities and discussion forums [36,37] or health
testimonials [38].

Developing ways to easily standardize and disseminate diverse
living donor stories using digital technology could inspire more
people to consider becoming living donors and reduce the kidney
shortage nationally. This study aimed to describe the
development of the Living Donation Storytelling Project, a
web-based digital library of living donation narratives from
multiple storyteller types (eg, recipient, donor). There were 4
aims: to describe (1) the theoretical foundation and development
of a web-based digital library using video capture technology,
(2) a recruitment protocol to capture diverse storytellers, (3) the
characteristics and experiences of the participating storytellers,
and (4) the frequency with which ethical concerns in the content
shared emerged.

Methods

Theoretical Frameworks and Web-Based Library
Development
The Narrative Theory supports the use of storytelling as an
organic way in which humans naturally process and assign value
to information, especially when it is presented by someone who
resembles the listener [39-42]. The development of this
web-based video library required much more than asking
individuals to use their smartphones to film and upload stories.
The formal phases of its development included selecting an
audience of learners; using theory to determine the best delivery
modality for that audience and the features it should have;
drafting educational prompts to elicit high educational value;
recruiting diverse storytellers to represent the entire transplant
and living donation community; screening and editing stories
to protect storytellers and eliminate sharing of misinformation;
and building a web-based, searchable library of stories and
marketing its availability to multiple communities (Multimedia
Appendix 1).

On the basis of diffusion of innovation (DOI) theory [43], we
chose a platform for recording and sharing stories that allowed
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storytellers to select a set of topics that they wanted to share
about, then introduced each topic with an open-ended prompt,
one at a time, to help them share it easily and clearly. This
format satisfied DOI constructs of compatibility, trialability,
observability, and relative advantage. The resource was highly
compatible—consistent with cultural values and practices—as
most people, even those facing socioeconomic challenges, have
access to a smartphone [44-46] and are familiar with
YouTube-style videos [47]. Our resource was trialable—users
could try it out without committing to sharing a final video.
After each prompt, the storyteller was able to review what they
filmed, re-record it if necessary, and approve that footage before
continuing. Observability—the ability to see the product in
practice—was addressed with a sample video modeling how
digital technology was used and by inviting potential storytellers
to view completed stories. This provided a great relative
advantage—ease of use and improvement over existing
options—compared with having to record and edit your own
video as the digital software automatically spliced together
responses, creating a seamless story. Only when the storyteller
was comfortable with the entire video, was it released for
inclusion into the library.

As recommended by the transtheoretical model of behavioral
change [48-50], when creating prompts for patients to share
about, we considered that stories, especially those with higher
emotional valence, have been shown to connect better with
audiences who are earlier in their readiness to learn or take
action. Therefore, we included prompts to probe for storytellers’
best moments after donation and recommendations for people
facing similar situations to elicit sharing of more emotional
content (eg, “When we learned that the surgery was a success,
we all felt...” and “The best advice I could give someone else
who is considering being a Living Donor is...”). We also
included questions for learners who knew little about transplant
and donation to invite them to learn more (eg, “I first considered
donating a kidney...”). Storytellers were prompted to talk about
the emotional and logistical challenges they faced during the
LDKT process and how they overcame them. By doing so, they
provided a road map for how the audience, if interested, could
follow a similar path.

Social cognitive theory shows that people learn by observing
others who look like them and by observing the consequences
that others receive as a result of their actions [51,52]. Thus, we
recruited real recipients, donors, and allies of many different
backgrounds to boost identification with the storytellers. In
addition, we built a filtering search function so that users of the
library could search for storytellers who matched them in gender
or race/ethnicity or were facing a similar situation (eg, needing
a kidney, considering living donation; Multimedia Appendix
2). Finally, we developed prompts to enhance sharing in a way
that allowed the listener to learn about the consequences of
different decisions (eg, “Initially my attitude toward living
kidney donation was...”; “Once I learned more about living

donation, I considered becoming a living donor because...”; “I
had questions and fears of my own, like... I was able resolve
my concerns by...”).

The resulting Living Donation Storytelling Project web-based
digital library [53] includes 5 key features to break open learning
and pursuit of living donation in new ways: (1) digital video
capture technology to film and seam videos together remotely
without the need for an editor; (2) guided prompts to help
storytellers select and share about topics most important to them
using a mobile phone, tablet, or laptop; (3) a search engine to
allow for audiences to locate stories most like them by
demographic and story type; (4) the ability to upload content
both to the library and social media to help individuals find
living donors; and (5) referrals to additional educational content
about LDKT, including the location of the nearest transplant
center. The library is categorized into donor stories, recipient
stories, family/friend stories, and stories from people in need
of a living kidney donor. Although the website was launched
only after a diverse representation of storytellers could be
shown, the library of stories continues to widen as more people
film and upload stories. Finally, Google Analytics metrics were
enabled to track the usage of the site and its features, as well as
views of specific stories.

Storyteller Recruitment and Filming
Storytellers were individuals who had previously donated a
kidney, recipients of LDKTs, family members or friends, or
kidney patients seeking an LDKT. Storytellers were recruited
via social media (Facebook, Instagram, Twitter, and LinkedIn),
community outreach at support groups and churches, and
referrals from kidney professionals and organizations (Figure
1). Once a storyteller was identified, they were given a personal
link to privately film their story using a story guide matching
their storyteller type.

Prompts were developed by our research team and grouped as
story guides based on 6 transplant story types: recipient, donor,
family/friend, exploring donation, in need of a kidney, and
kidney ally. Depending on the guide, storytellers were offered
5 to 25 open-ended prompts that addressed their
decision-making experiences, questions, needs, fears, and hopes,
their donation and transplant experiences, how their lives
changed after donation or transplant, and recommendations for
potential donors.

Storytellers completed a standard media release for use of the
stories, received reminders not to disclose any protected health
information (PHI), and were supported with questions by a staff
member (Multimedia Appendix 3). Storytellers could also use
a tool on the website to find their nearest transplant center
(Multimedia Appendix 4). Once recorded, the video files were
stored on the private servers of the video capture platform. The
project underwent the University of California, Los Angeles
(UCLA), Institutional Review Board (IRB) review
(IRB#18-000516), where exempt status was awarded.
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Figure 1. Process flow of initial recruitment of storyteller to a completed story by the Transplant Research & Education Center.

Ethical Review of Story Content and Video Edits
After videos were submitted, transplant professionals (LH, SM,
MA, and WB) watched each video and completed an ethical
screening worksheet to check for PHI disclosures, about either
the storyteller or anyone else, including their last name,
addresses, transplant center name, social security numbers or
medical record numbers, transplant date, or ESKD diagnosis
date. They also screened for medical overgeneralizations or
inaccuracies, pressuring language about donation or transplant,
or foul language. Any problematic instances were coded by a

timestamp and later removed by a video editor. The process
flow of the storyteller’s path from the initial recruitment to the
completed story is outlined in Figure 1.

Storyteller Postsurvey
An opportunity to complete a 32-question postsurvey assessing
the storyteller’s experience filming their story was offered to
those who had already completed and uploaded their stories.
Those who completed a story received a voluntary postsurvey
link in the email address that they provided. Surveys were
collected using the Research Electronic Data Capture (RED
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Cap) software, with each storyteller receiving a US $25 gift
card after completing their survey. Data were stored on a secure,
password-protected UCLA server.

The survey assessed storytellers’ demographic characteristics
(eg, gender, race/ethnicity, and age), level of education obtained,
and type of story completed (eg, donor, recipient, family
member, etc). Storytellers were asked what motivated them to
share their stories (eg, to dispel myths, to help more people
become living donors). On a scale from 1-very difficult to 7-very
easy, storytellers were asked how easy or difficult filming and
sharing their story was.

Results

Diverse Storyteller Recruitment: Characteristics and
Motivation
In total, 412 potential storytellers received an initial introductory
email with a story link that was unique to their experience. Of
those invited to participate, 34.7% (143/412) storytellers
completed stories and, of these, 95.8% (137/143) completed a
voluntary postsurvey. Among those who completed a story,
72.2% (99/137) of the storytellers were female, 76.6% (105/137)
were white, 60.5% (83/137) were living kidney donors, and
81.0% (111/137) had a college degree or higher. About 8.8%
(12/137) of the storytellers were Hispanic and 23.4% (32/137)
were nonwhite (Table 1).

Nearly all (130/137, 94.9%) storytellers were motivated by a
desire to educate the public about living donation (Table 2).

Table 1. Storyteller characteristics (N=137).

ValuesCharacteristic

49.6 (12.4)Age (years), mean (SD)

Gender, n (%)

38 (27.7)Male

99 (72.3)Female

Race, n (%)

105 (76.6)White

14 (10.3)Black

18 (13.1)Other

Ethnicity, n (%)

12 (8.7)Hispanic

Story type, n (%)

83 (60.6)Living kidney donor

37 (27.0)Kidney recipient

7 (5.1)Family or friend of kidney recipient

3 (2.2)Patient on waitlist

2 (1.5)Family/friend of the patient on the waitlist

5 (3.6)Other

Education, n (%)

6 (4.4)High school diploma or GEDa

19 (14.0)Some college or vocational school

60 (44.1)College or vocational school degree

11 (8.1)Some professional or graduate school

40 (29.4)Professional or graduate school degree

aGED: General Education Development or General Education Diploma.
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Table 2. Storyteller motivations, barriers, and disclosure of protected health information (N=137).

ValueResponses

Storyteller motivations, n (%)

130 (94.9)To educate the public about living donation

110 (80.3)To spread awareness and help others

109 (79.6)To make a difference in living donor recipient’s and donor’s lives

107 (78.1)To help more people become living donors

104 (75.9)To dispel myths about living donation

User experience, n (%)

34 (24.8)Storytellers who found filming a story difficult

29 (21.2)Storytellers who found filming their story emotionally difficult

Disclosure of PHIa, n (%)b

78 (57.8)PHI about themselves

55 (40.7)Last name

24 (17.8)Specific transplant center

25 (18.5)Transplant or donation date, month, and year

11 (8.1)Geographic specifics of location

56 (41.5)PHI about another

30 (22.2)Last name

15 (11.1)Specific transplant center

13 (9.6)Transplant or donation date, month, and year

4 (2.9)Geographic specifics of location

aPHI: protected health information.
bDisclosure of PHI obtained from Ethical Review of Storytellers who completed the storyteller postsurvey (n=135).

Storytelling Experience and Content Shared
On average, storytellers took approximately one hour to review
the prompts and prepare and record a story using open-ended
prompts within the video capture technology (mean 62.5; SD:
87.8 mins; range 5 mins-12 hours). Completed stories had an
average length of 10 min (SD: 6:12 min; range 0:46 seconds -
32 min).

A quarter (34/137, 24.8%) of the storytellers stated that they
had difficulty filming their story using the technology and 21.2%
(29/137) of the participants found sharing their stories to be
emotionally difficult (Table 2). Some reported difficulty
navigating the video capture technology, whereas others lacked
access to a smartphone, laptop, tablet, or any other device with
a camera to record their story. Emotional barriers to sharing
their stories included fear of being on film, fear of talking openly
about needing a kidney transplant, and vulnerability associated
with sharing their donation or transplant experience in a public
forum. Although not statistically significant, older storytellers
(>50 years of age) had more emotional difficulty sharing their
story (37/137, 27.0% vs 20/137, 14.6%; P=.12) and filming
their story (40/137, 29.2% vs 29/137, 21.2%; P=.37) using the
technology than the younger storytellers.

Most storytellers answered the majority of the prompts that
were available in their story guide. Tables 3 and 4 provide
examples of what was shared for the most common prompts
selected within various story guides. Recipients shared about
how they coped with uncertainties about donation or transplant
outcomes, including discussions of their faith, the support they
received from their care team, and sources of information that
they used. Recipients talked about renewed freedom—the ability
to eat and drink what they wanted, travel, swim, and spend time
with family. Donors talked about watching their recipient return
to improved health, what motivated them to consider LDKT,
fears they had for a loved one, fears they had for themselves,
and how they resolved these fears, mostly through learning
more. Those in need of a kidney, and their supporters, talked
about how deserving they were and ways to get in touch with
them if interested in being a donor.

Storytellers shared vulnerably about their experiences, both
laughing and crying within their stories. Emotionally, people
expressed gratitude for the gift of life, worry about whether the
kidney would work, and concern for the health of the donor
within their stories.

JMIR Form Res 2020 | vol. 4 | iss. 7 | e17441 | p. 6https://formative.jmir.org/2020/7/e17441
(page number not for citation purposes)

Waterman et alJMIR FORMATIVE RESEARCH

XSL•FO
RenderX

http://www.w3.org/Style/XSL
http://www.renderx.com/


Table 3. Content shared by donors, recipients, and family around open-ended prompts.

Examples of storytelling content sharedPrompts by story guide

Living donor

“...just go ahead and ask questions. Talk to the transplant team. Let them decide,
let the coordinators decide, do their screenings, do their questions. See if you
are a likely candidate. You never know. I donated, maybe you can too.” (Lisa
H)

The best advice I could give someone else who is thinking about
being a living donor is...

“Of course, there was nothing I wouldn't do to save my daughter's life. But,
also, because the quicker she got off the [wait] list, the quicker someone else
would get an opportunity.” (Luther)

I ultimately decided to donate a kidney because

“About 4 days later, when I was visiting Lexi again. I saw how much happier
and healthier she was [...] just seeing how good she was feeling really made
me feel great.” (Luther)

The best moment after my surgery was...

Kidney recipient

“Kidney failure began when I was 25 years old, I was at stage 3. My kidney
function was at about 40%. When I turned 31, and I became pregnant, that is
when I become stage 5. My kidney function went from 40% functioning to
about 8% functioning.” (Kara)

My kidney failure began when I was (X) years old. At that time,
I was doing (common activities for you before the transplant)...but
then I started to notice (changes that affected your daily life)

“It meant that my time was limited. My disease started when I was 27, when
I was 45, my kidney function has dropped to 9%. I felt defeated. A lot of the
people that I talked to on my first day on dialysis had been coming there for 5
years.” (Rochelle)

Living without working kidneys meant that... The first time I had
a dialysis treatment was... (explain how it felt)

“Found it easy to talk to about living donation with my friends and family.
Because of living donation, I am alive today. So, I talk about it openly.”
(Holly)

I found it... (difficult /easy) to talk about living donation with my
family and friends, because...

Family member

“…For our family it meant a huge lifestyle change. It was a huge financial
burden for our family. It was mentally draining for my parents especially. I
was 15 at the time, so, I didn't really grasp Hans's situation.” (Drea)

We learned as a family what kidney failure meant physically for
(Recipient). However, for our family it also... (Explain the ways
it changed your family’s life)...

“Living through Hans's situation as a family member. I was 14-15 when his
life on dialysis began. It was an in-person, real life, first-hand experience.”
(Drea)

Some of the best resources I used to learn about kidney disease
were...

“Changed our family's plans for traveling. We like to travel a lot. It changed
drastically. We hated going and having him left out. So, we worked around it
and there were days that he didn't feel so great. So, dialysis sucks. Period.”
(Annamarie)

(Recipient's) dialysis schedule meant that we had to change our
current plans because...
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Table 4. Content shared by potential donors and kidney patients around open-ended prompts.

Examples of storytelling content sharedPrompts by story guide

Exploring donation

“When our family found out that my niece Marie was in kidney failure. She was fairly young,
she was about 13-14. She was about to start junior high and she was about start dialysis.
That is when I first started to think about being a donor.” (Monica)

I first considered donating a kidney...

“I was little, I was a afraid at first. I didn't know what it entailed and until I read about it
more. I have two kidneys and I have one to spare.” (Kurt)

Initially my attitude toward living kidney donation
was...

“Once I learned about kidney donation, I considered to be a donor because my wife had
kidney failure.” (Kurt)

Once I learned more about living donation, I con-
sidered becoming a living donor because...

In need of a kidney

“It is hard for me to find a kidney because; I need a B-, live kidney donor. I’ve done a lot
of social outreach. I've made shirts, made some pamphlets, and gone on social media [to
find a donor].” (Kabir)

I could get a kidney from a living donor. So
far...(tell what you have done or plan to do to find
a donor)

“I was having high blood pressure and slowly I was feeling fatigue and I would always have
this headache. I was not aware of what was going on with my health. I thought I was just
too active. But, slowly the disease took over me and I had stage 4 kidney failure.” (Kabir)

I started having these symptoms... I was diagnosed
with (explain prognosis), (X) months/years ago

“For my dialysis, peritoneal dialysis every day. Most people do couple of hours every day
but I do about 12 and a half hours every day [...]” (Kabir)

To stay alive, I have to go for dialysis, which is...
(briefly describe what it is, how often you go, your
new quality of life)

Ethical Concerns: Disclosure of Protected Health
Information or Inaccurate Information
More than half (78/135, 57.8%) of the storytellers disclosed
PHI about themselves, most often their last name, specific
transplant center name, transplant or donation date, and
geographic details about their locations. Some storytellers,
41.5% (56/135), also shared PHI about others involved in their
living donation experience (Table 2).

A minority (18/135, 13.3%) of the storytellers shared medical
inaccuracies or overgeneralizations. Examples included,
“…going on dialysis means your life is over and your
caregivers’ life is over” or “…1 in 3 actually have kidney
disease.” Statements that could be considered instances of
pressuring were shared by 11.9% (16/135) of the participants.
These included statements like “People who do not give to a
family member are selfish.”

Discussion

Principal Findings
This study evaluated the feasibility of building a web-based
digital library and recruiting storytellers to share their
experiences. Using community-based participatory research
practices and recruitment through social media, we successfully
recruited storytellers involved with living donation who were
predominately female, white, and motivated to assist others in
making choices about donation and transplant. In general, it
was more difficult to recruit minority storytellers and males to
share their stories. As African Americans and Hispanics have
2.9 and 1.3 times higher ESKD incidence rates, respectively,
compared with their white counterparts [1] and the lifetime risk
of ESKD is higher in males than in females [1], additional
research is needed to explore how to enroll these communities
into sharing their stories and help them feel supported when
sharing their stories.

Thousands of kidney patients awaiting transplant die each year
before a matching kidney is found [1]. The Living Donation
Storytelling Project is an important public resource enabling
real-life stories about living kidney donation from multiple
audiences to be captured using video capture technology and
shared through a web-based searchable digital library.

At the start of this project, we were unclear how difficult
storytelling would be and what types of content would be shared.
More than half of those who were offered a link to record a
story did not submit a completed video story, and about
one-quarter of participants who completed a story reported either
technical or emotional challenges when asked to reflect
afterward on the recording process. However, the content shared,
including poignant first-person recounting of fears, lessons
learned, challenges overcome, and recommendations for others
facing these decisions were very powerful. Future research
should determine the key topics most commonly shared by
storytellers and assess which storytellers and types of content
most connect with different audiences. Further examination of
the impact of storytelling combined with other, more traditional,
educational strategies for increasing the number of living donors
coming forward and LDKT rates is also needed.

Transplant professionals who served on our ethical review board
concluded that, in general, storytellers act ethically; however,
reminders should be sent to ensure privacy and prevent the
disclosure of PHI. Clarification of what not to share in a public
forum helped reduce disclosure of PHI, as did editing afterward.
Additional work is still needed to explore ethical issues,
including whether storytellers seeking living donors should be
allowed to disclose their contact information in videos shared
in the library.

Moving forward, there are many applications of the Living
Donation Storytelling Library methodology. Stories can be
easily incorporated within the traditional educational process
during transplant or donation evaluation, provided as a general
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introduction to transplant in dialysis centers, or embedded into
educational portals linked to electronic patient medical records.
Education delivered through these portals is quickly becoming
a part of the standard of care [54-57]. As social media has
become a common forum for prospective recipients and donors
to seek donors, this library also provides interested patients with
an easy way to share their interest in finding a living donor
widely with their social media communities [22,58,59]. This
library can also be used to amplify the voice of transplant
champions and ambassadors to increase public awareness about
the cause [60]. Sharing stories through social media may also
be an effective way to advance a potential living donor’s or
transplant patient’s stage of readiness for LDKT [61].

Finally, the Living Donation Storytelling Project may be
particularly effective for reaching certain groups who are not
well-served by existing educational strategies. Specifically,
stories may also be a gentler way to introduce the option of
living donation for patients who are concerned about harming
a loved one, those who cannot read or have difficulty reading

[62], those who speak languages other than English [25], and
those with higher levels of medical mistrust [63-66]. Stories
may also be well-suited for educating patient populations,
including Native Americans or First Nations people who have
cultures steeped in oral traditions [67-70]. Finally, the digital
storytelling library methodology can be applied to health areas
outside of living donation, as first-person storytelling has been
shown to improve health outcomes for patients who belong to
racial or ethnic minorities, have low health literacy, and are of
lower socioeconomic status [71].

Conclusions
In summary, watching real-life stories can be reassuring,
empowering, and, sometimes, inspiring [25,31,72,73]. With
appropriate sensitivity to ensure diverse recruitment, ethical
review of content, and support for storytellers while using
innovative technology, digital storytelling technologies may be
a cost-effective way to further engage patients and increase the
curiosity of the public about becoming living donors.

Acknowledgments
The authors acknowledge StoryTap and Bernadette Butler for customizing a digital interface for capturing video stories; the
Terasaki Family Foundation, the charitable grant that helped fund some of this work via grant funding; Sarah Brecher, BS, and
Natalie Pita, BS, for recruiting and supporting storytellers and editing videos; the many individuals who shared their stories; and
transplant centers and institutions who referred storytellers, including Mount Sinai Medical Center and NYKidney.

Conflicts of Interest
None declared.

Multimedia Appendix 1
Steps for building a digital library.
[PDF File (Adobe PDF File), 119 KB-Multimedia Appendix 1]

Multimedia Appendix 2
Living Donation Storytelling Project website search engine.
[PDF File (Adobe PDF File), 95 KB-Multimedia Appendix 2]

Multimedia Appendix 3
Living Donation Storytelling Project storytelling instructions.
[PDF File (Adobe PDF File), 78 KB-Multimedia Appendix 3]

Multimedia Appendix 4
Living Donation Storytelling Project transplant center search tool.
[PDF File (Adobe PDF File), 85 KB-Multimedia Appendix 4]

References

1. Executive Summary: Overview of Kidney Disease in the United States. The United States Renal Data System (USRDS).
2018. URL: https://www.usrds.org/2018/view/Default.aspx [accessed 2020-06-14]

2. US Renal Data System 2019 Annual Data Report: Epidemiology of Kidney Disease in the United States. The United States
Renal Data System (USRDS). 2019. URL: https://www.usrds.org/2019/view/USRDS_2019_ES_final.pdf [accessed
2020-06-14]

3. Hart A, Smith JM, Skeans MA, Gustafson SK, Wilk AR, Castro S, et al. OPTN/SRTR 2017 annual data report: kidney.
Am J Transplant 2019 Feb;19(Suppl 2):19-123 [FREE Full text] [doi: 10.1111/ajt.15274] [Medline: 30811893]

4. Organ Datasource. Organ Procurement and Transplantation Network. 2019. URL: https://optn.transplant.hrsa.gov/data/
organ-datasource/ [accessed 2020-06-15]

JMIR Form Res 2020 | vol. 4 | iss. 7 | e17441 | p. 9https://formative.jmir.org/2020/7/e17441
(page number not for citation purposes)

Waterman et alJMIR FORMATIVE RESEARCH

XSL•FO
RenderX

https://jmir.org/api/download?alt_name=formative_v4i7e17441_app1.pdf&filename=1a2326c9144dade5d381aee75393860f.pdf
https://jmir.org/api/download?alt_name=formative_v4i7e17441_app1.pdf&filename=1a2326c9144dade5d381aee75393860f.pdf
https://jmir.org/api/download?alt_name=formative_v4i7e17441_app2.pdf&filename=ecccb9e367fef80e444f1da89b67b71a.pdf
https://jmir.org/api/download?alt_name=formative_v4i7e17441_app2.pdf&filename=ecccb9e367fef80e444f1da89b67b71a.pdf
https://jmir.org/api/download?alt_name=formative_v4i7e17441_app3.pdf&filename=436fa31fbde8de510068dcf08f9fef8f.pdf
https://jmir.org/api/download?alt_name=formative_v4i7e17441_app3.pdf&filename=436fa31fbde8de510068dcf08f9fef8f.pdf
https://jmir.org/api/download?alt_name=formative_v4i7e17441_app4.pdf&filename=3f2844087eb43c2f82a31ace1f0bba0f.pdf
https://jmir.org/api/download?alt_name=formative_v4i7e17441_app4.pdf&filename=3f2844087eb43c2f82a31ace1f0bba0f.pdf
https://www.usrds.org/2018/view/Default.aspx
https://www.usrds.org/2019/view/USRDS_2019_ES_final.pdf
https://doi.org/10.1111/ajt.15274
http://dx.doi.org/10.1111/ajt.15274
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30811893&dopt=Abstract
https://optn.transplant.hrsa.gov/data/organ-datasource/
https://optn.transplant.hrsa.gov/data/organ-datasource/
http://www.w3.org/Style/XSL
http://www.renderx.com/


5. Purnell TS, Luo X, Cooper LA, Massie AB, Kucirka LM, Henderson ML, et al. Association of race and ethnicity with live
donor kidney transplantation in the United States from 1995 to 2014. J Am Med Assoc 2018 Jan 2;319(1):49-61 [FREE
Full text] [doi: 10.1001/jama.2017.19152] [Medline: 29297077]

6. Lentine KL, Mandelbrot D. Addressing disparities in living donor kidney transplantation: a call to action. Clin J Am Soc
Nephrol 2018 Dec 7;13(12):1909-1911 [FREE Full text] [doi: 10.2215/CJN.06250518] [Medline: 30429153]

7. Kumar K, Holscher CM, Luo X, Wang JG, Anjum S, King EA, et al. Persistent regional and racial disparities in nondirected
living kidney donation. Clin Transplant 2017 Dec;31(12):e13135 [FREE Full text] [doi: 10.1111/ctr.13135] [Medline:
29032601]

8. Purnell T, Xu P, Leca N, Hall Y. Racial differences in determinants of live donor kidney transplantation in the United
States. Am J Transplant 2013 Jun;13(6):1557-1565 [FREE Full text] [doi: 10.1111/ajt.12258] [Medline: 23669021]

9. Waterman AD, Peipert JD. An explore transplant group randomized controlled education trial to increase dialysis patients'
decision-making and pursuit of transplantation. Prog Transplant 2018 Jun;28(2):174-183. [doi: 10.1177/1526924818765815]
[Medline: 29699451]

10. Boulware LE, Hill-Briggs F, Kraus ES, Melancon JK, Falcone B, Ephraim PL, et al. Effectiveness of educational and social
worker interventions to activate patients' discussion and pursuit of preemptive living donor kidney transplantation: a
randomized controlled trial. Am J Kidney Dis 2013 Mar;61(3):476-486 [FREE Full text] [doi: 10.1053/j.ajkd.2012.08.039]
[Medline: 23089512]

11. Garonzik-Wang JM, Berger JC, Ros RL, Kucirka LM, Deshpande NA, Boyarsky BJ, et al. Live donor champion: finding
live kidney donors by separating the advocate from the patient. Transplantation 2012 Jun 15;93(11):1147-1150 [FREE Full
text] [doi: 10.1097/TP.0b013e31824e75a5] [Medline: 22461037]

12. Brown W, McDermott J, Figueiredo AE, Loucaidou M, Galliford J, Papalois V. Invited manuscript poster on renal-related
education American society of nephrology, Nov 16-21, 2010. Improving access to kidney transplant information has
increased preemptive living kidney donation. Ren Fail 2011;33(7):658-662. [doi: 10.3109/0886022X.2011.589948] [Medline:
21787154]

13. Cardinal H, Durand C, Larrivée S, Verhave J, Pâquet MR, Fortin M. Strategies to increase living kidney donation: a
retrospective cohort study. Can J Kidney Health Dis 2015;2:15 [FREE Full text] [doi: 10.1186/s40697-015-0049-6] [Medline:
25926997]

14. Patzer RE, Paul S, Plantinga L, Gander J, Sauls L, Krisher J, Southeastern Kidney Transplant Coalition. A randomized trial
to reduce disparities in referral for transplant evaluation. J Am Soc Nephrol 2017 Mar;28(3):935-942 [FREE Full text] [doi:
10.1681/ASN.2016030320] [Medline: 27738125]

15. Ismail S, Luchtenburg A, Timman R, Zuidema WC, Boonstra C, Weimar W, et al. Home-based family intervention increases
knowledge, communication and living donation rates: a randomized controlled trial. Am J Transplant 2014
Aug;14(8):1862-1869 [FREE Full text] [doi: 10.1111/ajt.12751] [Medline: 24935081]

16. Massey EK, Gregoor PJ, Nette RW, van den Dorpel MA, van Kooij A, Zietse R, et al. Early home-based group education
to support informed decision-making among patients with end-stage renal disease: a multi-centre randomized controlled
trial. Nephrol Dial Transplant 2016 May;31(5):823-830. [doi: 10.1093/ndt/gfv322] [Medline: 26330561]

17. Rodrigue JR, Paek MJ, Egbuna O, Waterman AD, Schold JD, Pavlakis M, et al. Making house calls increases living donor
inquiries and evaluations for blacks on the kidney transplant waiting list. Transplantation 2014 Nov 15;98(9):979-986
[FREE Full text] [doi: 10.1097/TP.0000000000000165] [Medline: 24825528]

18. Axelrod DA, Kynard-Amerson CS, Wojciechowski D, Jacobs M, Lentine KL, Schnitzler M, et al. Cultural competency of
a mobile, customized patient education tool for improving potential kidney transplant recipients' knowledge and
decision-making. Clin Transplant 2017 May;31(5):e12944. [doi: 10.1111/ctr.12944] [Medline: 28263408]

19. Gordon EJ, Mullee JO, Ramirez DI, MacLean J, Olivero M, Feinglass J, et al. Hispanic/Latino concerns about living kidney
donation: a focus group study. Prog Transplant 2014 Jun;24(2):152-162. [doi: 10.7182/pit2014946] [Medline: 24919732]

20. Patzer RE, McPherson L, Basu M, Mohan S, Wolf M, Chiles M, et al. Effect of the iChoose kidney decision aid in improving
knowledge about treatment options among transplant candidates: a randomized controlled trial. Am J Transplant 2018
Aug;18(8):1954-1965 [FREE Full text] [doi: 10.1111/ajt.14693] [Medline: 29446209]

21. Burnapp L, van Assche K, Lennerling A, Slaats D, van Dellen D, Mamode N, et al. Raising awareness of unspecified living
kidney donation: an ELPAT view. Clin Kidney J 2020 Apr;13(2):159-165 [FREE Full text] [doi: 10.1093/ckj/sfz067]
[Medline: 32296519]

22. Kazley AS, Hamidi B, Balliet W, Baliga P. Social media use among living kidney donors and recipients: survey on current
practice and potential. J Med Internet Res 2016 Dec 20;18(12):e328 [FREE Full text] [doi: 10.2196/jmir.6176] [Medline:
27998880]

23. Vedadi A, Bansal A, Yung P, Famure O, Mitchell M, Waterman AD, et al. Ethnic background is associated with no live
kidney donor identified at the time of first transplant assessment-an opportunity missed? A single-center retrospective
cohort study. Transpl Int 2019 Oct;32(10):1030-1043. [doi: 10.1111/tri.13476] [Medline: 31250484]

24. Sieverdes JC, Nemeth LS, Magwood GS, Baliga PK, Chavin KD, Brunner-Jackson B, et al. Patient-centered mhealth living
donor transplant education program for African Americans: development and analysis. JMIR Res Protoc 2015 Aug
10;4(3):e84 [FREE Full text] [doi: 10.2196/resprot.3715] [Medline: 26265532]

JMIR Form Res 2020 | vol. 4 | iss. 7 | e17441 | p. 10https://formative.jmir.org/2020/7/e17441
(page number not for citation purposes)

Waterman et alJMIR FORMATIVE RESEARCH

XSL•FO
RenderX

http://europepmc.org/abstract/MED/29297077
http://europepmc.org/abstract/MED/29297077
http://dx.doi.org/10.1001/jama.2017.19152
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29297077&dopt=Abstract
http://cjasn.asnjournals.org/cgi/pmidlookup?view=long&pmid=30429153
http://dx.doi.org/10.2215/CJN.06250518
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30429153&dopt=Abstract
http://europepmc.org/abstract/MED/29032601
http://dx.doi.org/10.1111/ctr.13135
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29032601&dopt=Abstract
https://doi.org/10.1111/ajt.12258
http://dx.doi.org/10.1111/ajt.12258
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23669021&dopt=Abstract
http://dx.doi.org/10.1177/1526924818765815
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29699451&dopt=Abstract
http://europepmc.org/abstract/MED/23089512
http://dx.doi.org/10.1053/j.ajkd.2012.08.039
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23089512&dopt=Abstract
http://europepmc.org/abstract/MED/22461037
http://europepmc.org/abstract/MED/22461037
http://dx.doi.org/10.1097/TP.0b013e31824e75a5
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22461037&dopt=Abstract
http://dx.doi.org/10.3109/0886022X.2011.589948
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21787154&dopt=Abstract
https://cjkhd.biomedcentral.com/articles/10.1186/s40697-015-0049-6
http://dx.doi.org/10.1186/s40697-015-0049-6
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25926997&dopt=Abstract
http://jasn.asnjournals.org/cgi/pmidlookup?view=long&pmid=27738125
http://dx.doi.org/10.1681/ASN.2016030320
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27738125&dopt=Abstract
https://doi.org/10.1111/ajt.12751
http://dx.doi.org/10.1111/ajt.12751
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24935081&dopt=Abstract
http://dx.doi.org/10.1093/ndt/gfv322
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26330561&dopt=Abstract
http://europepmc.org/abstract/MED/24825528
http://dx.doi.org/10.1097/TP.0000000000000165
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24825528&dopt=Abstract
http://dx.doi.org/10.1111/ctr.12944
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28263408&dopt=Abstract
http://dx.doi.org/10.7182/pit2014946
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24919732&dopt=Abstract
https://doi.org/10.1111/ajt.14693
http://dx.doi.org/10.1111/ajt.14693
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29446209&dopt=Abstract
http://europepmc.org/abstract/MED/32296519
http://dx.doi.org/10.1093/ckj/sfz067
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32296519&dopt=Abstract
https://www.jmir.org/2016/12/e328/
http://dx.doi.org/10.2196/jmir.6176
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27998880&dopt=Abstract
http://dx.doi.org/10.1111/tri.13476
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=31250484&dopt=Abstract
https://www.researchprotocols.org/2015/3/e84/
http://dx.doi.org/10.2196/resprot.3715
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26265532&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/


25. Robinson JK, Friedewald JJ, Desai A, Gordon EJ. Response across the health-literacy spectrum of kidney transplant
recipients to a sun-protection education program delivered on tablet computers: randomized controlled trial. JMIR Cancer
2015 Aug 18;1(2):e8 [FREE Full text] [doi: 10.2196/cancer.4787] [Medline: 28410176]

26. Chronic Kidney Disease (CKD) in the United States. The United States Renal Data System (USRDS). 2016. URL: https:/
/www.usrds.org/2016/view/Default.aspx [accessed 2020-06-15]

27. Schreiner C, Appel M, Isberner M, Richter T. Argument strength and the persuasiveness of stories. Discourse Process
2018;55(4):371-386 [FREE Full text] [doi: 10.1080/0163853X.2016.1257406] [Medline: 29805322]

28. Suzuki WA, Feliú-Mójer MI, Hasson U, Yehuda R, Zarate JM. Dialogues: the science and power of storytelling. J Neurosci
2018 Oct 31;38(44):9468-9470. [doi: 10.1523/jneurosci.1942-18.2018]

29. Briant KJ, Halter A, Marchello N, Escareño M, Thompson B. The power of digital storytelling as a culturally relevant
health promotion tool. Health Promot Pract 2016 Nov;17(6):793-801 [FREE Full text] [doi: 10.1177/1524839916658023]
[Medline: 27402721]

30. Constand MK, MacDermid JC, dal Bello-Haas V, Law M. Scoping review of patient-centered care approaches in healthcare.
BMC Health Serv Res 2014 Jun 19;14:271 [FREE Full text] [doi: 10.1186/1472-6963-14-271] [Medline: 24947822]

31. McQueen A, Kreuter MW, Kalesan B, Alcaraz KI. Understanding narrative effects: the impact of breast cancer survivor
stories on message processing, attitudes, and beliefs among African American women. Health Psychol 2011
Nov;30(6):674-682 [FREE Full text] [doi: 10.1037/a0025395] [Medline: 21895370]

32. Peek ME, Harmon SA, Scott SJ, Eder M, Roberson TS, Tang H, et al. Culturally tailoring patient education and
communication skills training to empower African-Americans with diabetes. Transl Behav Med 2012 Sep;2(3):296-308
[FREE Full text] [doi: 10.1007/s13142-012-0125-8] [Medline: 24073128]

33. Andrews JO, Felton G, Wewers ME, Waller J, Tingen M. The effect of a multi-component smoking cessation intervention
in African American women residing in public housing. Res Nurs Health 2007 Feb;30(1):45-60. [doi: 10.1002/nur.20174]
[Medline: 17243107]

34. Nguyen HL, Ha DA, Goldberg RJ, Kiefe CI, Chiriboga G, Ly HN, et al. Culturally adaptive storytelling intervention versus
didactic intervention to improve hypertension control in Vietnam- 12 month follow up results: a cluster randomized controlled
feasibility trial. PLoS One 2018;13(12):e0209912 [FREE Full text] [doi: 10.1371/journal.pone.0209912] [Medline: 30596749]

35. Manuvinakurike R, Velicer WF, Bickmore TW. Automated indexing of Internet stories for health behavior change: weight
loss attitude pilot study. J Med Internet Res 2014 Dec 9;16(12):e285 [FREE Full text] [doi: 10.2196/jmir.3702] [Medline:
25491243]

36. Taylor LA, Bahreman N, Hayat MJ, Hoey F, Rajasekaran G, Segev DL. Living kidney donors and their family caregivers:
developing an evidence-based educational and social support website. Prog Transplant 2012 Jun;22(2):119-128 [FREE
Full text] [doi: 10.7182/pit2012611] [Medline: 22878067]

37. Wicks P, Sulham KA, Gnanasakthy A. Quality of life in organ transplant recipients participating in an online transplant
community. Patient 2014;7(1):73-84 [FREE Full text] [doi: 10.1007/s40271-013-0033-0] [Medline: 24194474]

38. Gordon EJ, Feinglass J, Carney P, Ramirez D, Olivero M, O'Connor K, et al. An interactive, bilingual, culturally targeted
website about living kidney donation and transplantation for hispanics: development and formative evaluation. JMIR Res
Protoc 2015 Apr 20;4(2):e42 [FREE Full text] [doi: 10.2196/resprot.3838] [Medline: 25896143]

39. Petty R. The importance of cognitive responses in persuasion. Adv Consum Res 1977;4:357-362. [doi:
10.4324/9781315803012]

40. Busselle R, Bilandzic H. Measuring narrative engagement. Media Psychol 2009 Nov 23;12(4):321-347. [doi:
10.1080/15213260903287259]

41. Lee H, Fawcett J, DeMarco R. Storytelling/narrative theory to address health communication with minority populations.
Appl Nurs Res 2016 May;30:58-60. [doi: 10.1016/j.apnr.2015.09.004] [Medline: 27091254]

42. Green MC, Brock TC. The role of transportation in the persuasiveness of public narratives. J Pers Soc Psychol 2000
Nov;79(5):701-721. [doi: 10.1037//0022-3514.79.5.701] [Medline: 11079236]

43. Rogers EM. Diffusion of Innovations. New York, USA: Free Press; 1983.
44. Anderson M. Mobile Technology and Home Broadband 2019. Pew Research Center. 2019. URL: https://www.

pewresearch.org/internet/2019/06/13/mobile-technology-and-home-broadband-2019/ [accessed 2020-06-15]
45. Mobile Fact Sheet. Pew Research Center. 2019. URL: https://www.pewresearch.org/internet/fact-sheet/mobile/ [accessed

2020-06-15]
46. Fox S. Mobile Health. Pew Center for Research. 2011. URL: https://www.pewresearch.org/internet/2011/04/14/mobile-health/

[accessed 2020-06-15]
47. van Kessel P. 10 Facts About Americans and YouTube. Pew Research Center. 2019. URL: https://www.pewresearch.org/

fact-tank/2019/12/04/10-facts-about-americans-and-youtube/ [accessed 2020-06-15]
48. Prochaska JO, Velicer WF, Rossi JS, Goldstein MG, Marcus BH, Rakowski W, et al. Stages of change and decisional

balance for 12 problem behaviors. Health Psychol 1994 Jan;13(1):39-46. [doi: 10.1037//0278-6133.13.1.39] [Medline:
8168470]

JMIR Form Res 2020 | vol. 4 | iss. 7 | e17441 | p. 11https://formative.jmir.org/2020/7/e17441
(page number not for citation purposes)

Waterman et alJMIR FORMATIVE RESEARCH

XSL•FO
RenderX

https://cancer.jmir.org/2015/2/e8/
http://dx.doi.org/10.2196/cancer.4787
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=28410176&dopt=Abstract
https://www.usrds.org/2016/view/Default.aspx
https://www.usrds.org/2016/view/Default.aspx
http://europepmc.org/abstract/MED/29805322
http://dx.doi.org/10.1080/0163853X.2016.1257406
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29805322&dopt=Abstract
http://dx.doi.org/10.1523/jneurosci.1942-18.2018
http://europepmc.org/abstract/MED/27402721
http://dx.doi.org/10.1177/1524839916658023
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27402721&dopt=Abstract
https://bmchealthservres.biomedcentral.com/articles/10.1186/1472-6963-14-271
http://dx.doi.org/10.1186/1472-6963-14-271
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24947822&dopt=Abstract
http://europepmc.org/abstract/MED/21895370
http://dx.doi.org/10.1037/a0025395
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=21895370&dopt=Abstract
http://europepmc.org/abstract/MED/24073128
http://dx.doi.org/10.1007/s13142-012-0125-8
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24073128&dopt=Abstract
http://dx.doi.org/10.1002/nur.20174
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=17243107&dopt=Abstract
http://dx.plos.org/10.1371/journal.pone.0209912
http://dx.doi.org/10.1371/journal.pone.0209912
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30596749&dopt=Abstract
https://www.jmir.org/2014/12/e285/
http://dx.doi.org/10.2196/jmir.3702
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25491243&dopt=Abstract
http://europepmc.org/abstract/MED/22878067
http://europepmc.org/abstract/MED/22878067
http://dx.doi.org/10.7182/pit2012611
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22878067&dopt=Abstract
http://europepmc.org/abstract/MED/24194474
http://dx.doi.org/10.1007/s40271-013-0033-0
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24194474&dopt=Abstract
https://www.researchprotocols.org/2015/2/e42/
http://dx.doi.org/10.2196/resprot.3838
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25896143&dopt=Abstract
http://dx.doi.org/10.4324/9781315803012
http://dx.doi.org/10.1080/15213260903287259
http://dx.doi.org/10.1016/j.apnr.2015.09.004
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27091254&dopt=Abstract
http://dx.doi.org/10.1037//0022-3514.79.5.701
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=11079236&dopt=Abstract
https://www.pewresearch.org/internet/2019/06/13/mobile-technology-and-home-broadband-2019/
https://www.pewresearch.org/internet/2019/06/13/mobile-technology-and-home-broadband-2019/
https://www.pewresearch.org/internet/fact-sheet/mobile/
https://www.pewresearch.org/internet/2011/04/14/mobile-health/
https://www.pewresearch.org/fact-tank/2019/12/04/10-facts-about-americans-and-youtube/
https://www.pewresearch.org/fact-tank/2019/12/04/10-facts-about-americans-and-youtube/
http://dx.doi.org/10.1037//0278-6133.13.1.39
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=8168470&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/


49. Waterman AD, Robbins ML, Paiva AL, Hyland SS. Kidney patients' intention to receive a deceased donor transplant:
development of stage of change, decisional balance and self-efficacy measures. J Health Psychol 2010 Apr;15(3):436-445
[FREE Full text] [doi: 10.1177/1359105309351248] [Medline: 20348364]

50. Waterman AD, Robbins ML, Paiva AL, Peipert JD, Davis LA, Hyland SS, et al. Measuring kidney patients' motivation to
pursue living donor kidney transplant: development of stage of change, decisional balance and self-efficacy measures. J
Health Psychol 2015 Feb;20(2):210-221 [FREE Full text] [doi: 10.1177/1359105313501707] [Medline: 24155194]

51. Bandura A. Social Learning Theory. New York, USA: Prentice-Hall; 1976.
52. Kazdin AE. Vicarious reinforcement and punishment processes in the classroom. In: Strain PS, editor. The Utilization of

Classroom Peers as Behavior Change Agents. New York, USA: Academic Press; 1971.
53. Waterman A. Explore Living Donation Storytelling Project. 2019. URL: https://explorelivingdonation.org/ [accessed

2020-06-15]
54. Kim S, Abner E. Predictors affecting personal health information management skills. Inform Health Soc Care

2016;41(3):211-229 [FREE Full text] [doi: 10.3109/17538157.2015.1008490] [Medline: 26268728]
55. Amante DJ, Hogan TP, Pagoto SL, English TM. A systematic review of electronic portal usage among patients with diabetes.

Diabetes Technol Ther 2014 Nov;16(11):784-793. [doi: 10.1089/dia.2014.0078] [Medline: 24999599]
56. Osborn CY, Mayberry LS, Wallston KA, Johnson KB, Elasy TA. Understanding patient portal use: implications for

medication management. J Med Internet Res 2013 Jul 3;15(7):e133 [FREE Full text] [doi: 10.2196/jmir.2589] [Medline:
23823974]

57. Ramirez M, Wu S, Jin H, Ell K, Gross-Schulman S, Sklaroff LM, et al. Automated remote monitoring of depression:
acceptance among low-income patients in diabetes disease management. JMIR Ment Health 2016 Jan 25;3(1):e6 [FREE
Full text] [doi: 10.2196/mental.4823] [Medline: 26810139]

58. Chang A, Anderson EE, Turner HT, Shoham D, Hou SH, Grams M. Identifying potential kidney donors using social
networking web sites. Clin Transplant 2013;27(3):E320-E326 [FREE Full text] [doi: 10.1111/ctr.12122] [Medline: 23600791]

59. Kumar K, King EA, Muzaale AD, Konel JM, Bramstedt KA, Massie AB, et al. A smartphone app for increasing live organ
donation. Am J Transplant 2016 Dec;16(12):3548-3553 [FREE Full text] [doi: 10.1111/ajt.13961] [Medline: 27402293]

60. Shi J, Salmon CT. Identifying opinion leaders to promote organ donation on social media: network study. J Med Internet
Res 2018 Jan 9;20(1):e7 [FREE Full text] [doi: 10.2196/jmir.7643] [Medline: 29317384]

61. Ramo DE, Thrul J, Chavez K, Delucchi KL, Prochaska JJ. Feasibility and quit rates of the tobacco status project: a Facebook
smoking cessation intervention for young adults. J Med Internet Res 2015 Dec 31;17(12):e291 [FREE Full text] [doi:
10.2196/jmir.5209] [Medline: 26721211]

62. Taylor DM, Bradley JA, Bradley C, Draper H, Dudley C, Fogarty D, ATTOM investigators. Limited health literacy is
associated with reduced access to kidney transplantation. Kidney Int 2019 May;95(5):1244-1252. [doi:
10.1016/j.kint.2018.12.021] [Medline: 30952457]

63. Wachterman M, McCarthy E, Marcantonio E, Ersek M. Mistrust, misperceptions, and miscommunication: a qualitative
study of preferences about kidney transplantation among African Americans. Transplant Proc 2015 Mar;47(2):240-246
[FREE Full text] [doi: 10.1016/j.transproceed.2015.01.016] [Medline: 25769556]

64. Myaskovsky L, Switzer GE, Crowley-Matoka M, Unruh M, DiMartini AF, Dew MA. Psychosocial factors associated with
ethnic differences in transplantation. Curr Opin Organ Transplant 2007;12(2):182-187. [doi: 10.1097/mot.0b013e32805b7192]

65. Waterman AD, Barrett AC, Stanley SL, Rothstein M, Burroughs TE, Brennan DC, et al. Why African-Americans are not
pursuing living kidney donation. Transplantation 2006;82(Suppl 2):286. [doi: 10.1097/00007890-200607152-00649]

66. Waterman AD, Beaumont JL. What else can we do to ensure transplant equity for high-risk patients? Clin J Am Soc Nephrol
2018 Apr 6;13(4):529-530 [FREE Full text] [doi: 10.2215/CJN.02120218] [Medline: 29581106]

67. Momper SL, Dennis MK, Mueller-Williams AC. American Indian elders share personal stories of alcohol use with younger
tribal members. J Ethn Subst Abuse 2017;16(3):293-313 [FREE Full text] [doi: 10.1080/15332640.2016.1196633] [Medline:
27403635]

68. Montgomery M, Manuelito B, Nass C, Chock T, Buchwald D. The native comic book project: native youth making comics
and healthy decisions. J Cancer Educ 2012 Apr;27(1 Suppl):S41-S46 [FREE Full text] [doi: 10.1007/s13187-012-0311-x]
[Medline: 22259070]

69. Limaye NP, Rivas-Nieto AC, Carcamo CP, Blas MM. Nuestras Historias- designing a novel digital story intervention
through participatory methods to improve maternal and child health in the Peruvian Amazon. PLoS One
2018;13(11):e0205673 [FREE Full text] [doi: 10.1371/journal.pone.0205673] [Medline: 30396200]

70. Vallesi S, Wood L, Dimer L, Zada M. 'In their own voice'-incorporating underlying social determinants into aboriginal
health promotion programs. Int J Environ Res Public Health 2018 Jul 18;15(7):1514 [FREE Full text] [doi:
10.3390/ijerph15071514] [Medline: 30021953]

71. Lipsey AF, Waterman AD, Wood EH, Balliet W. Evaluation of first-person storytelling on changing health-related attitudes,
knowledge, behaviors, and outcomes: a scoping review. Patient Educ Couns 2020 Apr 20:- epub ahead of print. [doi:
10.1016/j.pec.2020.04.014] [Medline: 32359877]

JMIR Form Res 2020 | vol. 4 | iss. 7 | e17441 | p. 12https://formative.jmir.org/2020/7/e17441
(page number not for citation purposes)

Waterman et alJMIR FORMATIVE RESEARCH

XSL•FO
RenderX

http://europepmc.org/abstract/MED/20348364
http://dx.doi.org/10.1177/1359105309351248
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20348364&dopt=Abstract
http://europepmc.org/abstract/MED/24155194
http://dx.doi.org/10.1177/1359105313501707
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24155194&dopt=Abstract
https://explorelivingdonation.org/
http://europepmc.org/abstract/MED/26268728
http://dx.doi.org/10.3109/17538157.2015.1008490
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26268728&dopt=Abstract
http://dx.doi.org/10.1089/dia.2014.0078
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=24999599&dopt=Abstract
https://www.jmir.org/2013/7/e133/
http://dx.doi.org/10.2196/jmir.2589
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23823974&dopt=Abstract
https://mental.jmir.org/2016/1/e6/
https://mental.jmir.org/2016/1/e6/
http://dx.doi.org/10.2196/mental.4823
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26810139&dopt=Abstract
http://europepmc.org/abstract/MED/23600791
http://dx.doi.org/10.1111/ctr.12122
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=23600791&dopt=Abstract
https://doi.org/10.1111/ajt.13961
http://dx.doi.org/10.1111/ajt.13961
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27402293&dopt=Abstract
https://www.jmir.org/2018/1/e7/
http://dx.doi.org/10.2196/jmir.7643
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29317384&dopt=Abstract
https://www.jmir.org/2015/12/e291/
http://dx.doi.org/10.2196/jmir.5209
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=26721211&dopt=Abstract
http://dx.doi.org/10.1016/j.kint.2018.12.021
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30952457&dopt=Abstract
http://europepmc.org/abstract/MED/25769556
http://dx.doi.org/10.1016/j.transproceed.2015.01.016
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=25769556&dopt=Abstract
http://dx.doi.org/10.1097/mot.0b013e32805b7192
http://dx.doi.org/10.1097/00007890-200607152-00649
http://cjasn.asnjournals.org/cgi/pmidlookup?view=long&pmid=29581106
http://dx.doi.org/10.2215/CJN.02120218
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=29581106&dopt=Abstract
http://europepmc.org/abstract/MED/27403635
http://dx.doi.org/10.1080/15332640.2016.1196633
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=27403635&dopt=Abstract
http://europepmc.org/abstract/MED/22259070
http://dx.doi.org/10.1007/s13187-012-0311-x
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=22259070&dopt=Abstract
http://dx.plos.org/10.1371/journal.pone.0205673
http://dx.doi.org/10.1371/journal.pone.0205673
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30396200&dopt=Abstract
https://www.mdpi.com/resolver?pii=ijerph15071514
http://dx.doi.org/10.3390/ijerph15071514
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=30021953&dopt=Abstract
http://dx.doi.org/10.1016/j.pec.2020.04.014
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=32359877&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/


72. Patten CA, Windsor RA, Renner CC, Enoch C, Hochreiter A, Nevak C, et al. Feasibility of a tobacco cessation intervention
for pregnant Alaska native women. Nicotine Tob Res 2010 Feb;12(2):79-87 [FREE Full text] [doi: 10.1093/ntr/ntp180]
[Medline: 20018946]

73. Sheppard VB, Williams KP, Harrison TM, Jennings Y, Lucas W, Stephen J, et al. Development of decision-support
intervention for Black women with breast cancer. Psychooncology 2010 Jan;19(1):62-70 [FREE Full text] [doi:
10.1002/pon.1530] [Medline: 19267384]

Abbreviations
DOI: diffusion of innovation
ESKD: end-stage kidney disease
IRB: Institutional Review Board
LDKT: living donor kidney transplant
PHI: protected health information
UCLA: University of California, Los Angeles

Edited by G Eysenbach; submitted 12.12.19; peer-reviewed by CY Lin, H Barahimi; comments to author 16.03.20; revised version
received 08.05.20; accepted 14.05.20; published 21.07.20

Please cite as:
Waterman AD, Wood EH, Ranasinghe ON, Faye Lipsey A, Anderson C, Balliet W, Holland-Carter L, Maurer S, Aurora Posadas
Salas M
A Digital Library for Increasing Awareness About Living Donor Kidney Transplants: Formative Study
JMIR Form Res 2020;4(7):e17441
URL: https://formative.jmir.org/2020/7/e17441
doi: 10.2196/17441
PMID:

©Amy D Waterman, Emily H Wood, Omesh N Ranasinghe, Amanda Faye Lipsey, Crystal Anderson, Wendy Balliet, Lauren
Holland-Carter, Stacey Maurer, Maria Aurora Posadas Salas. Originally published in JMIR Formative Research
(http://formative.jmir.org), 21.07.2020. This is an open-access article distributed under the terms of the Creative Commons
Attribution License (https://creativecommons.org/licenses/by/4.0/), which permits unrestricted use, distribution, and reproduction
in any medium, provided the original work, first published in JMIR Formative Research, is properly cited. The complete
bibliographic information, a link to the original publication on http://formative.jmir.org, as well as this copyright and license
information must be included.

JMIR Form Res 2020 | vol. 4 | iss. 7 | e17441 | p. 13https://formative.jmir.org/2020/7/e17441
(page number not for citation purposes)

Waterman et alJMIR FORMATIVE RESEARCH

XSL•FO
RenderX

http://europepmc.org/abstract/MED/20018946
http://dx.doi.org/10.1093/ntr/ntp180
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=20018946&dopt=Abstract
http://europepmc.org/abstract/MED/19267384
http://dx.doi.org/10.1002/pon.1530
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=19267384&dopt=Abstract
https://formative.jmir.org/2020/7/e17441
http://dx.doi.org/10.2196/17441
http://www.ncbi.nlm.nih.gov/entrez/query.fcgi?cmd=Retrieve&db=PubMed&list_uids=&dopt=Abstract
http://www.w3.org/Style/XSL
http://www.renderx.com/

