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ARTICLE INFO ABSTRACT
Keywords: Objectives: To identify common experiences and emotional changes shared by living donors and kidney recipients
Storytelling about their living donation experiences on a digital storytelling platform.

Narrative communication
Patient education

Living donor kidney transplant
Health promotion
Patient-centeredness

Methods: 82 donors and 36 recipients submitted prompt-guided videos to the platform. Two coders analyzed tran-
scripts for motivations, common themes, and emotions expressed.

Results: Storytellers shared their stories to advocate for living donation and contribute to others facing similar chal-
lenges. Pre-surgery, recipients recalled their dialysis experiences and how they sought living donors while donors dis-
cussed their motivations and common fears. Post-surgery, recipients discussed changes in their relationship with the
donor and quality life, while donors described how they benefited. Learning they needed a transplant, recipients re-
ported feeling fear (33.3%) while donors felt sadness (48.8%). Post-transplant, recipients and donors reported feeling
happiness (85.4%, 38.9%) and relief (29.3%, 22.2%).

Conclusion: Online digital storytelling libraries increase access to real-life living donation experiences. Since stories are
highly personal, additional living donor kidney transplant risk-benefit education is needed.

Innovation: Stories can supplement traditional education and be incorporated into advocacy efforts; campaigns could
capitalize upon the personal aspect of stories to gently introduce and encourage living kidney donation among the

general public.

1. Introduction

For patients who suffer with chronic kidney disease and end-stage kid-
ney disease (ESKD), living donor kidney transplantation (LDKT) is the pre-
ferred renal replacement therapy because of its better health outcomes
compared to dialysis [1]. However, LDKT is underutilized, due to lack of
awareness of both potential donors and kidney patients [2,3]. Several stud-
ies also show that disparities in LDKT accessibility are attributed to health
literacy barriers and unavailability of culturally- and linguistically-
sensitive health education resources [5-8].

Knowledge, language, and cultural barriers that contribute to LDKT in-
accessibility and preventable ESKD-related deaths may be reduced by using
digital first-person storytelling (FPS) as a health education resource [9,10].
FPS has been used to educate patients about many health topics, including
cancer, diabetes, and hypertension [11], and has been shown to improve
health behaviors [12], self-efficacy [13], attitudes towards the disease

and treatment [14], and knowledge [15,16]. FPS can also be an effective
educational intervention to reach disadvantaged kidney patients, since
unlike traditional didactic interventions, storytelling is more engaging for
patients who are less ready to take health actions, are more mistrustful,
and have low health literacy [17].

According to the Storytelling/Narrative Communication (SNC) theory
[171], storytelling and narratives about personal experiences can be used
to promote health behavior change among racial and ethnic minority
groups. The findings Lee et al. [17] applied SNC to find that storytelling
guides the target audience towards a specific health behavior through
three means that may be beneficial for someone learning about LDKT:
emotional engagement with another person, helping the viewer or listener
relate personally with the narrative’s plot, and providing a sense of ease
when learning about an unfamiliar or uncomfortable topic. In addition,
digital storytelling, especially when provided online through story libraries
[10], has the unique aspect of being able to establish a visual connection
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between learner and storyteller. One study has shown that adults are better
able to make connections with storytellers with whom they can personally
or socially relate [18]. This connection has been shown to not only improve
patients' receipt and retainment of health information, but also increases
their health literacy, willingness to pursue necessary treatments, and over-
all knowledge of their disease [9,10,19].

Despite the successful application of FPS, it is only starting to be used in
educational settings with potential living donors and kidney recipients.
Since the value of digital storytelling relies heavily on the content of what
storytellers communicate, this study qualitatively analyzed video tran-
scripts with the goal of depicting common LDKT experiences for both do-
nors and recipients and identifying emotional changes throughout our
storytellers' LDKT journeys.

2. Methods
2.1. Sampling

This study (IRB #18-000515) utilized data collected through dig-
ital stories submitted to the Living Donation Storytelling Project
[20]. The Living Donation Storytelling Project is a digital library of ac-
cessible, cost-effective, and culturally and linguistically diverse LDKT
recipient and donor stories. We invited storytellers to share their
stories via social media apps (e.g., Twitter, Instagram, Facebook,
LinkedIn) and referrals from healthcare professionals and organiza-
tions from April 2019 to August 2020. Storytellers had to be 18
years or older to submit a video story to the website. At the time of
this study in early 2021, only English stories were submitted and pub-
lished on the website, though as of late 2021, the website includes
stories in Spanish and French as well to serve a more diverse audience.
This study includes 118 storytellers (82 donors and 36 recipients of
LDKTs) who shared their living donation stories in response to a set
of guided, open-ended prompts. Storytellers also answered a short sur-
vey that collected their demographic characteristics (e.g., age, gender,
and race/ethnicity), type of story completed (e.g., recipient, living
donor), and education level (Table 1).

Table 1
Storyteller characteristics.

Characteristics Overall

N 118

Story Type, n (%)
Recipient 36 (30.51)
Living Donor 82 (69.49)

Age Interval, n (%)
18-30 Years 8 (6.78)
31-40 Years 18 (15.25)
41-50 Years 29 (24.58)
51-60 Years 33(27.97)
61-70 Years 20 (16.95)
70 years or older 1 (0.85)
Did not respond 9(7.63)

Gender
Female, n (%) 76 (64.41)
Male, n (%) 35 (29.66)
Did not respond (%) 7 (5.93)

Race
White 79 (66.95)
Black 10 (8.47)
Asian 3(2.54)
American Indian or Alaska Native 3(2.54)
Multiracial 3(2.54)
Other 4(3.39)
Did not respond 16 (13.56)

Ethnicity, Hispanic, n (%) 9(7.63)

Education, n (%)
High School or GED 4(3.39)
College or Vocational School 50 (42.37)
Graduate or Professional 32(27.12)
Did not respond 32(27.12)
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Video stories were filmed on personal devices including cell phones and
computers. Storytellers completed a standard media release and were sup-
ported by trained staff to resolve any technical issues. Submitted videos
were ethically reviewed to remove personal health information (PHI), med-
ical inaccuracies, and overly persuasive statements (e.g., “If you don't
donate your kidney you are selfish”), but were minimally edited overall
before being posted to the library.

2.2. Content shared from prompts

Open-ended prompts were created by researchers and a patient panel
based on common questions and concerns of people considering living do-
nation (e.g., “Living without working kidneys meant that...”, “I ultimately
decided to donate a kidney because...”) and grouped into two guides for
prospective patients and donors [11]. The 17-prompt recipient guide in-
vited discussion about life without working kidneys, feelings when talking
about LDKT with family and friends, their recovery experiences, relation-
ships between them and their donors, and what they learned from the en-
tire experience. Additionally, donors were asked to share in response to
17 prompts that addressed their decision to donate; their worries, fears, re-
grets, and changes in lifestyle after donating; and what they learned about
themselves post-donation. A complete list of donor and recipient prompts is
included in Appendix A.

2.3. Emotional content

Two separate researchers coded the emotional content shared within
each storytelling video at four stages of the donor and recipient journeys:
1) learning they or someone else needed a transplant, 2) matching with a
donor/recipient, 3) before surgery, and 4) after surgery. The emotions
coded as being “present” or “absent” at each stage were anger, fear, anxiety,
hope, relief, guilt/shame/embarrassment, jealousy, sadness, happiness,
pride, love, and “other”.

2.4. Analysis

Video stories were transcribed using the Otter.ai (v 2.3.86) and themat-
ically analyzed by two coders using Dedoose (v. 8.3.35) a qualitative data
analysis software. EH and AM read transcripts to develop initial codes
and discuss common themes expressed by different storytellers in response
to the guided prompts. Coders began the analysis on various kidney recipi-
ent and donor prompts (e.g., “A life without dialysis meant that I”, “The
best moment after surgery was”, “The relationship that I have with
(Donor) today, is”). The complete list of prompts can be found in Appendix
A. EH and AM met weekly to revise codes, combine similar themes and rec-
oncile differences, as well as for organization to ensure alignment with the
study aims. The codes and themes were finalized in discussion with LD, an
assistant professor, and YA, a qualitative researcher.

Positive and negative emotional responses were analyzed by two inde-
pendent coders who rated whether each emotion was mentioned while
the storyteller described their experience at one of the four key time points.
Data on storytellers' emotions and demographics were analyzed using de-
scriptive statistics.

3. Results
3.1. Storytellers' motivations

Storytellers had several motivations for sharing their story, including
advocating for LDKT, connecting with others facing similar challenges,
and motivating more people to become living donors. One recipient re-
ported that they were sharing their story on the platform as one of the
many ways they advocate for LDKT, saying, “I now educate the community,
I educate the country, and I educate anyone I come in contact with on a daily
basis about kidney disease, about transplantation, about living donation and
about how we can all work together in trying to find a cure for kidney disease”
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Table 2
Recipients' Pre- and Post-Transplant Experiences.
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Pre-Transplant Themes Identified

“Living without working kidneys meant that...”
Theme: Struggling with dialysis

“I'had to focus completely on just living and surviving and not really enjoying my life and it meant rearranging my entire
schedule to just take care of myself the first time.” Recipient 7

“I was exhausted, I could barely eat. And all I did was sleep, work and dialysis.” Recipient 38

“Ifound it ___to talk about living donation with my family and friends, because...”

Theme: Found it easy to talk to a potential donor

Theme: Found it difficult to talk to a potential donor

“I found it easy for me to talk about trying to find a living donor because I was desperately in need of a kidney. My condition
was getting worse by the day and there was no doubt that I would need a kidney... so I just started to try to the word as best I
could amongst friends and family” Recipient 118

“I found it difficult because I struggled with how to even ask someone to be a living donor. Initially I reached out to family
who had their own personal situations to deal with, so then it was reaching out to friends who hadn't seen this slow decline in
my health. It was very difficult to bring it up in a conversation like ‘Hey, you want to give me your kidney?’.” Recipient 146

“When my doctor told me that a living donor kidney transplant was my best option, I felt really, really sad... I found it difficult to
talk about live kidney donation to family and friends because it's so weird to say hey man I'm sick I need a kidney and give me
your kidney.” Recipient 47

“When [the Donor] first said they would think about donating a kidney...”

Theme: Feeling guilty accepting a donation

Theme: Feeling happy when someone offered to
donate

Theme: Concerned for my donor's health when they
offered to donate to me

Post-Transplant Themes Identified

“I really struggled with accepting the donor because I was accepting the donor because I was so guilt ridden, but my doctor
helped me up through this entire process counseled me about how it's not my job to carry their burden, but I had to decide for
myself, if I wanted to live or die.” Recipient 111

“I'was so happy and relieved... I found it easy to talk about living donation with my family and friends because I had a lot of
support from my family and friends. [ had a lot of people telling me that they were willing to donate to me.” Recipient 56
“The first thing I was worried about was my wife, that she would be okay that she wouldn't have any complications. And that
would be horrible if something bad happened while she was trying to give me a kidney. So that was the most important thing
for me in the first place.” Recipient 73

“I'had a lot of questions about how the living donation process will affect the donor. You know, my biggest concerns were
about insurance and how would it affect their health long-term.” Recipient 26

“I had so many questions about how this would impact donor, including the cost and her recovery time, but once talking with
the doctor and talking to my donor and talking the transplant team, they were able to assure me that she would be pretty
quickly able to heal and go back to work within a reasonable time.” Recipient 16

“A life without dialysis meant...”
Theme: Being able to live a normal and active
lifestyle without dialysis

Theme: Freedom from not being tied down with
dialysis

“The relationship that I have with [Donor] today, is...”
Theme: Closer relationship with donor
post-transplant

“My recovery was...”
Theme: What the recovery process was like

“What I learned from this entire journey was...”
Theme: Grateful and motivated to live life because
of their donor's generosity

“I'm back to my old self I'm doing the things I always loved to do: hunting, fishing, outdoor activities. I'm back to work full-time and
overtime. Back to my normal life as I was before the kidney disease struck me. How I feel other than feeling great is inexpressible
appreciation for this woman right here. I wouldn't be here making this video if it wasn't for her.” Recipient 118

“I'was able to start working towards exercise again. I was able to live a full and happy life again... I could live a full happy,
healthy life again. It has now been four years since I received my kidney from my best friend. And I haven't felt better. I feel
great. I'm active. I'm going out and doing the things that I love.” Recipient 22

“I'wasn't tethered to the dialysis machine or the treatment or the hospital I can go to different places to travel. I can work out and do
a lot more things in a day than I could when I was on dialysis. Since I've had my new kidneys, everything's great.” Recipient 73
“Freedom of not being so dependent on a procedure to keep you alive anymore.” Recipient 118

“A whole new freedom and I am now grateful for all the things that I took for granted before.” Recipient 24

“[Much closer after] this whole process. And we certainly have a greater appreciation for our time together now that we have
more often, the relationship that I had with my wife, and donor is wonderful. We feel much stronger having gone through all
the stress, and uncertainty in this process, and we certainly feel that we can make it through anything now.” Recipient 50

“Obviously much closer than we were before. We talk, you know, every couple of days; welll text all the time. Because of the distance
and living in California and the traffic, we don't see each other as often as possible. But we talk all the time. And, you know, obviously
social media helps. That way, I can see what she's been doing. We have a bond now. We will forever be tied together.” Recipient 38

“[Slow the first week] because I was very sore. But I would say maybe within two weeks, you know, I could do pretty much
anything. I was not able to drive until about maybe three weeks or so. But I really felt like myself again, I could go out, I could
go shopping, I could walk around.” Recipient 24

“A lot faster than what I thought it would be. I was excited to once again have the energy to do the things that I love doing like
cooking meals and going for walks with my family bike riding. And, you know, going to the zoo going on hikes, going to the
beach. There's so many things that I did not have the energy to do prior to the surgery.” Recipient 56

“I think the most impactful way that I can show my gratitude is by living my life as fully as possible by taking care of this gift
by trying to be as healthy as possible and by paying it forward just as she paid it forward to me. I can now take this gift pay it
forward by hopefully working with diagnostic scientists and as well as the patient community in spreading advocacy and
education about the beauty and the necessity of organ donation.” Recipient 146

“That I really feel good... I feel like an active and contributing member to society.” Recipient 26
“To be grateful for large and small moments of living is to be humbled by three individuals who gave me the gift of life. When

I think about how I can repay these angels for their donation. I tried to live. I try to live my life to the fullest, so they can see
their gift of life come to fruition.” Recipient 111
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(Recipient 39). One storyteller shared their desire to help guide others
going through LDKT as well, saying, “[My transplant] was before the internet
and I got all my information from people. I'm doing this recording because I felt
like the interaction with people was really great” (Donor 34). Another stated
that they filmed their story in hopes of inspiring others to participate in
LDKT: “I get to talk about [transplant] and advocate for other folks to get or
give kidneys” (Donor 131).

3.2. General content shared

Thematic analysis of storyteller transcripts identified a variety of
themes commonly shared by recipients and living donors before and after
their transplant and donation in response to key story prompts about
their pre- and post-transplant and donation experiences (Tables 2 & 3).

3.2.1. Pre-transplant content shared by recipients

3.2.1.1. Negative dialysis experiences. When asked what living without work-
ing kidneys meant for their lives, recipients commonly discussed their
struggles with dialysis prior to transplant. These narratives described poor
quality of life due to dialysis and managing side effects of dialysis: “Living
without functioning kidneys means my world was turned upside down. And I
had a lot to learn. And a lot of lifestyles to change. My first time being on dialysis
was very scary” (Recipient 22). Recipients also shared the lifestyle changes
they made to accommodate their dialysis schedules, describing difficulties
adjusting to a new lifestyle with limited knowledge, and disruptions to
life goals.

3.2.1.2. Talking to potential donors. When asked how they felt talking about
living donation with their loved ones, one recipient said, “Everyone stepped
up to be tested...I actually [found] it very easy to talk about living donation with
my family and friends” (Recipient 38). Other recipients shared about diffi-
culty bringing up the topic with their family, with one saying, “I found it dif-
ficult to talk about live kidney donation to family and friends because it's so weird
to say, ‘Hey man, I'm sick. I need a kidney, and give me your kidney” (Recipient
47). Some also struggled with feelings of guilt for asking such a large favor.
One said, “I was really terrified to impinge on somebody's life, and ask them for a
body part. I didn't know how to go about doing that” (Recipient 32). Overall,
storytellers had varying experiences approaching their potential donors.

3.2.1.3. Asking someone to be their donor. When prompted about how they
felt when a donor offered to be tested, some recipients expressed fear for
their donor's health/wellbeing and guilt for possibly imposing a burden
on their donor. One said, “I was also a little scared that I would have to be a
burden on someone else and ask them for such a huge favor that would poten-
tially change their life” (Recipient 50). However, some recipients found the
process to be easy and were grateful for the number of offers they received.

3.2.2. Post-transplant content shared by recipients

3.2.2.1. Recovery experiences. When asked to discuss what their recovery
process was like, some storytellers were detailed about their recovery, de-
scribing the length of their recovery period and improvements to their
physical and emotional wellbeing. A recipient reflected, “It took about four
to five days before I really felt like myself again, and I had recovered from the sur-
gery and I had my energy back. My body temperature returned to normal and I
just I felt like a new person” (Recipient 36). Some recipients were candid
about elements of recovery that they struggled with, recounting that,
“Your eating habits change, your sleeping habits change, you're not able to
drive, and you have daily visits back to the transplant center. You're very reliant
on other people in your life to do that for you, so that was a big change” (Recip-
ient 25).

3.2.2.2. Freedom from dialysis. When prompted about how life without dial-
ysis has affected them, some talked about gaining freedom. One recipient
expressed happiness about their ability to enjoy their daily life: “It's just so
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reassuring knowing that I'm not going to have to live on a machine. I'm going
to feel good” (Recipient 33). Another expressed excitement in having
the freedom to pursue goals that were delayed or unfeasible due to
dialysis, recounting, “I could finally start my career as a public health profes-
sional, move out of my parents' house, get a dog. Just do whatever I wanted
and not have to worry about coming home and serving my dialysis machine”
(Recipient 7).

Stronger relationship with donor. Prompted to talk about their relation-
ship with their donor, several recipients mentioned how their relationship
was strengthened post-donation and how they felt grateful for their donor's
generosity. One recipient shared, “I can't even begin to describe the generosity,
generosity of spirit, kindness, empathy, that it has taken her in ny view to be able
to donate a part of her body and literally saved my life. And for that I am forever
grateful” (Recipient 32).

Altruism and appreciation. When prompted to reflect on the life lessons
learned from their journey, recipient storytellers shared about how the gen-
erosity and selflessness displayed by their donor inspired them be more al-
truistic or demonstrate their gratitude in some way.

I think the most impactful way that I can show my gratitude is by living
my life as fully as possible by taking care of this gift by trying to be as
healthy as possible and by paying it forward just as she paid it forward to
me. I can now take this gift pay it forward by hopefully working with diag-
nostic scientists and as well as the patient community in spreading advocacy
and education about the beauty and the necessity of organ donation.
(Recipient 146).

3.2.3. Pre-donation content shared by donors

Reasons for donating. When asked why they decided to donate, donor
storytellers expressed multiple reasons to donate a kidney. Most donors
felt that their choice would help improve someone's quality of life, with
one saying, “He was in really bad shape and actually continues to struggle but
the kids have been able to get him up a little bit more and having him around
so that makes it all worth it” (Donor 75). After learning of a recipient's need
for a kidney, donors also spoke about how they were compelled to help
avoid or lessen their struggle, the influence of their beliefs and spiritual
ties on their decision, and how prior experiences with kidney disease moti-
vated them to donate.

Family member's reactions to storyteller's decision to donate. When
prompted to talk about what their family members worried about, most do-
nors talked about having supportive family members, even if they had ini-
tial concerns about the donor's safety during the process. Donors discussed
educating their family members to quell donation fears. Other donors men-
tioned having family support for their decision and not needing to get ap-
proval. One said, “My immediate family was very supportive; it was mainly
my wife that I spoke of initially as I considered donating. I would say as a
whole they were supportive” (Donor 78).

3.2.3.1. Fears and challenges donors faced. When asked about moments that
were scary or difficult, many donors shared about the possibility of being
rejected during evaluation and fear of an invasive surgery. One recalled,
“The only time it got harder and scarier for me was when I thought that I might
be rejected as a donor, there was some question about one of my kidneys not
being suitable” (Donor 79). Some fears stemmed from their lack of knowl-
edge of the transplant process: “I did have fears and questions about the pro-
cess... What are the odds that the surgery will work and that my dad's body
will accept my kidney?” (Donor 42).

3.2.4. Post-donation content shared by donors

3.2.4.1. No regrets from donating. When prompted to share about regrets
they may have, several donors claimed they had no regrets other than not
being able to donate again. One claimed, “Would I do it again? In a heartbeat.
Any regrets? I do have one regret; I didn't have three kidneys... I would give an-
other one if I had three” (Donor 75). Others emphasized that donating a kid-
ney was minimally impactful when compared to the experiences of
recipients pre- and post- transplant.
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Table 3
Living Donors' Pre- and Post-Donation Experiences.
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Common themes pre-donation

“I ultimately decided to donate a kidney because...”
Theme: Donation influenced by religion

Theme: Donation influenced by prior knowledge of
kidney disease/transplant

Theme: Donated to save a loved one's life

“My family (children, spouse) worried...”
Theme: Donor's family was concerned about the
donor being harmed

“It got harder or scary for me when...”

Theme: Fears and challenges donors experienced
during the evaluation process

Common themes post-donation

“It's like God whispered in my ear he said you need to do more... I was reminded that I'm part of God's family I decided my
mission was going to be able to donate a kidney” Donor 14

“I'm actually a member of a transplant team... And I truly believe in the importance of transplantation and registered as a
deceased donor... I have seen the transformation that occurs when people move from being a place of terrible sickness to
health again, and from feeling hopeless to feeling hopeful and excited about the future.” Donor 125

“[My dad] needed one and I had to. It was really that simple and you know in the case of our relationship he's given so much
to me to help me be Who I am and live the life that I do today it was really just a no-brainer to be able to pay back and give
him back his ability to live a full and healthy life” Donor 48

“There was nothing I wouldn't do to save my daughter's life.” Donor 89

“Because they couldn't really comprehend why I would elect to have surgery for no reason. And especially because it wasn't
particularly helping anybody that they knew. I couldn't even meet my recipient until after surgery. So it was something that
they couldn't really understand. But I helped them to understand that it was very important to me.” Donor 103

“I learned about the evaluation and surgery process. I wanted to make sure that my parents my husband and my children
were well informed and well educated about the process that they knew what to expect and that they were reassured that
there would be as minimal a risk to my health and safety.” Donor 15

“I found out I was rejected as a kidney donor due to some pre-diabetic conditions that I didn't know. I went back to get
retested and he said no you've been rejected so another month went by. This time, I was approved so you can improve your
health in certain conditions to become a donor and improve your own life while you're doing it.” Donor 76

“The only thing I regret is...”
Theme: Donors don't regret their decision and
would donate again if they could

“I don't have another kidney to give. It's been six years and I'm doing wonderful.” Donor 84

“Looking back, the best part about donating a kidney was...”

Theme: Donors feel happiness for changing a
patient's life

Theme: Donors become more altruistic after
donation

Theme: Donors taking better care of their own
health

“My recovery was...”
Theme: Recovery challenges for donors

Theme: Recovery was easy for donors

“The best moment after my surgery was...”
Theme: Donors enjoyed seeing their recipient's
health improving

“The cool feeling of being able to do this. Helping somebody in this fashion it's truly amazing. It's awesome, it makes you feel
really good” Donor 101

“I have become much more involved in volunteerism since I donated and I think that the donation has had a lot to do with
that. I have become a platelet donor through the American Red Cross regularly, because I feel that that's also another way to
be giving you know in a physical way.” Donor 79

“My appreciation for how precious health and life really is. And it's not that I haven't been through my own hardships before.
And certainly, after all these years of working in transplant, I have such sympathy for people who are really struggling to live
and who have poor quality of life. This has enhanced it even more where I feel like I think so much more about how can I
nourish myself? What can I do to take care of myself? How can I treat myself right?” Donor 125

“My health getting better just because I'm more aware and I'm more conscious of, you know, what I did, and only having one
kidney. But other than that, everything is 100% back to normal.” Donor 98

“Probably the hardest [after the surgery when I came home]. Coming home and not having anyone like you, I guess is the
issue. Not having a network so much so created where you can connect with people who are like you very easily.” Donor 36
“Not exactly what I was expecting, but I think it was pretty normal. My first week I was in a lot of pain and discomfort and just
really couldn't move, but by the following week, I was feeling somewhat normal and able to move a little bit more. And in the
next few following weeks I was basically back to my normal self, and in the next few following months, it was like I didn't
even have surgery.” Donor 187

“Walking into my recipient's hospital room and getting to see her, knowing that my kidney was in her body and it was
working... She was going to be all right.” (Donor 79)

“Seeing [my recipient] for the first time and it was awesome. It looked like he had been to the beach. His color had returned. He was
so happy; he was so excited. He looked great... I thought was really cool and it was just really powerful. It was a powerful moment to
see somebody go from so sick to looking so much better in such a short period of time. I wasn't expecting that.” Donor 62

“Finding out that the kidney was doing great. That on the operating room table, it started functioning right away. And that all
the doctors were so excited about it. And Liam's parents are so happy, so that made me relieved and made anything that
physically I was feeling uncomfortable about better.” Donor 126

What donors gain from donating. When asked about the best part about
donating, donors listed several benefits they gained from their experience.
Donors commonly discussed how their altruism and charitable acts have ex-
tended beyond kidney donation. One said, “I have become more involved in
volunteerism since I donated... I don't know that I would've become so involved
if it hadn't been for the kidney donation” (Donor 79). Another major benefit
donors experienced was becoming more mindful of their own health. One
recalled, “I've lost weight since the operation and I exercise more and I'm much
more conscious of the foods that I eat” (Donor 108).

Recovery experiences. When prompted to talk about their recovery pro-
cess, some donors highlighted how they felt back to their normal self within
a couple of months. Conversely, some donors experienced difficulties

during recovery. One donor was hesitant to be entirely candid with recov-
ery pains: “What surprised me most, and I probably shouldn't tell you this, but
I'm going to tell you, was how much the incision hurt like afterwards” (Donor
34). However, some donors were more willing to share unique struggles
they faced during recovery. “My first 24 hours were really rough, if I'm to be
completely transparent, the anesthesia hit my body hard... this isn't something
that I hear many donors who have experience this” (Donor 86). Many donors
were detailed in their narratives, recalling the amount of time it took to
feel normal again and their emotional and physical hardships.

Seeing their recipient healthier. When asked about the best moment after
their surgery, many donors elaborated on how it felt seeing or finding
out their recipient's health was rapidly improving. One recalled, “The best
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moment after surgery was when I woke up and I heard that my kidney was
working in somebody else's body. I hadn't cried until then and then I just lost it”
(Donor 75).

3.3. Emotions of storytellers

Emotions expressed at varying points throughout the living donation
process were coded to understand the average storyteller's emotional
changes and compare and contrast differences between donors and recipi-
ents. Living donors most commonly expressed happiness (85.0%) and relief
(29.3%) after surgery and when they first matched their recipient (happi-
ness: 48.8%j; relief: 22%; Fig. 1). They were most likely to report negative
emotions when they first learned someone needed a transplant (Sadness:
49%) and right before surgery (Fear: 12.0%). At many stages of their jour-
ney, donors were more likely to report feeling hopeful than did recipients.
Recipients reported being fearful when they first learned they needed a
transplant (33.3%), after they found a matching donor (13.9%), and before
surgery (19.4%). They most commonly reported having anxiety right be-
fore surgery (30.6%). Recipients mentioned happiness (50.0%) and relief
(47.2%) when they found a matching donor, as well as post-surgery.

4. Discussion and conclusion
4.1. Discussion

This study provided a rare opportunity to examine the organic content
being shared on a digital storytelling platform by recipients and donors of
LDKT to contribute to others' considerations. Storytellers were honest and
vulnerable, sharing their challenges with seeking and providing organ do-
nation and the emotional rollercoaster involved. At the end of their living
donation journeys, the majority of recipients and donors spoke of the ben-
efits they had received and the happiness and relief that were now present.

Most storytellers encouraged other kidney patients and potential donors
to participate in LDKT by sharing the physical and psychosocial improve-
ments to their lives post-surgery, with benefits such as being more

By Living Donors (N=82)

( Learned |

Matched with a
someone needed recipient
a transplant p
Sadness 48.8% Happiness 48.4%
3 0
Hope 13.4% Relief 22.0%
Hope 18.3%

\ Love 13.4% )

By Recipients (N=36)
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appreciative of their health, feeling pride in helping another person, or grat-
itude for getting to live a longer life. Our results, which show that story-
tellers are advocates for LDKT, align with other published research on
storytelling for health promotion, which found that storytelling is useful
to build social connections among people sharing a similar experience
[10], and advocate for a cause [21].

As stated by Fitzgerald et al. [22], one of the core elements of stories is
the emotional response they evoke in viewers and listeners, which may in-
crease their effectiveness at motivating someone to take action, especially
when there is a change in emotional flow [22]. Emotions expressed by recip-
ients and donors ranged from fear and sadness to relief and hope. By being
candid about the emotional hardships they experienced while pursuing liv-
ing donation, storytellers were able to show how their lives and emotional
wellbeing improved along the course of their LDKT journey. The content
in these LDKT stories revealed common challenges early on, but mostly
ended positively, which may be reassuring for those hesitant about LDKT.

By increasing interest in LDKT earlier, patients and potential donors
have time to consider their options, make informed health decisions, and
actively participate in their own health [23]. As we consider how to utilize
stories optimally in health education settings, being sensitive to how story-
tellers deliver their messages and what they specifically discuss is critical
for framing stories to best fit the educational or advocational space. Due
to the lack of focus on concrete facts and statistics shared through stories,
these shared personal experiences cannot replace traditional LDKT educa-
tion. Instead, digital stories may be best utilized as a complementary educa-
tional and support tool to explain the nuances of real transplant journeys
that traditional education delivered by a provider in a clinical setting may
not be able to provide.

There are several limitations to this study. First, stories were qualitatively
analyzed for themes in response to prompts previously deemed to be educa-
tionally important by the research team. Additional examination of other
prompts should continue. However, any prompts provided are only meant
to guide the storyteller in beginning to share, with stories still posted if
prompts are not followed. There is also a possible bias in storytellers willing
to upload stories to a public platform; for example, people who have had

)
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O )
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Hope 14.6%
Fear 12.2%

—
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Relief 29.3%
Pride 18.3%

./

( Learned they )

needed a
transplant

/ Found a \

matching donor

Happiness 50.0%
Relief 47.2%
Fear 13.9%

Fear 33.3%
Anxiety 16.7%

\ Relief16.7%

N J

O )

After surgery

4 )

Before surgery

Happiness 30.6%
Anxiety 30.6%%

Hapiness 38.9%
Relief 22.2%
Hope 5.6%%

Fear 19.4%
\ '\ J

Fig. 1. Emotional changes experienced across the donation and transplant process.
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profoundly positive experiences or others encouraging others to pursue
LDKT may be more motivated to share and people who have had negative
experiences may not feel comfortable sharing, or do not want to speak neg-
atively about LDKT to discourage others. Storytellers were also predomi-
nately female, white, and college-educated; future research should capture
more stories in multiple languages and from diverse ethnic and racial groups
to expand the generalizability of these findings [17].

4.2. Innovation

The results of this study show many opportunities for innovation and
advancement in exploring FPS and a health resource tool. As demonstrated
by the SNC theory, storytelling and narratives about personal experiences
can be used to promote health behavior change among racial and ethnic mi-
nority groups [17]. As the Living Donation Storytelling Project Library ex-
pands to encompass a more diverse pool of storytellers to adequately
reflect the diversity of LDKT recipients and donors, further research on dif-
ferences in experiences between ethnic and racial minorities and White sto-
rytellers will undoubtedly be necessary. This may be particularly crucial for
the nephrology field, as Black patients comprise 29% of the waitlist, but less
than 14% receive a LDKT [4], and in 2019, only 5% of Latinx patients on
the waitlist received a LDKT [5].

Further research may also be done on emotionality of storytellers. This
study did not examine implicit emotional responses, as the research team
only analyzed transcripts, but research on nonverbally expressed emotions
in video stories may benefit the field of utilizing storytelling in healthcare
[24]. Additionally, research that focuses on the reception of emotional
changes throughout the journey by the viewer and how emotionality affects
decision-making may also be explored. Since this study found that story-
tellers post their stories on a public forum to advocate for more people be-
coming living donors, the border between education and advocacy needs to
be explored and clearly defined so that future education-based innovations
can ethically fill the detected gaps. Studies introducing storytelling in mul-
tiple languages early in the LDKT education process should occur to assess
whether patients or donors initially unreceptive to the idea of LDKT or
those experiencing linguistic or cultural barriers to LDKT might be im-
pacted. Also, additional research is needed to learn how emotions affect
the receptiveness of the messages of these stories.

Aside from expanded research opportunities, the creation of a publicly
available collection of video stories has several potential benefits for the
LDKT community. Firstly, this is a method of community-building, where
people who share a similar experience can meet and create a network of
advocates with the same goal of promoting and spreading awareness
about LDKT. This may encourage others to add their stories as well, thus
expanding the library and offering the chance for higher engagement from
the public and inclusion of more diverse stories. Additionally, storytelling
can dispel common health myths [25], indicating that storytellers may be
able to provide guidance to those with preconceived notions about LDKT.

Finally, storytelling can be a method of experiential learning for people
new to LDKT. Experiential learning, as defined by Falloon and based off of
Kolb's Experiential Learning theoretical model, is the process of learning
through actions such as interacting with an experience, making observa-
tions of an experience, conceptualizing an experience, and experimenting
and simulating the experience [26]. Studies have found that experiential
learning is particularly impactful in resource-scarce settings and that the
participatory-based nature of the method is beneficial for establishing com-
munity research partnerships [27]. This is promising for the future of the
development of storytelling as a health resource tool, as this further
shows the ability of storytelling to reduce barriers in information accessibil-
ity, thus helping more kidney patients and donors joint the LDKT commu-
nity and reducing the organ shortage.

4.3. Conclusion

If the use of storytelling can be optimized, this resource can help to en-
sure that more patients have equal access to LDKT resources, decrease
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ESKD-associated mortality rates, help patients succeed with the processes
and regimens required to have a long-lasting transplant, and initiate a larger
movement for patient-centered interventions. Digital storytelling is an im-
portant experiential learning resource that can supplement traditional edu-
cation, provide a personal touch that helps patients connect with the
material they are learning, and help them feel less intimidated about an un-
comfortable, lengthy, and invasive medical process that can ultimately save
their lives. Stories can supplement traditional education and be incorporated
into advocacy efforts, with campaigns capitalizing upon the personal aspect
of stories to gently introduce LDKT to the general public and encourage
more to explore the possibility of living donation. Further research is needed
to understand the full potential of storytelling as a health resource tool.
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