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Abstract

Introduction: Informational needs and potential use of transplant metrics, especially

among patients, remain understudied and a critical component of the transplant

community’s commitment to patient-centered care. We sought to understand the

perspectives and needs of patients, family members/caregivers, living donors, and

deceased donor family members.

Methods: We examined decision-making experiences and perspectives on the needs

of these stakeholder groups for data about the national transplant system among 58

participants of 14 focus groups and 6 interviews.

Results: Three major themes emerged: 1) informational priorities and unmet needs

(transplantation system processes, long-term outcomes data, prelisting data, patient-

centered outcomes, and ability to compare centers and regions); 2) challenges

obtaining relevant and trustworthy information (patient burden and effort, challenges

with medical jargon, and difficulty finding trustworthy information); and 3) burden of

facing the unknown (stress and anxiety leading to difficulty processing information,

challenges facing the transplant journey when you “don’t knowwhat you don’t know”).

Conclusion: Patient, family member, and living donor participation in shared decision-

making has been limited by inadequate access to patient-centered information. New

metrics and patient-facing data presentations should address these content gaps using

best practices to improve understanding and support shared decision-making.
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1 INTRODUCTION

In 2020, the Health Resources and Services Administration (HRSA),

part of the US Department of Health and Human Services that admin-

isters the Scientific Registry of Transplant Recipients (SRTR) contract,

directed SRTR to identify metrics to assess national transplantation

© 2024 JohnWiley & Sons A/S. Published by JohnWiley & Sons Ltd.

system performance and support informed decision-making by critical

audiences. Informational needs andpotential use of transplantmetrics,

especially among patients, remain understudied and a critical compo-

nent of the transplant community’s commitment to patient-centered

care. This focus on the informational needs of patients, donors, and

family members was also highlighted in the National Academies of
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Sciences, Engineering, and Medicine’s (NASEM’s) 2022 report Realiz-

ing the Promise of Equity in the Organ Transplantation System, which calls

for an increase in tools for shared decision-making and education of

patients, aswell as education for the public and increased transparency

to maintain trust in the system.1 This qualitative study examines the

perspectives of patients, family, and donorswho have relied on existing

information about organ transplantation to make informed decisions,

such as whether to seek transplant, where to get transplanted, and

what kinds of questions should be considered in these decisions.

Previous research has shed light on transplant information needs

and gaps that are related to living donation.2–5 Other qualitative

studies have identified information patients and caregivers consider

when selecting a transplant center,6–11 as well as the decision support

needs of kidney transplant candidates and their family members.12,13

These analyses have segregated participants by organ type and par-

ticipant type (recipients, donors, deceased donor families), and most

have not described experiences seeking care beyond clinical interac-

tions with centers. Gaps remain in understanding the patient, donor,

and family experience navigating the transplant system, and their

associated needs regarding data required to maximize patient auton-

omy and shared decision-making. In addition, although reports and

data about solid organ transplantation are publicly available for non-

professionals on the SRTR website (Supplemental Material S1), the

current technical content including national transplant data trends and

adjusted program-specific reports do not make data easily accessible

and are not consistent with best practices to improve equity in access

to information.14 Therefore, use of these resources (e.g., SRTR) by

patients, their family members/caregivers, living donors, and deceased

donor family members, who represent the primary stakeholders of the

US transplantation system, has been limited.11,15

Lack of patient-centered discussions and key stakeholder engage-

ment have contributed to disparities in transplant access and out-

comes, lack of satisfaction and trust in the system, and a reduction in

patient autonomy to make informed decisions about their care.16–20

This qualitative study examined perspectives of patients, family mem-

bers/caregivers, living donors, and deceased donor family members to

better understand the informational needs and experiences navigat-

ing the US transplantation system of these critical audiences. These

data may inform the development of informational resources by SRTR,

transplant centers, and other organizations.

2 MATERIALS AND METHODS

This study was conducted under a federal contract (HRSA contract

75R60220C00011 for SRTR) to evaluate, improve, or otherwise exam-

ine public benefit or service programs and is exempt from institutional

review board oversight under the Public Benefit and Service Program

(Exempt Category 5) provisions of 45 CFR 46.101(b)(5).

A semistructured focus group guide was first adapted from previ-

ous kidney transplant candidate and recipient qualitative studies,11,12

and guided by the expanded Ottawa Decision Support Framework22

with input from amultidisciplinary steering committee for SRTR’smet-

rics initiative. Finally, the guide was piloted with patients, donors, and

family members in the 10-member SRTR Patient and Family Affairs

Subcommittee before data collection/recruitment.23 (Table S1). The

discussion guide beganwith general questions about seeking and using

information during the transplantation or donation process. Partici-

pants were then shown the SRTR website and types of data that exist,

and perceptions were sought about existing public SRTR reports. Dis-

cussions reflected lived experiences, evolution of perspectives, and

consideration of examples and counterexamples.

2.1 Stakeholder group and participant selection

We sought perspectives from all nonprofessional stakeholders in the

US transplantation system to understand the spectrum of recognized

and unrecognized needs among transplant candidates, recipients,

recipient family members, living donors, and deceased donor family

members. Participants included adults (18 years and older) from all

solid organ groups. Non–English-speaking participants were excluded.

No compensation was provided. Focus groups were stratified by organ

type or stakeholder type (e.g., deceased donor family members in one

focus group).

Participants were recruited from across the US using multiple

phases to ensure that purposive sampling criteria were met. Sam-

pling criteria, identified through literature review, included organ type,

stakeholder type (e.g., family members, donors, patients), gender, US

region, and self-identified race (givendisproportionateburdenof organ

failure and persistent disparities among non-White patients24–28). A

notification about the study was disseminated through social media

as well as advocacy and transplant organizations, and interested par-

ticipants contacted the research team. Additional details about how

participants were identified and purposefully sampled are provided

in Supplemental Material S2. Participants provided verbal consent.

Recruitment continued until 1) participants from all identified stake-

holder groupswere represented, and2) saturation in the themesacross

the groups emerged. Researchers had no prior relationship with par-

ticipants. Interviewers disclosed their relationship with SRTR and the

goal of the study to understand the informational needs of patients,

donors, and families about theUS transplantation system.Researchers’

demographic information is provided in Table S2.

2.2 Data collection

The interviews and focus groups were conducted via virtual video

(Zoom)November 2021 through February 2022; only the interviewers

and participants attended. Interviews and focus groups were moder-

ated by A.H. and C.R.S., researchers trained in qualitative research

methods.One researcher conducted the interviewwhile theother took

field notes. If a focus group was scheduled but only a single partic-

ipant attended, or additional attendees joined late, the focus group

was instead conducted as one or more individual interviews. Mod-

erators explained confidentiality and emphasized that no identifiable
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information would be shared. Member checks were performed by

restating and summarizing comments; transcriptswere not sent to par-

ticipants for editing. Sessions were audio-recorded and professionally

transcribed verbatim.

2.3 Analysis

A preliminary codebook was developed deductively, following the

questioning structure of the interview guide and allowing for emer-

gent codes.29,30 Three analysts (J.P., K.G., W.T.M.) initially coded three

transcripts independently, then discussed and refined the coding, and

added new codes. The codebookwas revised throughweekly delibera-

tive meetings. The initial transcripts were recoded, and an additional

three transcripts were independently coded by each analyst using

NVivo (QSR International Ltd, 2020). Intercoder reliability was calcu-

lated with specialized coding software (NVivo) and assessed based on

the Kappa measures of each code of >.9. Following consensus among

the research team (all authors), the codebook was finalized, and all

transcripts (the initial six plus all others) were coded with the final

codebook. The analysis included a combination of inductive and deduc-

tive coding of emergent concepts, themes and subthemes, using both

open and focused codes. Transcripts were open coded and axial coded

through an inductive, thematic analysis.29,31 All authors iteratively

developed themes until consensus was reached.

3 RESULTS

3.1 Participants

Overall, 58 patients, family members/caregivers, living donors, or

deceased donor family members participated in 14 focus groups and

six interviews lasting 60–120 min. Groups ranged from two to six par-

ticipants. Characteristics of participants are provided in Table 1. In

total, 28 patients, 12 patient family members, 11 living donors, and 7

deceased donor family members participated. Some participants had

prior experience with transplant organizations and advocacy. Prior

knowledge of the existence of SRTR was also mixed, with some having

visited the SRTR website and others never having heard of SRTR. One

family member group comprised pediatric recipient family members

only.

Participants reported seeking information from a wide range of

sources (Table 2), and most participants reported searching for infor-

mation on the internet. The main source of information varied by

stakeholder group. For example, deceased donor family members

received most of their information from OPOs. Social workers as a

source of information were reported primarily by Black kidney trans-

plant recipients.While uncommon overall, the SRTR orOPTNwebsites

were cited as sources of information chiefly by living donors. Trans-

plant centers and providers were cited as sources of information most

by candidates and recipients.

TABLE 1 Participant characteristics and focus group composition.

Characteristic N= 58a

Age, mean (SD) 54.7 (11.2)

Sex, n (%)

Female 28 (48.2)

Male 20 (34.5)

No answer 10 (17.2)

Race and ethnicity, n (%)

Asian 3 (5.2)

Black 7 (12.1)

Indian American 1 (1.7)

Native American 1 (1.7)

White 35 (60.3)

No answer 11 (19.0)

Distance to center, n (%)

Less than 1 h 9 (15.5)

1–4 h 22 (37.9)

More than 4 h 12 (20.7)

No answer or not applicable 15 (25.9)

OPTN region

1 0

2 16 (27.6)

3 2 (3.4)

4 1 (1.7)

5 6 (10.3)

6 0

7 5 (8.6)

8 2 (3.4)

9 4 (6.9)

10 6 (10.3)

11 1 (1.7)

No answer 15 (25.9)

Participant type

Kidney recipients 10

Kidney candidates 4

Liver recipients 5

Heart recipients 2

Lung recipients 5

Pancreas recipients 2

Living donors 11

Family members/caregivers of patients 6

Pediatric recipient family members 6

Deceased donor family members 7

aDemographic data for some participants are incomplete, therefore num-

bers may not sum to 100%.
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TABLE 2 Current sources of information for patients, donors, and
family members.

Professional organizations
∙ Transplant providers and social workers
∙ Organ procurement organizations
∙ Insurance companies
∙ Organ Procurement and Transplantation Network (OPTN)/United

Network for Organ Sharing (UNOS)
∙ Scientific Registry of Transplant Recipient websites

Internet sources
∙ Google
∙ YouTube
∙ Social media

Other sources
∙ Other patients, donors, and family members
∙ Peer support groups

3.2 Thematic analysis

Three major themes and related subthemes emerged: informational

priorities and unmet needs, challenges obtaining relevant and trust-

worthy information, and theburdenof facing theunknown. Themes are

summarized in Table 3. A synthesis of patient and family informational

needs and current gaps, and the organization or entity positioned to

address these needs, is provided in Table 4.

3.3 Theme 1: Informational priorities and unmet
needs

3.3.1 Information priorities about the US
transplant system

Although stakeholders’ informational priorities variedgreatly by stake-

holder group, some commonalities emerged. Participants most com-

monly reported seeking information andmetrics regarding “outcomes”

or “success rates” after transplant. Waiting times and center locations

were also commonly sought.

“Two things: number one, figuring out wait time, estimated

wait time. . .Then, the second thing was trying to determine

outcomes.” (Patient family member)

Most reported wanting more long-term outcomes, rather than only

1-year patient and graft survival. Pediatric family members were

particularly interested in longer-term (>10-year) outcomes. Several

groups expressed interest in regional variation of transplant rates and

organ availability.

Other priorities differed between stakeholder groups. Recipients

and candidates wantedmore information about the waitlist evaluation

criteria and process, aswell as the organ allocation process andmetrics

that illustrate a center’swillingness to take risks in terms of both candi-

dates and donor organs. Living donors reported interest in information

about insurance coverage and cost, whether a center participated in

paired exchanges or the National Kidney Registry, and information

about postdonation patient-centered outcomes beyondmortality (e.g.,

symptoms, other health effects). Kidney recipients reported interest

in access to information about organ offers being declined by centers

on behalf of patients, as well as outcomes broken down by race and

ethnicity.

Deceased donor family members reported informational needs

relating to helping families cope with the donation process and ensur-

ing that the gift of deceased donor organs was maximized. Donor

family members expressed interest in information about how OPOs

and donor hospitals honor the donors (e.g., moments of silence, honor

walks). Like recipients and candidates, deceaseddonor familymembers

were also interested in how organs are allocated and how transplant

centers differ in their acceptance rates as well as the rates of recov-

ered organ nonuse. Donor families were also interested in information

that can be used for advocacy work to improve donation and access to

transplant.

3.3.2 Comparing transplant centers and regions

Most candidates, recipients, family members, and living donors

reported wanting metrics that allow them to compare transplant cen-

ters to each other in selecting a site for care. Others expressed a

need to be able to compare regions to each other, or center out-

comes to national averages. Comparing centers based on time to list-

ing, waitlisting criteria, and posttransplant outcomes were especially

important.

“. . . if you go to this hospital, it could be anywhere from 2 to

4 years. Where if you went to a hospital, the next hospital,

you probably could do less, get listed within 6 months. . .Yes

absolutely that would matter.” (Liver recipient)

3.3.3 Unmet informational needs about the US
transplant system

Much of the information cited by patients, family members, and living

donors is not currently available. For example, data on patients who

are referred for transplant but not yet listed was of interest, including

the time from evaluation to listing. Many expressed a need for more

patient-centered outcomes data beyond survival or graft failure, such

as the potential symptoms experienced after living donation and qual-

ity of life (e.g., whether help is needed for activities of daily living, ability

to work full time).

“I can’t imagine I’m the first person in the history of kidney

donations to have a numb left leg after surgery. And yet,

[doctors] haven’t heard of it. And this is probably because

that data is not collected. . . no one knows about it.” (Living

donor)
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TABLE 3 Illustrative quotations.

Themes and

subthemes Quotations (stakeholder type)

Theme 1: Informational priorities and unmet needs

Information sought “Distance. And success rates. . . How long the transplant lasted and how long the patient lasted.” (Kidney candidate interview)

“‘Howmany transplants do you do a year?’, ‘What are the survival rates of your patients?’, ‘How long do people wait for a

transplant here?’, you know, ‘What’s the average length of time after transplant before patients are discharged from the

hospital?’.” (Lung recipient)

“Initially, when I looked, I was looking at numbers. ‘What were your success rates?’ “Howmany transplants have failed?’ Just

statistical information about the particular center that I was, you know, that they provided as far as what their success rates

are.” (Pancreas recipient)

“I know that several times over the past few years they have changed the allocation process, and I know they’ve done it for

different organs. I’ve tried to look at it. It gets a little abovemy head really fast” (Heart recipient)

“About average time on the wait list. And certainly want to knowmore about what the process is, if I can get anybody to tell me

on second calls or third calls down the list.” (Kidney candidate)

“Outcomes for the type of surgery that it would have been, and I could see okay, here are the risks. Here are the risks

specifically for this center.” (Living donor)

“. . .what is the out-of-pocket cost for a kidney donor. . .Do they cover parking, like yeah, these kinds of things can add up to

somebodywho is trying to donate, I would imagine, follow up appointments, that kind of thing, or if there were

complications?” (Living donor)

“The honor walk that [another participant] was talking about, incredibly impactful to me andmy family. It wasn’t shared on

social media. I had none of that information prior to this whole process.” (Donor family member)

“How about volunteer experiences, events, ways to get involved? I mean those things are really important. Again, because I

think I sought them out. I wished it came tome a little bit more. And you don’t have to be a donor family or a donor friend to

get involved.” (Donor family member)

Comparing

transplant centers

and regions

“I like the idea of making or considering having two centers side-by-side to compare.” (Kidney recipient)

“I did compare to a couple others just to see how they compared to other donor programs. There wasn’t really anything that

compared program to program that I was able to find. But when you looked at anecdotal information online from people who

had had experiences at those others, whether it was Chicago or it was NewYork or it was on theWest Coast, that was really

the only information that you had.” (Living donor)

“. . . that would be very valuable to a patient and the family. To be able to compare.” (Kidney candidate)

“But I found it helpful to be able to compare centers. . . I found that that informationwas helpful.” (Living donor)

Unmet

informational

needs

“. . . if you are looking or you’re thinking about underserved communities, community where they’re affected by certain social

determinants of health or maybe even health illiteracy in access, mental health support is really—it’s critical. I think it’s

important to prioritize yourmental health going through that. But is there access to resources? Do transplant centers have

the resource for people to talk to, to vent to, to get support through these things? I would just want to know like how are you

supporting—health equity? How are you prioritizingmental health?” (Kidney recipient)

“This is a beef I have with SRTR data, and this is driven by the industry is that it focuses on the 1-year mark. As parents, and

we’re all through parents here, we really focus on the next 17-18 years or beyond.” (Patient family member)

“What kind of support do you have for transplant recipients post-transplant? Even pre-transplant while you’re on thewaiting

list.’ [. . . ]I would probably ask for pre-transplant support group, maybe even a post -or a transplant support group, as well.

Mental health is so important” (kidney recipient)

“I just wonder are any of the statistics that they’re looking for post-transplant I guess side effects, things like that? Long-term?

Short-term? Is there any of that information that’s going to be included? I think that would be something.” (Pancreas

recipient)

“I feel like the surgery is just a small part of the whole equation. You know, I mean, how dowe deal with the insurance because

I’m telling you, you know, they go back and forth all the time. like withmine, the insurance kept denying because they kept

saying I’m notmymom’s dependent anymore. Like I know I am not a dependent, but you know, she’s gettingmy liver. really

knowing what facilities and how do they handle that with all of that other stuff because honestly, the health part of it, the

surgery and the aftercare, that was the smaller piece of it” (Living donor)

“You know, again, the support groups and knowingwhat I know now and having done it once already, I would definitely go

directly to SRTR and ask for specific outcomes data broken down in as granular a fashion as possibly; possibly even breaking

it down by race and ethnicity, of course, mortality. I don’t know if failed transplants is something that can be tracked or

return to dialysis.” (Kidney recipient)

(Continues)
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TABLE 3 (Continued)

Themes and

subthemes Quotations (stakeholder type)

“do they use steroids or not; what is their protocol for immunosuppression? Do the kids who are young do they consider having

a G-tube put in so they can get water overnight if they are still sleeping 12 hours? Things like that I wouldmake a decision

based on that now [. . . ] It is not enough to knowwhat their procedures are, and their protocols but it also needs to know

what that means in laymen’s terms because I would not have had a clue.” (Pediatric recipient family member)

“I’ve wonderedwhat kind of inquiries aremade tomake sure, to ensure that the organ that someone is about to receive is going

to be reasonably cared for? If, like, if someone has had a questionable lifestyle, do youwant to give them a liver if they’re not

committed to, maybe not drinking anymore?” (Donor family member)

“I also think it’s important for people to know that your organ procurement center is not always at your hospital. Sometimes it’s

offsite.Which I didn’t know about until wewent through our experience and left at 3 a.m. in themorning to go from the

hospital to the organ procurement center.” (Donor family member)

Theme 2: Challenges ascertaining relevant and trustworthy information

“But data wise, I would say, therewasn’t much available tome. I look now just out of curiosity about like who’s the longest living

recipient and like are there certain diseases that have better outcomes. And I look at a lot of published articles, but it’s very

disorganized. I keep thinking, ‘I wish there was one place I could go and I could put in “pulmonary hypertension,” see how

many patients are living, you know, x amount of time.’” (Lung recipient)

“As I mentioned, wewere given a stack of papers to sort through. I looked at the papers and then figured out, well, maybe I

should actually look at theOPTNwebsite. I preferred to go through that” (Patient family member)

“And that was like you felt like youwere digging underneath and you had to kind of like Google and see what happened. Like

somebodywho had a death at their hospital, oh then that must be a bad place, you know or something like that. But how do

you get that? Is that information that you share? Certainly nobody’s volunteering it.” (Living donor)

“I do find there isn’t enough information sharedwillingly that I certainly have to ask amillion questions and do research of my

own. And that’s been a constant.” (Kidney candidate)

“themedical community, despite kind of the scientific overview, tends to speak in vague terms. It was difficult to get specific

data that would back up those terms. A couple of examples. ‘You’re a goodmatch.’ I don’t knowwhat that means as wewere

trying tomake a decision to do a direct donation or a paired donation. Goodmatch didn’t help us.” (Living donor)

“And the only thing I had saw about kidney transplants was based onwhat I saw on TV. And, you know, TV andmovies, someone

is told today they need to get a kidney. Tomorrow they have a kidney.” (Kidney candidate)

“I think your question about where we got this information, is it readily available? It is but where to get accurate information is

a struggle in every capacity on the Internet these days. . .what’s factual andwhat’s not is, I think, a challenge” (Donor family

member)

Theme 3: Burden of facing the unknown

“For the patient who’s on the waiting list . . . we’re stressed.We don’t want to think. Ourmind is already in amillion places. That

was really the situation that I was in when I had that big stack of papers. I couldn’t decide what was relevant, and I think it

was only because I’m data oriented that even I set myself back from the emotional side and think of it in that manner, but

another where you can do that.” (Patient family member)

“Transplant clinics aren’t always forthcomingwith information. I mean, we shouldn’t have to ask for everything. But you have to

knowwhat to ask. Like I didn’t know and I guess a lot of other people looking for transplant, they don’t know. And even if you

do knowwhat to ask, you don’t knowwhere to look, you know” (Kidney recipient)

“Without knowing some type of connection, you’re lost without having someone else who’s in a similar situationwho can help

you. I think that’s a key thing to know. How does somebody even know to go to SRTR, let alonewhat the datameans?”

(Patient family member)

“More often than not, you’re gonna see people in clinic who are afraid to ask questions or don’t think they’re educated enough

to ask the question.” (Heart recipient)

“. . . to answer your question though, it is a little bit of you don’t knowwhat you don’t know.” (Living donor)

Abbreviations: OPTN, Organ Procurement and TransplantationNetwork; SRTR, Scientific Registry of Transplant Recipients.
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TABLE 4 Content gaps identified by patients, patient families, living donors, and deceased donor families.

Content gap

Who should provide

this information Expressed need from stakeholders

Mental health services, support groups, housing

available, assistance with social determinants as

barriers to transplant

Transplant center Patients and families need to be able to identify what resources

are available at a center

Acceptance criteria Transplant center Patients and families need to be able to access waitlist and

living donor acceptance criteria to avoid futile waitlist and

living donor evaluations

Out-of-pocket costs for transplant workup,

procedure, posttransplant medications

Insurance company Patients, family members, and living donors need access and

transparency in out-of-pocket costs

Comparing center waitlist and posttransplant

outcomes, long-term data on transplant

outcomes

SRTR Patients and family members need increased awareness of the

availability of these data, patient-centered data

presentation, and help navigating to information theymay

not realize is important

Data about patients referred but not waitlisted,

time to waitlisting

New data collection Patients and family members want data on transplant access,

to improve decision-making about transplantation and

transplant center choice

Patient-centered outcomes including quality of

life, symptoms

New data collection Patients, family members, and donors need better information

about what to expect to help with informed decision-making

and coping

OPO practices to support families and honor

deceased donors

OPO Deceased donor family members want to be able to share and

advocate for best practices in deceased donor family care

Abbreviations: OPO, organ procurement organization; SRTR, Scientific Registry of Transplant Recipients.

Participants wanted granular center-level information, such as center

participation in livingdonorexchanges, variation in surgical techniques,

or long-term steroid use. Many were also interested in psychosocial

support data, such as the availability of support groups or patient and

family networks, mental health services, or assistance with psychoso-

cial barriers to health.

“You know, if you are . . . thinking about underserved com-

munities, community where they’re affected by certain

social determinants of health or maybe even health illiter-

acy in access, mental health support is really—it’s critical.”

(Kidney recipient)

3.4 Theme 2: Challenges ascertaining relevant
and trustworthy information about the US transplant
system

The examples of information sought by participants was often not

available in a central location. Family members reported expending

great effort and energy to obtain information, including calling or

visitingmultiple transplant centers.

“So, I physically was calling centers myself and asking. It

was very labor-intensive, very difficult.” (Patient family

member)

In addition, when informationwas provided, it often containedmedical

jargon and few visual aids, so was not helpful for many participants.

“ . . . it made such sense once they explained it in layman’s

terms because you can read everything that you want to

read, but you may not understand the technical terms and

verbiage. There were times I was back and forth with the

glossary. . . .” (Liver recipient)

“That was really the situation that I was in when I had that

big stack of papers. I couldn’t decide what was relevant. . . ”

(Patient family member)

All stakeholder groups expressed difficulty in finding reliable infor-

mation about the US transplant system, and consequently, reported

reliance on social media such as transplant Facebook pages, expressing

concerns about the reliability of that information.

“So, we’re starting from a massive information deficit. And

we’re not medical experts and you know, so we go consult

Dr. Google and see what we can learn.” (Living donor)

“. . .where to get accurate information is a struggle in every

capacity on the internet these days. So what’s factual and

what’s not is, I think, a challenge.” (Deceased donor family

member)

Most participants were either unfamiliar with or had minimal expo-

sure to data available through SRTR. When asked to reflect on what

information they would have wanted to know about the system when

making decisions, knowing what they know now, responses were very

similar to previous responses. However, on viewing the range of data
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currently available through SRTR (e.g., waitlist survival), participants

overwhelmingly viewed this as a critical resource of information that

patients may not have known was important. Participants reported

that this information could serve as a trustworthy alternative to social

media, such as to provide information about variation between cen-

ters, help manage expectations for wait times and patient outcomes,

build confidence in decision-making, and facilitate shared decision-

making with providers (e.g., serve as an evidence-based discussion

guide).

“I definitely think if we had known about this website during

the process, even if I couldn’tmakeheads or tails of the infor-

mation, my brother andmymother might have been able to

navigate through and just see what I was going through or

decisions that would have to be made. . . ” (Liver recipient)

“. . . if, [the] nephrologists came and said, ‘You need a

transplant’ and this [SRTR website] is what I did, I now

have a start. . .This helps a whole lot for someone that

knows absolutely nothing. I absolutely love this.” (Kidney

candidate)

Participants also noted the importance of information to generate

hope for candidates and families learning about transplantation, and to

support patient advocacy work to increase awareness of transplanta-

tion and organ donation.

“. . . I had a lot of pushback fromeverybody, likemy family,my

friends. . . I wish I had more information to give to those peo-

ple, . . . to say, like. . . I am going to live. It’s going to be fine.”

(Living donor)

“And you’re going to give a lot of people a lot of hope and a

lot of information because a lot of people are nervous about

this process because they just don’t know. They don’t know

what the outcomes are.” (Lung recipient)

3.5 Theme 3: Burden of facing the unknown

All groups expressed feeling stress, fear, and anxiety associated with

end-stage organ disease or the loss of a loved one who has donated

their organs. They described how feelings of uncertainty about the US

transplant system led to more fear and anxiety. Many described their

stressed state exacerbating the challenges of navigating complex infor-

mation and adding to the emotional burden. Participants explained

that patient-facing metrics and information need to be curated and

presented in ways that maximize comprehension, and should be more

readily accessible to reduce emotional burdens.

“For the patient who’s on the waiting list . . .we’re stressed.

We don’t want to think. Our mind is already in a million

places.” (Patient family member)

In addition, participants noted that even if information is available,

patients and families often do not know what information they should

be seeking to make decisions about their treatment. All stakeholder

groups overwhelmingly expressed a need to guide patients and fam-

ilies to the questions that they should be asking, because they “don’t

know what they don’t know.” After viewing and gaining awareness of

the available public data on the SRTRwebsite, participants emphasized

the need to lead patients to relevant information that theymay not yet

realize is important.

“But you have to knowwhat to ask. Like, I didn’t know. . .And

even if you do know what to ask, you don’t know where to

look, you know?” (Kidney recipient)

“I made a comment earlier that one thing we talk about a

lot . . . is that you do not know what you do not know. A lot

of times that leads to a lot of fear and anxiety.” (Pediatric

recipient family member)

4 DISCUSSION

This study of diverse stakeholders in the transplant community across

theUS reveals critical informational gaps identifiedbypatients, donors,

and families, key stakeholders who have historically been under-

engaged in transplantation health services research. Patients, donors,

and families often relied on nonscientific sources of information, and

few had the information they needed to make decisions about their

care. These barriers in access to information are surmountable, but

require an understanding of the specific needs of stakeholders. This

study helps elucidate what information these stakeholders need to

engage in shared decision-making in their transplant journey.

Access to information constitutes the foundation of shared

decision-making, as highlighted in the 2022 OPTN Ethics Committee

paper on transparency in program selection,32 the NASEM report on

realizing equity in transplantation,1 and HRSA initiatives to improve

the system to promote transparency and meet the needs of patients

and families.33 Candidates, recipients, patient family members, living

donors, and deceased donor family members represent a hetero-

geneous group of critical stakeholders, with needs that vary across

groups—and even within groups, depending on the stage of the

individual’s transplant journey. However, common themes emerged,

including a desire for access to accurate information that is tailored

to a nonmedical audience, the ability to compare centers, data about

transplant evaluations, and help navigating the information and coping

with decision-making burdens.

This study highlights opportunities for the SRTR and other orga-

nizations, including transplant centers, to better support patients

and family members as they navigate the transplantation system.

Patients and families communicated the need to develop both met-

rics and reliable information tailored to a nonprofessional audience.

Consistent with other studies on patient education,34,35 this study

revealed gaps in both the comprehensibility and content of currently
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available information about the transplant system. Although SRTR is

one source, clinicians, health educators, and others can also adapt data

presentations to better serve patient and family stakeholders by tak-

ing a human-centered design approach including ongoing stakeholder

engagement,36 minimizing jargon, reducing statistical displays,37 and

improving navigationwith interactive features to help guide users from

different stakeholder groups to view data relevant to their needs.

Decision support tools38 can also help guide patients’ use of informa-

tion and metrics, including those provided by SRTR. Content should

also inform patients and families about the factors affecting patient-

centered outcomes that they may not be aware of, such as access to

transplant or variation in waitlist criteria. These approaches will facili-

tate the goal of addressing the needs identified in this analysis, such as

exploringways to convey how analyses account for differences in com-

plexity of patients served by a center or what centers are more willing

to list and transplant patients like them. This approach is also critical to

improving equitable outcomes, given the intersection between health

literacy and equitable outcomes.39–41 Finally, analyses and data pre-

sentations can also be used to highlight ongoing inequity in solid organ

transplantation, thus informing the community where progress must

bemade.42

Participants also highlighted the use of data by patients and fam-

ily members beyond making personal decisions about transplantation.

Although the need for metrics to help choose a transplant center

and compare centers is important to many, patients and family mem-

bers identified additional needs for information, including helping

to manage expectations, educating other friends and family mem-

bers, participating in advocacy to support other patients and promote

change, and providing comfort to deceased donor family members.

While much of the data sought by our most critical stakehold-

ers are currently available, these data highlight important gaps. Most

important, patients and family members first need to be aware of the

existence of transplant system data to maximize the potential bene-

fits of creating patient- and family-centered metrics and information.

In addition, critical data elements, such as patient-centered outcomes

and data on patients before waitlisting, are not currently collected.

The perspective of patients and family members is a critical input

into tool development to support clinical decisions and work with

transplant professionals to map out the development of metrics to

drive ongoing quality improvement of the US transplantation system.

Future data collection and quality metrics could promote patient-

centered care by including patient-centered outcomes, or encourage

increased access to transplant by developing patient-friendly prelist-

ing metrics. Critically, long-term data of any kind, including patient-

centered outcomes, are not collected on living donors, and efforts to

collect these data to inform those considering living donation should

be prioritized.43–45 These data can also inform transplant centers

regarding what information to provide on their own websites, such

as the availability of patient and family support groups, participation

in living donor exchanges, and important listing criteria to avoid futile

transplant evaluations.

This study has several strengths that add to our understanding of

the needs of patients, their families, living donors, and deceased donor

families. This is a uniquely large national sample of patients and family

members, representing experiences from diverse organs, regions, and

stages along the transplant journey. Purposeful sampling ensured that

data included historically underrepresented communities in transplan-

tation, specifically Black participants. Participants also included a mix

of participants with and without prior knowledge of the transplanta-

tion system and SRTR. Finally, the analytic approach included multiple

analysts who differed from the researchers who conducted the focus

groups and interviews, which allowed for the introduction of coding

perspectives from multiple researchers with differing experience with

the transplant system and differing roles in data collection.46 How-

ever, several limitations should be noted. While a broad spectrum of

perspectives from diverse participants provides insight into the large

range of stakeholder experiences, perspectives expressed within some

of these subgroups should be interpreted with caution, because the

study was not designed to identify meaningful differences between

these subgroups. For example, purposeful samplingwas used to ensure

participation by Black patients in order to be representative and inclu-

sive, not to identify differences between the experiences of different

racial groups. We did not get perspectives from non–English-speaking

patients and family members and did not achieve adequate represen-

tation of Latina/o/x or American Indian/Alaskan Native patients and

family members. Future work should intentionally recruit members of

these communities, as well as assessing how information is received

and understood by users from a range of educational background.

Recruitmentwas conducted primarily through patient, donor, and fam-

ily education and advocacy groups, so those who are not yet engaging

with or aware of these organizations may have unique perspectives.

Most participants were recipients rather than candidates, and recall

bias may affect what patients and family members report experienc-

ing when they were first interacting with the transplantation system,

especially given that many of the information gaps concern the pre-

transplant process. Finally, aswith all clinical research, the patients and

family members who willingly participate in research may differ from

those who do not.

5 CONCLUSION

In conclusion, patients, family members, and living donors have infor-

mational needs that can be better supported by clinicians, educators,

and the SRTR. Ongoing engagement with our most important stake-

holder groups while developing and improving patient-centered infor-

mation will be critical to achieving the potential benefits of SRTR

data.
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