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Abstract

Background—Kidney transplantation rates in the United States are lower among African-
Americans than among Whites. Well-documented racial disparities in access to transplantation
explain some, but not all, of these differences. Prior survey-based research suggests that African-
American dialysis patients are less likely than Whites to desire transplantation, but little research
has focused on an in-depth exploration of preferences about kidney transplantation among
African-Americans. Thus, the purpose of the study was to explore preferences, and compare
patients’ expectations about transplantation with actual status on the transplant list.
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Methods—We conducted semi-structured interviews with sixteen African-Americans receiving
chronic hemodialysis. We analyzed the interviews using the constant comparative method of
qualitative analysis. We also reviewed the dialysis center's transplant list.

Results—Four dominant themes emerged: 1) Varied desire for transplant; 2) Concerns about
donor source; 3) Barriers to transplantation; 4) Lack of communication with nephrologists and
transplant team. A thread of mistrust about equity in the transplantation process flowed through
themes 2-4. In 7/16 cases, patients’” understanding of their transplant listing status was discordant
with their actual status.

Conclusions—Our study suggests that many African-Americans on hemodialysis are interested
in kidney transplantation, but that interest is often tempered by concerns about transplantation,
including misconceptions about the risks to recipients and donors. Mistrust about equity in the
organ allocation process also contributed to ambivalence. The discordance between patients’
perceptions of listing status and actual status suggests communication gaps between African-
American hemodialysis patients and physicians. Clinicians should avoid interpreting ambivalence
about transplantation as lack of interest.
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qualitative research; kidney transplantation; African-Americans; patient preferences; decision-
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Introduction

Approximately 400,000 Americans with end-stage renal disease currently undergo chronic
dialysis,[1] while in 2013, just over 14,000 end-stage renal disease patients received a
kidney transplant.[2] More than one-third of dialysis patients in the United States are
African-American, a three-fold overrepresentation compared to the general population.[3-5]
Transplantation has been shown to increase life expectancy [6, 7] and improve quality of life
relative to dialysis.[8, 9] Yet African-American patients are significantly less likely than
White patients to receive transplants.[10-17] In part, this reflects a significant racial
disparity in access to transplantation - African-American patients who desire kidney
transplants receive them less frequently than Whites, even accounting for medical
comorbidity, functional status and sociodemographic characteristics.[10, 11, 15, 18]
Previous survey research also suggests that African-American dialysis patients may be less
likely than Whites to desire transplantation.[10, 11, 19] However, there has been very little
research specifically focused on an in-depth exploration of preferences about kidney
transplantation among African-Americans on dialysis. Qualitative research is particularly
well-suited to provide insight into peoples’ attitudes and preferences about transplantation.
[20]

This qualitative study explored preferences about kidney transplantation of African-
American hemodialysis patients using semi-structured interviews, and also compared
patients’ perceptions of their transplant listing status with their actual status.
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Materials and Methods

Study Design, Setting, and Participants

Participants were recruited from an urban dialysis center that serves predominantly African-
American patients. We asked the nurse practitioner who managed all hemodialysis patients
to identify those who met the following eligibility criteria: African-American, English-
speaking, and capable of providing informed consent and participating in the interview.

Eligible patients were approached during dialysis and invited to participate. Thus we
assembled a convenience sample of participants. Informed consent was obtained from all
participants. The study was approved by the University of Pennsylvania institutional review
board and the dialysis unit's human subjects committee.

Data Collection

Analysis

All interviews were conducted in-person by one investigator (MWW). A semi-structured
interview guide was developed based on the authors’ prior work,[21] clinical experience,
and an extensive literature review. The guide included open-ended questions with follow-up
prompts to explore participants’ experiences with initiating dialysis, living on dialysis,
thinking about the future, and considering transplantation, with a focus on decision-making.
The guide was informed by incoming interview data and modified iteratively to gain a
deeper understanding of the themes expressed. The interview process was flexible and could
be modified to respond to the perspectives and experiences shared by participants.

To supplement our interviews, transplant status was ascertained using the dialysis center's
transplant candidate log, which identifies each patient and whether or not s/he is listed for
transplant. For patients who are not listed as active candidates, the log specifies the reason
(e.g., “not candidate,” “not interested,” “awaiting testing”).

All interviews were audiotaped and transcribed verbatim. NVivo 9.0 (QSR International)
was used to aid in organizing and coding data for analysis. We employed a constant
comparative method of qualitative data analysis.[22, 23] Coding categories were generated
from the data themselves, with initial codes refined iteratively to accommodate new data and
insights. Initial codes were rearranged into pattern codes that were reintegrated into a
conceptualization incorporating the perspectives of all participants.[24-26] Transcripts were
coded independently by two investigators (MWW, ME) who met multiple times to discuss
the interviews and modify the coding structure. All discrepancies between coders were
resolved through discussion, and consensus was achieved. Additional interviews were
conducted until the investigators agreed that thematic saturation had been attained, meaning
that no new themes were emerging from the data.[27] To ensure rigor in methodology,[20,
28] we took steps to assure the following principles were satisfied: 1) credibility - by
triangulating the qualitative findings with results from our recent survey study;[21] 2)
transferability - by considering our findings in the context of previous research; and 3)
dependability and confirmability - by using verbatim transcription and including participant
quotations to support themes.[28]
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We conducted in-depth, semi-structured interviews with sixteen African-American dialysis
patients, which together yielded over 275 pages of transcript data. We stopped recruitment
when analysis suggested thematic saturation. Table 1 shows that participants’ median age
was 52.5 years (range 37-86 years), 63% were men, and participants had been on
hemodialysis for a median of 2.8 years (range 0.5 — 17 years).

Emergent Themes

Figure 1 provides a visual representation of the four dominant themes that emerged from our
data. Represented in the rectangular box, there was varied desire for transplant. The circles
below the box represent the other three dominant themes: concerns about donor source,
barriers to transplantation, and lack of communication with health care providers. The large
arrow intersecting the three circles represents a thread of mistrust about equity in the
transplantation process that flowed through each of the themes represented by the circles.

Extracts from interviews are presented to support and illustrate the themes.

Theme 1: Varied Desire for Transplant

Transplantation was on the forefront of many, but not all, participants’ minds. When asked
what they felt the future had in store for them, eight participants mentioned “transplant” in
the first sentence of their answers — even though the open-ended question had not mentioned
that outcome. Some participants definitely wanted a transplant, several definitely did not,
but most had both interest in and concerns about transplant, leaving them feeling
ambivalent.

For some, receiving a transplant was their central goal. As the interviewer approached one
participant, before the interviewer even sat down, he asked, “Do you have a kidney for me?”
During the interview, he repeatedly exclaimed, “Just gotta get one. It's that simple.”

A male participant elaborated on the fervent hope for transplant: “I'm just daydreaming
about getting that phone call [that there is a kidney for me]. | have a bag packed, you know,
like a woman's pregnant...I'm daydreaming about scooping up the bag and running...”

At the other extreme, two participants stated they would never pursue transplant. One 69-
year-old woman felt she had too many health problems to consider transplant. The other, an
86-year-old woman, said, “I didn't even ask for that. | figure if there's a transplant, give it to
somebody young. Give them an opportunity to have a longer life.”

Patients’ perceptions of the burden of being on dialysis influenced desire for transplant.
Some participants described how a transplant would help them, as one participant said, “get
some of my lifestyle back.” Most participants talked about the loss of freedom imposed by
dialysis and the restrictions that dialysis placed on their lives. The inability to travel,
frustrations with dietary restrictions, the magnitude of time spent on dialysis, and the
exhaustion that often follows dialysis were commonly described. One participant remarked:
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“This is like a part-time job. Monday, Wednesday, and Friday you're on a machine
five or four hours... And some days the machine drags all of the life out of you and
you just don't want to do nothing.”

On the other hand, a couple of participants reported they were not pursuing transplantation
because dialysis was not particularly burdensome. For example, one participant commented,
“I'm comfortable with my situation. ...My situation is not as bleak as some people's situation
is, so you know, my life is not totally standing still because of me being on dialysis.”

While some patients were certain that they wanted transplant and others were sure they did
not, most participants, several of whom had immediately mentioned transplant when asked
about the future, were, or had been, ambivalent about transplantation. As one participant
shared,

“I finally made the call to set up the appointment for my [transplant] evaluation,
which is in a couple of months. | was [totally] against it for a while [because] you
go through all the time and expense and work of getting a transplant that may not
take, you know, and it may be rejected and after a few years you'll be right back in
dialysis. It took me many months, maybe even a year or so to change and one of the
reasons | changed was, you know, frankly I'm getting tired of dialysis.”

As exemplified by this quote, a common concern leading to ambivalence was the possibility
of transplant rejection or failure. Several participants felt that to go through the arduous
transplantation evaluation and surgery and then experience graft failure would be very
difficult. One participant explained, “[The transplanted] kidney [can] fail for a number of
reasons, and ... they're back on dialysis. And | think from an emotional standpoint that
would make it hard to take... for me to go through that process and come back to dialysis.”

Several participants also appeared to believe transplant failure would be fatal: “If | have a
transplant and it doesn't take, will | be able to find another donor any time soon or will | be
on that list and die before [finding another].”

Theme 2: Concerns about Donor Source

As described in Theme 1, ambivalence about transplantation was common. One source of
ambivalence related to patients being conflicted about receiving a kidney from a loved one
versus a deceased donor kidney.

Some participants reported that relatives had offered to donate a kidney. However, most
were reluctant to accept this offer out of concern that their loved one might develop kidney
failure in the future. As one man said:

“A lot of family members are trying to [give] me a kidney, but... | wouldn't want
nobody to be in this [situation]... they give me a kidney, they get in a car accident,
and they end up damaging their kidney then what? Then... they're sitting looking at
the same thing I'm looking at now.”

However, a number of participants spontaneously mentioned strong reservations about
deceased donor kidneys. Some voiced concerns about not knowing the age or the medical
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history of unknown donors, which some believed would affect transplant success. Some
participants expressed mistrust about equity in the allocation process. Reflecting on the
quality of the kidney he thought he, compared to other recipients, would receive, one
participant stated, “I think that | would just get any old kidney, because you agree to take an
older person's kidney, or a drug addict's kidney.”

Several participants expressed fears that they might assume the donor's personality. One
woman said, “I read something where this person got a heart transplant and they start acting
like the person that they got the heart from... Does the same thing happen if you get a
kidney?”

Theme 3: Barriers to Transplantation

The vast majority of participants mentioned at least one barrier to receiving a kidney. The
most common barrier discussed was the battery of numerous, time-consuming pre-
transplantation appointments and tests. As one man explained,

“You gotta see a lot of doctors. You gotta see a psychologist. You gotta see
a...heart doctor...Oh God, the list goes on! | see the ear doctor, the tooth doctor. It's
not like they just write your name down and put you on the list. It's a process.”

There was often a tone of mistrust as participants described the transplant evaluation
process:

[They] wanted test results from 2002. This will blow [your] mind: When | was in
my twenties, | had syphilis; [they] wanted proof that | had been treated for syphilis.
I'm fifty-six...I'm doing it. They're spinning me, but I'm doing it.”

Other participants spoke more generally about how modern medicine had failed patients
with end-stage renal disease, highlighting scientific advances in other areas and for other
groups of patients. Reflecting on this, one participant remarked,

“You know, a doctor can turn a man into a woman, but he can't...make a kidney
work from somebody else without all of that medicine and sometimes I'm just
puzzled by that, you know?”

Theme 4: Lack of Communication with Nephrologists and Transplant Team

Patients expressed frustration about their perceived lack of a relationship with their doctors,
particularly during the transplant evaluation process. Some participants believed they were
“being overlooked” or that the system was not set up to assist them because they were poor
or had HIV. As one participant said,

“The doctors - they're so untouchable...l don't have no relationship with the
[transplant] surgeon at all... You want an office visit, not being lined up to be
screened [for transplant]. Like you and I talking, that's what | want.”

Another man spoke of longing for a doctor to forge an alliance with him:
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“If I was to have one doctor say, ‘Mr. A, we're going to get you a kidney,” it would
make all of the difference in the world, because | would feel like he's in the fight
with me. | don't really feel that at all.”

When talking about discussions with their nephrologists, some expressed mistrust connected
with race:

“My doctor[s]... be shocked when | asked them, well why is there so many Black
people on dialysis and they don't have no real answer for me. | really don't like that.
And so then on top of that he only spends ninety seconds with me... I'm like wow, |
feel like cattle.”

Actual Transplant Status vs. Perceived Status

In addition to our interviews, we also compared patients’ understanding of their transplant
listing status with their actual status recorded on the dialysis center's list. Table 2 shows that
only two of the 16 participants interviewed were listed for transplant, and in seven of the 14
non-listed cases, participants’ perceptions of their listing status were discordant with the
actual transplant list. As detailed in Table 2, there were many types of discordance, the most
common being that patients thought they were listed, but the list said that they were awaiting
testing. For example, one woman listed as “inactive, awaiting additional testing,” said, “I'm
on the list so I'm waiting for a kidney, so we'll see. And that's gonna come... I'm hoping
soon.”

A man who was listed as “not a candidate because of insurance issues” knew he was not
listed currently, but reported that all that stood between him and being listed was him “just
picking up the phone and setting up the appointments. That's all.”

Another man listed as “not interested” spoke at length about his desire for a transplant and
his frustration with insurance issues that kept him off the transplant list.

One participant perceived a lack of transparency in the listing process stating:“You don't
always know [when]... they take you off of the list - they don't always discuss that with
you...”

Discussion

This study of African-Americans dialysis patients sought to use qualitative methods to more
deeply explore the quantitative finding in previous research that African-American dialysis
patients are less likely than Whites to desire Kidney transplantation. Our findings highlight
that, with the exception of a few participants who definitely did not want transplants, most
found dialysis quite burdensome and were interested in transplant. However, while some
unambiguously wanted a transplant, for many, that interest was tempered by a number of
concerns about transplant, some of which related to mistrust, that left them ambivalent about
transplantation. Furthermore, even some of those who wanted a transplant mistrusted the
equity of the transplantation evaluation and allocation process.
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One common concern described was fear of transplant rejection and, for some, even death
after kidney transplantation. Most participants expressed confidence about their prognosis
on dialysis, while several voiced a fear of dying following a kidney transplant. This is
concerning because prognosis is better for patients who receive transplants.[6-8] Several
participants also expressed concern that they would enjoy the experience of freedom from
dialysis following transplant, only to have to return to dialysis if it failed — a prospect they
considered worse than if they just stayed on dialysis.

Participants also had concerns related to the donor source. Some were hesitant to accept a
kidney from a family member, citing a fear of putting a loved one's health at risk, a concern
documented in prior studies.[29-33] This fear is inconsistent with scientific evidence, as
studies show that risks of donation are extremely low.[34] However, participants also had
substantial concerns about deceased donor kidneys, some of which related to mistrust, and
thus, many favored receiving a family member's kidney, which differs from several of these
prior studies.[30, 32] One such study, by Murray & Conrad,[32] found that the majority of
potential transplant recipients preferred a deceased donor kidney, and fewer than 5% would
accept a transplant from a family member. In stark contrast to our findings, no participants
in their study voiced concerns about deceased donor transplants.[32] These differences may
exist because our study focused exclusively on the perspectives of African-Americans, while
their study included both African-Americans and Caucasians. Apprehension that a transplant
recipient might acquire the personality of the deceased donor was unexpected and not
previously documented.

Nearly all participants interested in transplant described barriers. The most common was the
time-consuming pre-transplant evaluation process, which previous research indicates may be
a greater barrier for African-Americans, who have lower rates of pre-transplant evaluation
completion than Whites.[11, 35, 36] Importantly, the tone with which many participants
discussed the transplant evaluation and allocation process suggested underlying mistrust in
the equity of the process itself, which, within the general population,[37] is more common
among non-Whites than Whites. Tests and appointments were often perceived as hoops to
jump through, described by some as if they were intentional barriers to transplantation.
Participants questioned equity not only at the individual level, but also at the broader
societal level, doubting whether adequate resources are dedicated to finding better
treatments for end-stage renal disease. Furthermore, participants pointed to the high rates of
dialysis among African Americans, which they did not feel nephrologists had adequately
explained.

Thus, a thread of mistrust wove through a number of the dominant themes in this study.
Muistrust of physicians and concerns about harmful medical experimentation, which exist in
the context of the United States’ legacy of racism and unethical medical research practices,
[38] are more common among African-Americans than Whites.[39] This mistrust may
influence African-American patients’ preferences about kidney source and sense of fairness
related to the transplant candidacy and organ allocation process and may also affect doctor-
patient communication.
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Participants also had a number of misconceptions about transplant in terms of its risk for
donors and recipients. This is an important finding because past work[40, 41] has shown that
patients who are well-informed about transplant are more likely to be interested in pursuing
it, suggesting that some of the reluctance to pursue transplant expressed by our participants
may have stemmed from a lack of knowledge and from ineffective doctor-patient
communication, not just from a lack of trust. Thus, our findings highlight the need to ensure
that patients are receiving accurate information about the risks and benefits of transplant,
and that clinicians have the time and training to engage effectively in discussions with
patients around transplant preferences. Such discussions should supportively discuss sources
of patients” ambivalence, knowing that mistrust may be a key component.

It is notable that even among this relatively young cohort of African-American dialysis
patients, only two participants were active on the transplant list. Disturbingly, almost half of
all participants understood their transplant listing status incorrectly compared to the official
log maintained by the dialysis unit. This discordance may reflect that important gaps in
communication about transplantation[42] and transplant status[21] exist between patients
and providers. Most concerning were the instances in which participants thought they were
listed for transplant when in fact they were not, or believed they were candidates when they
were not. In addition, several participants who voiced interest in transplant during the
interview were listed in the log as “not interested,” which may reflect a misunderstanding or
fluctuating preferences. Alternatively, the finding may suggest that any ambivalence about
transplant, which is known to be more common in African-Americans,[10, 11] can result in
someone being mislabeled as “not interested.” There may be similar biases in survey-based
research of this issue, as a simple yes/no question about desire for transplant may be less
revealing for many African-Americans than Whites, since our in-depth interviews with some
patients believed to be “not interested” show that they often are interested but still
ambivalent.

While other qualitative studies have explored patients’ perspectives about transplantation,
[29-32, 43-46] only a relatively small number have had a sample in which even one-third of
participants were African-American,[32, 43, 47] and ours is the first to our knowledge to
focus entirely on the perspectives of African-Americans. Some of the themes that emerged
from our data were echoed in previous research; however, all of the earlier studies that
included a significant proportion of African-Americans were conducted over a decade ago.
Therefore, our study provides important insights into the current state of preferences about
kidney transplantation among African-Americans on dialysis.

Our study has important limitations. First, the sample was drawn from a single urban
academically-affiliated dialysis unit, and our findings may not be transferable to African-
Americans in other settings. Second because our sample only included African-Americans,
we are unable to conclude whether our findings are unique to African-Americans. Third,
information about transplant status was obtained from the log maintained by the dialysis
unit, which could contain inaccuracies. Finally, our sample size was relatively small;
however, we chose not to enroll additional participants because we had achieved thematic
saturation meaning that no new themes were emerging. Despite these limitations, our study
makes important contributions to the literature on racial disparities in transplantation.
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Conclusions

In conclusion, mistrust and misconceptions about transplant appear to play an important role
in decision-making about transplantation by African-American patients on dialysis. One
hypothesis bringing these results together is that a self-perpetuating cycle may exist in which
racial disparities in access to transplantation[10, 11, 15, 18] contribute to mistrust among
African-Americans on dialysis. This mistrust, combined with misconceptions about
transplantation, tempers an otherwise strong desire to get off of dialysis, leading to
ambivalence about transplantation. This ambivalence may be incorrectly interpreted by
providers to be a lack of interest in transplantation, which may make nephrologists and
transplant surgeons less likely to offer it, thereby exacerbating disparities in access. The end
result of this cascade may be that African-Americans may be less likely to get transplants
than their true preferences should indicate.

If our hypothesized self-perpetuating cycle bears out in future studies, it has implications at
the levels of both the health care system and the individual clinician, and suggests that we
need to intervene in the cycle at both levels. At the system level, our findings suggest that
addressing racial disparities in access to transplant, in addition to being critical in its own
right, may also be an important component of affecting preferences of African-Americans
on dialysis about transplantation. Our findings also suggest that nephrologists and the
transplant team need to actively engage African-American dialysis patients in conversations
about preferences and barriers to transplantation, including the potential role of mistrust,
with the goal of promoting informed patient-centered decision making.
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Varied Desire to Pursue Transplant

most ambivalent, some definitely want
transplant, some definitely not interested

Mistrust of
transplantation
process

Figure 1. Visual representation of emer gent themes
The arrow intersecting the three circles represents a thread of mistrust about equity in the

transplantation process that flowed through each of the themes represented by the circles.
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Participant Characteristics of African-American Dialysis Patients Interviewed (n=16)

n ©)2

Age, year sb

Median (range)

52.5y (37-86)

<50 7 (44)
50-59 5 (31)
60-70 3(19)
>70 1(6)

GenderIO
Male 10 (63)

Diabetes”

Yes 5(31)
No 9 (56)
Unknown 2 (13)

Duration of Dialysis, yearsC

Median (range) 2.8y (0.5-17)
1 year or less 3(19)
More than 1 year to 5 years | 10 (63)
More than 5 years 3(19)

a . . B - .
Data are provided as sample sizes (percentages) unless otherwise specified. Percentages may not add to 100 due to rounding.

b . .
Data obtained from patient

c . . S
Data obtained from chart review of the dialysis record
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Table 2

Concordance Between Patients' Perceptions of Transplant Listing Status and Actual Status (n=16)

n
Patient and Transplant L og Concordant 9 (56%)
Listed for transplant 2
Not listed for transplant 7
Patient and Transplant L og Discordant 7 (44%)
Patient thinks listed, log says “awaiting testing” 3
Patient thinks listed, log says “not interested” 1
Patient reports ambivalence, log says “not interested” 1
Patient thinks awaiting insurance, log says “not interested” 1
Patient thinks awaiting testing, log says “not candidate due to insurance” | 1
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