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Disparities in the Need for Kidney Transplantation

The rapidly increasing prevalence of end-stage renal disease (ESRD), character-
ized by the failure of kidney function, has generated national efforts to alleviate the 
public health burden of this life-threatening condition. Currently, approximately 
560,000 US adults are treated for ESRD, a condition that results in poor survival, 
poor health-related quality of life, and high health care costs [1]. Although patients 
with ESRD comprise less than 1 % of Medicare beneficiaries, they account for over 
6 % of Medicare spending, resulting in estimated costs to Medicare of over $ 20 
billion annually [1, 2].

An estimated 26 million adults in the U.S. currently have some degree of kid-
ney damage [3], a major risk factor for the development of ESRD. Racial–ethnic 
minorities are substantially more likely to develop ESRD than Whites [1, 4, 5]. Ad-
justed rates of ESRD among African-Americans, Native Americans, and Asians are 
significantly higher than rates of ESRD among Whites [1] (Fig. 23.1), and ESRD 
rates among Hispanics are also significantly higher than rates among non-Hispanics 
[1] (Fig. 23.2). Compared to Whites, African-Americans experience up to fourfold 
greater risk of developing ESRD [1]. African-Americans and Hispanics account for 
approximately 47 % of the ESRD population, while comprising only 28 % of the 
overall US population [1, 6].

Disparities in rates of ESRD have been attributed to a multi-factorial combina-
tion of genetic, environmental, cultural, and socioeconomic influences [7]. Diabetes 
and hypertension are the leading causes of ESRD (accounting for over 70 % of the 
reported ESRD cases in the U.S.) [1], and these diseases disproportionately impact 
racial–ethnic minorities. Other causes include HIV infection, sickle cell disease, 
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systemic lupus erythematosus, heroin abuse and/or dependence, kidney stones, 
chronic kidney infections, and certain cancers [1].

Disparities in Access to Kidney Transplantation

Patients with ESRD require replacement of their kidney function (in the form of di-
alysis treatment or kidney transplantation) to sustain life. While dialysis is currently 
the most common therapy used to treat ESRD, kidney transplantation offers patients 
improved life expectancy at less cost than that for dialysis care [1, 8]. Kidney trans-
plantation is also associated with improved mental health, physical functioning, 
social functioning, and other quality of life measures, such as the ability to travel 
and work when compared to patients receiving dialysis treatment [9–12]. Yet, the 
number of persons on the waiting list for a transplant greatly exceeds the number 
of available kidneys. Racial–ethnic minorities with ESRD have persistently lagged 
behind Whites with respect to both placement on the waiting list for deceased donor 

Fig. 23.1  Adjusted rates of end-stage renal disease (ESRD) by race (1980–2010). Incident ESRD 
patients. Adjusted for age/gender. (Reference: 2005 ESRD patients. Data Source: US Renal Data 
System, USRDS 2012 Annual Data Report: Atlas of Chronic Kidney Disease and End-Stage Renal 
Disease in the United States, National Institutes of Health, National Institute of Diabetes and 
Digestive and Kidney Diseases, Bethesda, MD, 2012)
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kidneys and receipt of deceased donor transplants [1, 4, 13–16] (Fig. 23.3). In 2010, 
although the rate of deceased donation was 28.1 among African-Americans com-
pared to 21.4 among Whites, the rate of patients receiving transplants from deceased 
donors was only 2.0 among African-Americans compared to 2.6 among Whites [1].

Racial–ethnic disparities in rates of deceased donor kidney transplants have been 
attributed to several factors, including immunological incompatibility of deceased 
donor kidneys, lower rates of referral of racial–ethnic minorities for transplantation, 
inadequate transplant workup for minorities referred for transplants, human leu-
kocyte antigen (HLA)-mismatching, sociodemographic barriers to the completion 
of pretransplant steps, disproportionate access to health care, and patient concerns 
about potential risks associated with transplantation [15–29]. Recent estimates 
show that American Indians/Alaska Natives, African-Americans, and Hispanics are 
less likely than Whites to be listed for kidney transplants [4]. Once listed for trans-
plantation, racial–ethnic minorities have been shown to wait longer for kidneys than 
Whites [1]. For instance, among first-time wait-listed patients registered in 2007, 
48.6 % of African-Americans and 43.8 % of Asians were still waiting for a trans-
plant after 3 years, compared with only 34.5 % of White patients [1]. Uninsured 
patients and those of lower income levels, who also tend to be disproportionately 

Fig. 23.2  Adjusted rates of end-stage renal disease by Hispanic ethnicity (1996–2010). Incident 
ESRD patients. Adjusted for age/gender. (Reference: 2005 ESRD patients. Data Source: US Renal 
Data System, USRDS 2012 Annual Data Report: Atlas of Chronic Kidney Disease and End-Stage 
Renal Disease in the United States, National Institutes of Health, National Institute of Diabetes and 
Digestive and Kidney Diseases, Bethesda, MD, 2012)
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made up of racial–ethnic minorities [30], are also less likely to be listed for kidney 
transplantation.

Potential Role of Living Donation in Narrowing Disparities

Patients with progressing chronic kidney disease, those with newly diagnosed 
ESRD, and those already on waiting lists for deceased donor kidney transplants 
may increase their chances of receiving a transplant by also pursuing living donor 
kidney transplantation (LDKT), in which an ESRD patient receives a kidney from 
a living friend, family member, or other altruistic person. LDKT is the optimal 
therapy for many patients with ESRD providing numerous clinical benefits com-
pared to prolonged dialysis or deceased donor kidney transplantation, including bet-
ter patient and graft survival and improved quality of life [12, 31, 32]. LDKT also 
provides a mechanism through which patients may bypass lengthy waiting times on 
deceased donor kidney transplant waiting lists and therefore significantly decrease 
waiting times for transplants.

Fig. 23.3  Deceased donor transplants by race (1991–2010). Patients age 18 and older. Includes 
kidney-alone and kidney-pancreas transplants. (Data Source: US Renal Data System, USRDS 
2012 Annual Data Report: Atlas of Chronic Kidney Disease and End-Stage Renal Disease in the 
United States, National Institutes of Health, National Institute of Diabetes and Digestive and Kid-
ney Diseases, Bethesda, MD, 2012)
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Barriers to Living Kidney Donation for Racial Minorities

Despite the potential benefits of LDKT, minority ESRD patients have been consis-
tently less likely than Whites to receive LDKT over the past two decades (Fig. 23.4), 
thus limiting the promise of this therapy in addressing inequities in access to kidney 
transplants [1, 4, 33–35]. For example, recent data show that African-Americans 
and Hispanics accounted for only 27.5 % of the total LDKT recipients in 2012, al-
though they account for over 47 % of the ESRD patients [1, 35]. Evidence suggests 
that racial–ethnic minorities experience unique barriers that contribute to disparities 
in LDKT at the patient or potential-donor level (e.g., beliefs, concerns, and clinical 
characteristics) [36–44], health care provider/system level (e.g., decision support, 
information quality, and perceptions) [27, 45–49], and population-community level 
(e.g., social awareness, resource allocation, and disease burden) [50–52]. In addi-
tion, racial–ethnic minorities may experience these barriers during one or more of 
the four primary steps along the path to successful completion of LDKT: donor 
identification, transplant evaluation, kidney transplant, and posttransplant recov-
ery [53]. The development of strategies to address disparities in receipt of LDKT 

Fig. 23.4  Living donor transplants by race (1991–2010). Patients age 18 and older. Includes kid-
ney-alone and kidney–pancreas transplants. (Data Source: U.S. Renal Data System, USRDS 2012 
Annual Data Report: Atlas of Chronic Kidney Disease and End-Stage Renal Disease in the Uni-
ted States, National Institutes of Health, National Institute of Diabetes and Digestive and Kidney 
Diseases, Bethesda, MD, 2012)
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requires a comprehensive understanding of these barriers that impede access to 
LDKT among racial–ethnic minorities in the U.S. We provide a detailed summary 
of barriers reported within the published literature later, and we also reference an 
evidence-based framework (Fig. 23.5) that contextualizes key barriers identified 
along the path to LDKT [53].

Patient-Related Barriers

Racial–ethnic minorities with ESRD may be more likely than their White counter-
parts to experience a number of patient-related barriers to receipt of LDKT, includ-
ing unmet concerns about the physical, psychological, and financial risks associated 
with LDKT; patients’ concerns about their ability to initiate LDKT discussions with-
in their families; and less willingness to approach potential donors due to concerns 
about potential risks for living donors [41, 42, 46]. Studies of African-American and 
Hispanic patients have also identified poor LDKT knowledge, medical mistrust, 
and concerns about surgical risks of LDKT as potential barriers that may impede ef-
forts to identify and approach potential live donors [37–40]. Alvaro et al. conducted 
focus groups of Hispanic patients and reported that lack of knowledge about living 
donation, concerns about potential harm to the donor, and expectations that a rela-
tive would initiate an offer to donate were identified as barriers to identifying and 
approaching potential donors [37]. A study by Pradel et al. also found that surgical 
concerns were associated with lower likelihood of considering LDKT, discussing 
LDKT with their family, or asking for a kidney in those receiving hemodialysis [40]. 
Evidence suggests that African-American potential recipients may also experience 
higher rates of psychological denial about the need for a kidney transplant [41, 43]. 
Results from a survey by Lunsford et al. suggest that African-Americans might 
cope with the need for a kidney transplant differently than non-African-Americans, 
and that African-American potential recipients may be less acceptable of and more 
likely to deny the need for a transplant [43]. This denial might affect persuasiveness 
or willingness to ask for live donation.

Concerns about the potential risks for living donors might also contribute to 
racial–ethnic minorities’ reported difficulties identifying and approaching potential 
donors within their families, social networks, and communities. Boulware et al. re-
ported that African-American patients were concerned about potential burdening of 
family members, potential donors’ future health, and their future inability to donate 
a kidney to another family member who might need it, and feelings of guilt or co-
ercing family members [41]. Within focus groups that included African-American 
and Asian potential transplant recipients, Waterman et al. also noted concerns about 
living donation, including feelings of guilt or indebtedness to the donor, harm or in-
convenience to the donors, concerns that the potential donor might need the kidney 
later, and concerns over disappointing the donor if the transplant failed [42].

In addition to barriers encountered during donor identification, evidence suggests 
that higher rates of chronic illnesses, such as obesity, diabetes, and hypertension 
among racial–ethnic minorities may contribute to lower likelihood of completing 
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the transplant evaluation and workup process. In addition, racial–ethnic minorities 
who are able to identify a suitable donor and who complete the transplant evalua-
tion process might also encounter additional barriers to transplant surgery, such as 
HLA sensitization and immunological incompatibility due to limited availability 
of blood-type incompatible LDKT programs [81]. Racial–ethnic minorities who 
successfully receive transplants may also experience unique barriers that threaten 
the long-term success of LDKT. Burke et al. found that African-American race and 
presence of diabetes adversely affected 10-year patient and graft survival among 
kidney transplant recipients within a study conducted at a single transplant center 
[54]. Douzdijan et al. also found that kidney graft survival was adversely affected 
by African-American race for transplant recipients [55]. In a study of patients who 
previously received transplants, Foley et al. also reported that kidney graft survival 
rates were significantly lower in African-American versus White recipients [56].

Potential Donor-Related Barriers

Difficulty identifying potential living donors has been shown to be a major con-
tributor to racial–ethnic disparities in receipt of LDKT. Racial–ethnic differences 
in attitudes (e.g., cultural, religious, and surgical concerns) about and willingness 
to participate in live donation, less communication about LDKT within families, 
and lower tolerance for economic risks of live donation have all been implicated 
as potential donor-related barriers contributing to disparities in living donation [38, 
39, 57]. Boulware et al. demonstrated that mistrust in hospitals and concerns about 
discrimination, as well as surgical concerns about living donation were associated 
with less willingness to donate living organs to relatives as noted within a national 
household telephone survey of potential donors among the general public [38]. 
Robinson et al. demonstrated within a survey of African-American potential donors 
that attitudes and beliefs toward donation were associated with self-reported will-
ingness to become a living donor [39].

Short- and long-term economic risks of live donation may be associated with less 
willingness to donate, particularly among minority groups already disproportion-
ately burdened by financial pressures. While a majority of direct medical costs as-
sociated with living kidney donation are covered by Medicare and/or private health 
insurance, live donors may still be faced with additional costs associated with the 
donation process, including lost wages due to time away from work, incidental med-
ical expenses, transportation and lodging, and hired caregiver or child-care costs 
[58–61]. A study examining the long-term impact of live donation found that 19 % 
of live donors who participated in the study reported moderate financial problems 
after donating, and 4 % reported severe financial problems (such as lost work time, 
medical bills not covered by insurance, and other out-of-pocket expenses) [58]. In a 
study of living donors in the U.S., participants reported that financial costs incurred 
by the donor averaged $ 837 and ranged from $ 0 to 28,906 [62]. Potential donors’ 
concerns about future insurability may also impact their willingness to donate. Find-
ings from recent studies suggest that becoming a living donor may impact one’s 
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ability to obtain life, health, and disability insurance [60, 63]. A study of living do-
nors in the U.S. found that while many insurance companies reported being willing 
to insure these individuals, a number of living donors have reported difficulties ob-
taining insurance coverage after donation [60]. Existing educational resources about 
LDKT may also lack important information that could alleviate minorities’ concerns 
about the potential short- and long-term economic burden of LDKT.

In addition to barriers that contribute to disparities in the identification of poten-
tially willing donors, some minorities who are actually willing to donate may not 
be healthy enough (i.e., clinically suitable) to complete the donor evaluation and 
surgical processes. Reeves-Daniel et al. performed a study of unsuccessful live kid-
ney donations and found that African-American potential donors were more likely 
to be excluded due to obesity or failure to complete the transplant evaluation [49]. 
Tankersely et al. performed a study of inpatient donor and recipient evaluations and 
found that African-American patients were less likely than Whites to identify clini-
cally suitable potential live donors at the time of evaluations due to higher rates of 
previously undetected comorbid medical conditions, such as hypertension among 
them [50]. A study of patients referred for potential live kidney donation by Lun-
sford et al. found that African-Americans were more likely to be lost to follow-up 
than non-African-Americans due to higher rates of incompatible blood types, high 
body mass index, or ineligible recipients [51].

Racial–ethnic minorities who complete the evaluation and surgical processes 
may also experience long-term risks after the transplant surgery. African-American 
living donors may face increased risk of developing ESRD and may be more likely 
than White donors to need a kidney in the future. Gibney et al. found that future 
risk of developing ESRD might be more exaggerated in African-American versus 
White donors within a study using organ procurement and transplantation network 
(OPTN) data [64, 65]. In a study to assess potential racial differences in posttrans-
plant kidney function for living donors, Doshi et al. found that postdonation serum 
creatinine levels were slightly higher for African-American donors compared to 
Whites [66]. In a study of OPTN and administrative data, Lentine et al. found that 
after kidney donation, African-American and Hispanic donors had an increased risk 
of hypertension, diabetes requiring drug therapy, and chronic kidney disease, com-
pared with White donors [67]. Nogueira et al. also found that African-American 
living kidney donors experienced a high incidence of hypertension and a modest 
drop in kidney functioning post donation in a study of long-term donor outcomes 
[68]. Within a study of national trends and outcomes following live kidney dona-
tion, Segev et al. reported that surgical mortality from live donation was higher in 
African-American donors compared with White and Hispanic donors [69].

Health Care Provider and System-Related Barriers

Racial–ethnic minorities’ poorer access to routine health care, lack of provider–
patient and provider–family discussions regarding LDKT, and health care providers’ 
perceptions about minority patients’ preferences and suitability for LDKT may be 
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associated with lower rates of LDKT education and transplant referral for minor-
ity patients [27, 45–46]. Providers’ views about the benefits of transplantation and 
beliefs about reasons for racial–ethnic differences in access to transplantation may 
affect how (or whether) they present LDKT as a treatment option to racial–ethnic 
minority patients. Ayanian et al. conducted a survey of nephrologists in the U.S. and 
reported that physicians were less likely to believe that transplantation improves 
survival for African-Americans than Whites [27]. African-American patients par-
ticipating in the study were also less likely than White patients to report receiving 
some or a lot of information about transplantation. Within focus groups conduct-
ed to assess health care professionals’ beliefs about barriers contributing to lower 
rates of donor identification for African-American patients, Shilling et al. revealed 
that providers noted lack of clinical suitability, financial concerns, reluctance to 
approach potential donors, surgical fears, medical mistrust, and less awareness of 
LDKT as potential barriers [45]. Suboptimal rates of patient–physician discussion 
and family–physician discussions about LDKT prior to ESRD may serve as ad-
ditional barriers to donor identification among racial–ethnic minorities. Within a 
survey of African-Americans patients, spouses, and children, Boulware et al. found 
that despite most patients expressing desire for a transplant, only 68 % of patients 
and less than 50 % of their spouses had discussed transplantation with physicians 
[46]. These differences in provider–patient interactions may, in part, reflect varia-
tions in provider communication skills and cultural competence, knowledge about 
LDKT, and perceptions of patient suitability and preferences for LDKT.

Lower rates of transplant referrals and delayed receipt of nephrology subspe-
cialty care prior to renal replacement therapy initiation have also been associated 
with higher rates of incomplete evaluations. Notably, Ayanian et al. found that Afri-
can-American patients were less likely to be referred for evaluation at a transplant 
center, even after adjustment for patients’ preferences and expectations about trans-
plantation, coexisting illnesses, or socioeconomic factors [21]. Health care provid-
ers’ perceptions of patients’ suitability for LDKT (and their inherent biases about 
patients’ preferences for and adherence to medical therapies) may also lead to lower 
rates of transplant evaluation and higher rates of incomplete workups among minor-
ity potential recipients compared to Whites [21]. Ayanian et al. conducted a survey 
of nephrologists in the U.S. and reported that physicians were less likely to believe 
that transplantation improves survival for African-Americans than Whites, and 
more likely to believe that disparities in rates of transplant were due to differences 
in patients’ preferences, availability of living donors, failure to complete evalua-
tions, and comorbid illnesses [27]. Epstein et al. examined data from five US states 
and reported that among patients considered clinically appropriate for transplants, 
African-Americans were less likely than Whites to be referred for transplant evalu-
ations [15]. Lower rates of preemptive LDKT referrals for racial–ethnic minority 
patients, which result in higher rates of dialysis initiation, might also contribute to 
higher rates of HLA sensitization and higher burden of medical complications for 
minorities that impede successful LDKT [70]. Kinchen et al. conducted a national 
study and found that late evaluations by a nephrologist were associated with greater 
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burden and severity of chronic illnesses and were more common among African-
American men than White men [71]. Reduced health care access, including poor 
availability or utilization of routine follow-up medical care and less health insur-
ance coverage may also contribute to suboptimal long-term clinical outcomes for 
minority patients and living donors who receive LDKT.

Population and Community-Related Barriers

Population and community-level barriers, such as suboptimal education and poor 
awareness about the need for living donors, neighborhood resource deprivation, 
and high rates of chronic illnesses within minority families and social networks also 
contribute to disparities in LDKT. Suboptimal quality of educational information 
about LDKT and lack of decision support regarding LDKT as a treatment option 
may lead to less awareness about the benefits of and need for LDKT within minority 
communities. Alvaro et al. noted that Hispanic patients reported lack of knowledge 
about living donation as a barrier to identifying potential donors within their net-
works and communities [37]. In addition, because a majority of LDKT recipients 
receive kidneys donated by relatives or nonrelatives emerging from recipients’ close 
social networks, the disproportionately high burden of chronic diseases, particularly 
diabetes and hypertension, within racial–ethnic minorities’ families and social net-
works may reduce the potential donor pool for many minority potential recipients. 
Lei et al. reported familial clustering of kidney disease within a population-based 
study of patients with kidney disease [47]. A study by Gaylin et al. showed that co-
morbid medical conditions, such as cardiovascular disease and obesity (which are 
highly prevalent among US racial–ethnic minorities) were associated with lower 
transplant rates [72].

As evidenced by disproportionately lower kidney transplant rates in areas with 
higher degrees of poverty, patients and potential donors within minority popula-
tions may encounter more geographic and socioeconomic barriers to completing 
transplant workup. Volkova et al. found that neighborhood poverty was strongly 
associated with ESRD incidence, and increasing neighborhood poverty was associ-
ated with a greater disparity in renal disease rates between African-Americans and 
Whites [48]. Racial–ethnic disparities in community resource allocation and chron-
ic disease burden may also contribute to racial–ethnic differences in kidney trans-
plant rates. Stolzmann et al. found that lower community income and education 
levels were associated with lower likelihood of receiving transplants [73]. Within a 
study of United States Renal Data System (USRDS) and US census data, Hall et al. 
demonstrated that high levels of neighborhood poverty were associated with lower 
transplant rates among Asians and Pacific Islanders compared with Whites, and the 
degree of disparity worsened as rates of neighborhood poverty worsened [74].

Emerging research suggests lower health literacy rates within racial–ethnic 
minority populations may also serve as an important barrier in referral for and 
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completion of transplant evaluations. Grubbs et al. found that inadequate health 
literacy among hemodialysis patients was associated with lower rates of referral 
for transplant evaluations [75]. It is postulated that health care providers may be 
less willing to refer patients with inadequate health literacy due to concerns about 
patients’ inability to complete required steps necessary for transplanted graft sur-
vival [75]. Minimal availability and use of language and health literacy-appropriate 
educational resources about LDKT may contribute to minorities’ higher rates of 
incomplete LDKT workups.

Emerging Strategies to Reduce Barriers to Living 
Donation

A number of promising initiatives have been recently implemented that could ad-
dress some of the barriers to LDKT highlighted within this chapter [53] (Table 23.1). 
Current initiatives include home-based patient and family interventions, culturally 
sensitive educational and behavioral interventions for patients and families, stan-
dardized transplant training for non-transplant health care professionals, increased 
community awareness about the need for LDKT, and population-based screening 
programs to detect ESRD and associated risk factors [53]. A number of additional 
behavioral and clinical interventions have also been implemented to address barri-
ers to completion of the LDKT process. Recent initiatives, targeted at patients and 
potential donors, health care providers and the health system, and population and 
community factors include:

Targeting Patients and Potential Donors

•	 Home,	community,	and	clinic-based	LDKT	educational	programs	[76, 77].
•	 Involvement	of	patients’	extended	social	networks	in	educational	efforts	[78, 79].
•	 Culturally	sensitive	preemptive	transplant	education	and	behavioral	programs	[80].

Targeting Health Care Providers and Systems

•	 Standardized	LDKT	training	for	non-transplant	health	care	professionals.
•	 Paired	kidney	donation,	HLA	desensitization,	and	ABO-incompatible	programs	

to overcome immunological barriers [81].

T. S. Purnell and L. E. Boulware



339

Ta
bl

e 
23

.1
  P

ro
m

is
in

g 
in

iti
at

iv
es

 to
 a

dd
re

ss
 b

ar
rie

rs
 to

 li
vi

ng
 k

id
ne

y 
do

na
tio

n 
fo

r r
ac

ia
l–

et
hn

ic
 m

in
or

iti
es

 [5
3]

D
on

or
 id

en
tif

ic
at

io
n 

in
iti

at
iv

es
Tr

an
sp

la
nt

 e
va

lu
at

io
n 

in
iti

at
iv

es
K

id
ne

y 
tra

ns
pl

an
t i

ni
tia

tiv
es

Po
st

tra
ns

pl
an

t i
ni

tia
tiv

es

R
ec

ip
ie

nt
–d

on
or

 in
iti

at
iv

es
C

ul
tu

ra
lly

 se
ns

iti
ve

 h
om

e 
an

d 
co

m
m

un
ity

-b
as

ed
 e

du
ca

tio
n

Fi
na

nc
ia

l c
ou

ns
el

in
g 

to
 

ad
dr

es
s i

ns
ur

an
ce

 a
nd

 
ec

on
om

ic
 c

on
ce

rn
s

Ed
uc

at
io

na
l/b

eh
av

io
ra

l 
in

te
rv

en
tio

ns
 to

 im
pr

ov
e 

pr
ee

m
pt

iv
e 

tra
ns

pl
an

t 
ed

uc
at

io
n

C
ul

tu
ra

l, 
lit

er
ac

y,
 a

nd
 la

n-
gu

ag
e 

ap
pr

op
ria

te
 e

ffo
rts

 to
 

su
pp

or
t p

at
ie

nt
 se

lf-
ca

re
Pr

og
ra

m
s t

o 
ed

uc
at

e 
an

d 
en

ga
ge

 
pa

tie
nt

s’ 
fa

m
ili

es
 a

nd
 so

ci
al

 
ne

tw
or

ks
H

ea
lth

 c
ar

e 
pr

ov
id

er
 

in
iti

at
iv

es
En

ha
nc

ed
 p

ro
vi

de
r-p

at
ie

nt
/fa

m
-

ily
 L

D
K

T 
ed

uc
at

io
n

Ed
uc

at
io

na
l s

up
po

rt 
fr

om
 h

et
-

er
og

en
eo

us
 te

am
 o

f h
ea

lth
 

pr
of

es
si

on
al

s

Im
pr

ov
ed

 h
ea

lth
 c

ar
e 

ac
ce

ss
 

an
d 

co
nt

in
ui

ty
 o

f c
ar

e
Lo

ng
-te

rm
 m

ed
ic

al
 fo

llo
w

-u
p 

fo
r l

iv
in

g 
do

no
rs

C
ul

tu
ra

l c
om

pe
te

nc
y 

an
d 

ra
ci

al
 

di
ve

rs
ity

 o
f h

ea
lth

 c
ar

e 
pr

ov
id

er
s

Ph
ar

m
ac

is
t-l

ed
 c

ou
ns

el
in

g 
ab

ou
t m

ed
ic

at
io

n 
th

er
ap

y 
an

d 
ad

he
re

nc
e

H
ea

lth
 sy

st
em

 in
iti

at
iv

es
St

an
da

rd
iz

ed
 tr

an
sp

la
nt

 
ed

uc
at

io
n 

an
d 

tra
in

in
g 

fo
r 

no
n-

tra
ns

pl
an

t m
ed

ic
al

 
pr

of
es

si
on

al
s

Pa
rtn

er
sh

ip
s w

ith
 n

on
-h

ea
lth

 
ca

re
 p

ro
fe

ss
io

na
ls

 to
 

en
ha

nc
e 

so
ci

al
 su

pp
or

t

Pa
ire

d 
ki

dn
ey

 e
xc

ha
ng

e 
pr

og
ra

m
s

C
om

pr
eh

en
si

ve
 tr

ac
ki

ng
 a

nd
 

he
al

th
-r

el
at

ed
 m

on
ito

rin
g 

of
 li

vi
ng

 d
on

or
s

H
LA

 d
es

en
si

tiz
at

io
n 

an
d 

A
B

O
 in

co
m

pa
tib

le
 

pr
og

ra
m

s
Po

pu
la

tio
n-

co
m

m
un

ity
 

in
iti

at
iv

es
C

om
m

un
ity

-b
as

ed
 p

ar
tn

er
sh

ip
s 

to
 p

ro
m

ot
e 

aw
ar

en
es

s a
nd

 
tru

st
 in

 m
in

or
ity

 c
om

m
un

iti
es

Sa
te

lli
te

 o
ut

re
ac

h 
tra

ns
pl

an
t 

ce
nt

er
s t

o 
ad

dr
es

s p
ot

en
tia

l 
ge

og
ra

ph
ic

 b
ar

rie
rs

 a
nd

 
en

ha
nc

e 
ra

te
s o

f t
ra

ns
pl

an
t 

re
fe

rr
al

 in
 ru

ra
l a

re
as

Fe
de

ra
l a

nd
 st

at
e 

po
lic

ie
s t

o 
su

pp
or

t l
iv

in
g 

do
no

rs
Ex

pa
nd

ed
 m

ed
ic

at
io

n 
co

ve
r-

ag
e 

an
d 

ac
ce

ss
 to

 p
rim

ar
y 

he
al

th
 c

ar
e

In
cr

ea
se

d 
av

ai
la

bi
lit

y 
of

 h
ea

lth
y 

fo
od

s, 
sa

fe
 p

hy
si

ca
l a

ct
iv

ity
 

sp
ac

e,
 a

nd
 c

om
m

un
ity

 h
ea

lth
 

sc
re

en
in

gs

Po
lic

ie
s t

o 
en

su
re

 fu
tu

re
 

in
su

ra
nc

e 
el

ig
ib

ili
ty

 fo
r 

liv
in

g 
do

no
rs

LD
K

T 
liv

in
g 

do
no

r k
id

ne
y 

tra
ns

pl
an

ta
tio

n,
 H

LA
 h

um
an

 le
uk

oc
yt

e 
an

tig
en

23 Racial Disparities in Kidney Transplant and Living Donation 



340

Targeting Populations and Communities

•	 Increased	availability	of	fresh,	nutritious	foods	and	access	to	safe	public	spaces	
for exercise and recreation [82].

•	 Increased	community	awareness	and	population-based	screening	programs	for	
kidney disease and related risk factors (e.g., hypertension and diabetes) [83].

•	 Initiatives	to	bring	satellite	transplant	clinics	to	rural	areas	to	address	geographic	
barriers.

However, many of these initiatives are relatively new. Thus, evidence of long-term 
effectiveness and optimal methods for implementing and disseminating the inter-
ventions are not yet clear. Continued work is needed to enhance existing initiatives 
and to inform the development of future interventions to overcome racial–ethnic 
disparities in LDKT.

Policy Initiatives to Reduce Barriers to Living Donation

Over the past decade, a number of federal and state policies have been enacted 
to provide support for living donors, ranging from paid or unpaid leave and from 
work to tax benefits for living donors [84]. The National Organ Donor Leave Act 
of 1999 provides additional leave time from work for living donors who are federal 
employees [85]. The passage of the 2004 Organ Donation and Recovery Improve-
ment Act authorizes $ 25 million in new resources for efforts to increase donation, 
including establishment of the National Living Donor Assistance Program, which 
provides grants for reimbursement of travel and subsistence expenses and incidental 
nonmedical expenses incurred by low-income individuals undergoing clinical eval-
uation for living kidney donation [86]. The Medicare Improvements for Patients 
and Providers Act of 2008 aims to enhance timely provider–patient LDKT educa-
tion and decision support for pre-ESRD patients. The Medicare National Transplant 
Education Quality Improvement Initiative, which links dialysis facility quality mea-
sures to reimbursement, is a system-level policy intervention designed to improve 
rates of transplant education within in-center hemodialysis facilities.

There are also a number of proposed policies, such as the Comprehensive Im-
munosuppressive Drug Coverage for Kidney Transplant Patients Act of 2013 (H.R. 
1428, 113th) [87], which aims to amend Title 18 of the Social Security Act to ter-
minate the 36-month limit of immunosuppressive drug coverage for transplant re-
cipients. Additionally, the Kidney Care Quality and Improvement Act of 2005 (H.R. 
1298, 109th) [88] and the Kidney Care Quality and Education Act of 2007 (S. 691, 
110th) [89] both include provisions for improving the benefits of the Medicare Pro-
gram for beneficiaries with kidney disease, such as increased kidney disease patient 
education and public awareness.
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Implications and Future Directions for Living Donor 
Advocacy

In conclusion, racial–ethnic disparities in the prevalence of ESRD are stark, and un-
equal rates of transplants among minorities compared to Whites exacerbate health 
inequities. Barriers to kidney transplants exist at multiple levels, and interventions 
are slowly emerging to address these barriers. Policy initiatives to overcome some 
barriers exist, but have not yet demonstrated effectiveness in narrowing racial–eth-
nic disparities in access to LDKT. To further support LDKT and eliminate dispari-
ties in LDKT, broad dissemination of successful interventions targeting patient, 
physician, and health system barriers is needed. Examination of existing policies 
and ways in which policies might be tailored or expanded to further encourage 
LDKT may also be warranted. Finally, sustained partnerships among health care 
professionals, policy makers, patient/donor advocacy groups, and leaders within 
minority communities may support efforts to mitigate disparities in LDKT for ra-
cial–ethnic minorities.
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