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Abstract

Background This study compares the experiences of African American (AA) families who authorized organ donation with those
who refused.

Methods Large administrative datasets were obtained from 9 partnering Organ Procurement Organizations (OPO). Initial anal-
yses used these data to assess authorization among African American families (n = 1651). Subsequent analyses were performed
using a subsample of interview data of AA family decision makers (n =276). Initial bivariate analyses tested differences in study
variables by authorization status (donor/nondonor). Two separate multilevel logistic regressions examined associations between
independent variables and family authorization.

Results Analyses of the administrative datasets found that refusal was more likely when the patient was older, female, a DCD
case, and not referred in a timely manner; refusal was less likely when families initiated donation conversations. Interview data
revealed that families who refused donation were less likely to respond favorably to initial donation requests and reported less
satisfaction with the overall approach, amount of time with OPO staff, and how questions were handled. Refusing families were
also more likely to feel pressured, had less comprehensive donation discussions, and rated the OPO requesters’ communication
skills lower. No significant differences in organ donation attitudes were found between families who authorized donation and
those refusing to donate.

Conclusions The study suggests that AA families making decisions about organ donation would benefit from culturally appro-
priate discussions.

Trial Registration Clinical Trial Notation: NCT02138227.

Keywords Organ donation - Decision making - African American - Communication - Disparities

Abbreviations HCP Healthcare provider

AA African American MOTTEP Minority Organ Tissue

DCD Donation after cardiac death Transplant Education Program

FDM Family decision maker OPO Organ Procurement Organization
RCS Relational communication scale
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>4 Laura A. Siminoff Although the rate of deceased organ donation among African
lasiminoff@temple.edu Americans (AA) has nearly doubled over the last three
decades—from 8.8% in 1988 to 15.1% in 2019 [1]—the au-

! Department of Social and Behavioral Sciences, College of Public thorization rate among A A families remains significantly low-
Health, Temple University, Philadelphia, PA, USA er than that found among Caucasians (54.9% vs. 77.0%) [2].

2 Gift of Life Donor Program, Philadelphia, PA, USA Recent studies have revealed a consistent picture of AAs’
@ Springer

Published online: 30 June 2020


http://crossmark.crossref.org/dialog/?doi=10.1007/s40615-020-00806-7&domain=pdf
https://orcid.org/0000-0002-6775-665X
https://orcid.org/0000-0001-7137-5967
https://orcid.org/0000-0003-2017-991X
https://doi.org/10.1007/s40615-020-00806-7
mailto:lasiminoff@temple.edu

J. Racial and Ethnic Health Disparities

continued reluctance to donate their own or a family mem-
ber’s organs upon death [3, 4]. Data from a 2019 national poll
on organ donation (n=10,000) found 84.5% of AAs in sup-
port of organ donation, as compared with 86.4% for
Hispanics, 88.2% Asians, and 92.9% for Caucasians [5].
The same poll also found lower rates of donor designation
(37.9%) and willingness to register as posthumous organ do-
nors (65.3%) among AAs. AAs were also among the least
likely to indicate a desire to have their organs donated after
death, to donate deceased family members’ organs, or to have
communicated their donation wishes to family and friends.

Callender and colleagues’ seminal studies on AA organ
donation identified fear of premature death, lack of awareness
of the transplantation process, perceived and actual racism,
religious beliefs and misperceptions, and mistrust of the
healthcare system as barriers to organ donation by AAs [6,
7]. To counter these factors and encourage more widespread
acceptance of organ donation among AAs, public educational
programs were initiated under the national Minority Organ
Tissue Transplant Education Program (MOTTEP) [8].
Certainly, MOTTEP has yielded some positive results by in-
creasing awareness and understanding of the need for dona-
tion [9, 10].

Yet general mistrust of the healthcare and donation sys-
tems, including a perception that AAs are less likely to receive
a transplant, persists [11, 12]. There is also evidence of im-
plicit bias, i.e., the extra-conscious beliefs or attitudes toward
individuals by virtue of some “irrelevant characteristic” [13],
that permeate discussions of organ donation with AA families
about the opportunity for donation while in hospital [14]. Past
studies comparing the experiences of AA and Caucasian fam-
ilies who have made decisions about donating a family mem-
ber’s organs found that donor-eligible AA patients were less
likely to be referred to an Organ Procurement Organization
(OPO) by hospital staff [14], and that when referred, AA fam-
ilies report less complete discussions about the possibility of
organ donation and are often not told of the need for trans-
plantable organs within the AA community [14]. Cultural
competence is another factor impacting AA donation rates.
Cultural competence, or the ability to provide high-quality
care to families of all cultural backgrounds, impacts percep-
tions of and satisfaction with care [15]. It also upholds pa-
tients’ cultural identities, which facilitates the development
of trust and provides a safe space to ask questions and express
concerns [15]. At least one study has shown family authoriza-
tion rates for organ donation are higher for AAs when the
OPO staff discussing donation are also AA, but the majority
of OPO staff continue to be Caucasian [16].

Despite the continued hesitancy to donate, a substantial
proportion (reports range from 29-39%) of AAs is willing to
donate and ultimately authorize donation at the bedside
[17—-19]. While numerous studies have compared donation
outcomes across racial/ethnic categories [14, 20, 21], the
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analysis presented here advances our understanding of the
facilitators and impediments to organ donation among AAs
by exploring within-group differences in organ donation
knowledge, attitudes, and behaviors. Our goal is to identify
substantive and modifiable factors that could create an envi-
ronment in which authorization of donation among AA fam-
ilies is optimized. This study compares a comprehensive set of
factors—demographic, attitudinal, and behavioral—to differ-
entiate AA family decision makers who made decisions to
donate deceased family members’ organs with those who re-
fused to authorize donation.

Materials and Methods
Overview

From January 2009 to March 2012, as part of a larger study
[22], we collaborated with nine OPOs representing five re-
gions of the US, (i.e., Northeast (n =2), Midwest (n =2),
South (n =3), Southwest (n = 1), and Mid-Atlantic (n = 1)),
to identify a sample of potential donor-eligible patients and
recruit their family decision makers to the study. A family
decision maker (FDM) is defined as the individual tasked by
the family to make a decision about donor authorization, typ-
ically the next-of-kin. Each month, OPOs provided adminis-
trative data about deceased patients (e.g., age, race), FDMs
(i.e., name, contact information), and donation decisions (au-
thorized/refused). To ensure that the research team contacted
all individuals who were potentially eligible to participate,
OPO staff also completed brief, online surveys with the
FDMSs’ contact information following every organ donation
discussion. Two months after an adult patient’s death, or three
months if the patient was younger than 18 years of age, po-
tential participants were mailed recruitment packets with an
invitation to participate, consent forms, and an opt-out post-
card. If individuals did not opt out within two weeks of mail-
ing recruitment materials, the research team contacted FDMs
by telephone. Cases included both patients who died from
neurological trauma (brain death) and those who were eligible
for donation after cardiac death (DCD) due to devastating and
irreversible brain injury and being near-death but not meeting
formal brain death criteria.

This report drew from two related data sets as follows: (1) a
large administrative data set combining data obtained from the
participating OPOs of all potential cases during the data col-
lection period, and (2) a smaller subsample of cases in which
data were obtained via telephone interviews with FDMs. Of
the 9488 cases in the larger referral database (DCD =
20.25%), 2163 included an AA potential donor (DCD =
10.1%). Because we were interested in cases in which families
made a donation decision, we excluded first person authoriza-
tion cases (n=229; 10.6%), which since 2006 are legally
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binding [23], and cases involving medical examiners (n=7;
.03%). Of the remaining 1927 cases, 1651 are in the adminis-
trative sample (DCD = 11.68%) and 276 in the interview sub-
sample (DCD =9.4%; see Fig. 1).

Of the AA patient cases in the administrative-only sample,
978 FDMs (59.2%) authorized donation and 673 (40.8%) re-
fused donation. Of the AA cases in the interview sample, 186
FDMs (67.4%) authorized donation and 90 (32.6%) refused.
We conducted two separate analyses given the discrepancy in
the authorization rates in the two samples and the availability
of more detailed information in the interview sample.

OPO Administrative Data

The data collected from the nine OPOs’ administrative
databases included authorization outcome (authorized/
refused), patient age and sex, DCD (yes/no), family initi-
ation of donation conversation (yes/no), and timely refer-
ral (ves/no). The referral of a patient is deemed timely if it
occurs as soon as possible after imminent death criteria
has been reached [24]. Because the exact timeframe for
referral after identifying imminent death varies by OPO,
we used each participating OPO’s operational definition.
The main outcome variable was the final donation deci-
sion (authorized/refused), which was cross-verified for
cases with an FDM interview.

Fig. 1 Flow chart of case accrual

Administrative
Data Sample
(n=1,651)

Authorized
Donation
(n=978)

FDM Interview Data

FDMs were contacted about study participation 2—-3 months
after the patient’s death (3 months for pediatric cases).
Potential participants were mailed a recruitment packet con-
taining a letter describing the study and a pre-paid opt-out
postcard. Those who did not return the postcard within two
weeks were contacted by telephone and invited to participate.
This validated recruitment and interview protocol has been
described in detail elsewhere [22, 25, 26]. All participants
provided informed consent, and the study was approved by
the Institutional Review Board at Virginia Commonwealth
University (#HM11773).

The semi-structured interviews collected FDM
sociodemographic data (e.g., age, marital status, gender, race,
etc.) and organ donation attitudes and knowledge. FDMs were
asked about their experiences during the patient’s hospitalization,
such as the care the patient received, the donation process expe-
rience and details about that discussion, and reasons for the do-
nation decision. The specific measures are described below.

Organ Donation Attitudes Attitudes toward organ donation were
assessed using the attitudes toward organ donation scale [27, 28].
The well-validated, 17-item scale assesses attitudes along 5-point
Likert-type scales of agreement (I = Strongly disagree; 5=
Strongly agree) [22, 25]. Individual items were summed to com-
pute a global attitude score ranging from 17 to 85.

Cases in the larger
referral database
(n=9488)

All African American
Donors
(n=2,163)

Excluded (n=236)

* Medical Examiner Cases (n=7)

e First Person Authorization
Cases (n=229)

Remaining African
American Cases
(n=1,927)

Interview Sample
(n=276)

Authorized
Donation
(n=186)

Refused Donation
(n=90)

Refused Donation
(n=673)
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Quality of OPO Requesters’ Communication A shortened ver-
sion of Burgoon and Hale’s Relational Communication Scale
(RCS) [29] was used to capture respondents’ perceptions of
requesters’ relational communication skills. The RCS consists
of 12 items rated using 7-point Likert scales (/ = strongly
disagree; 7= strongly agree). Items were summed with
higher scores (range 12—84) reflecting more positive assess-
ments. In addition, FDMs were asked to provide a single-item
global rating of the quality of the requester’s communication
using a five-point response scale (I = poor; 5= excellent);
higher scores reflect more positive impressions of the
exchange.

FDMs rated their satisfaction with 3 major domains of
communication as follows: (1) the amount of time spent
discussing donation with the OPO staff requester, (2) the re-
quester’s handling of questions, and (3) assessment of the
overall organ donation request process. Each question was
rated on a 7-point scale (I = not at all; 7= very satisfied).
Respondents were also asked to rate whether they felt
pressured or harassed at the hospital about organ donation
(I = not at all pressured; 7= very pressured), were surprised
at the request (yes/no), and their initial reactions to the request
for organ donation (/ = favorable,; 2 = mixed/undecided; 3 =
unfavorable).

Twenty-four theoretically based relational communication
skills were identified a priori [22, 25, 26] and their frequency
of use during the request was assessed by FDMs using a 5-
point Likert scale (I = never, 5 = always). Skills included ac-
knowledging FDMs’ concerns, providing offers of service,
and checking in to assure the FDMs’ understanding. A total
score was computed using the sum (range 24—120) of the
individual items with higher values reflecting greater use of
the skills. In addition, based on previous research that identi-
fied specific topics important to FDM decision-making [26,
30], we asked families whether a series of 17 donation-related
topics were discussed (yves/no). The total number of topics
discussed was computed by summing affirmative responses
(see Online Resource).

Healthcare Provider (HCP) Interaction FDMs were asked
whether they spoke with hospital staff or healthcare providers
(HCPs) about organ donation (no = 0, yes = I) and to rate the
level of care and concern exhibited by HCPs who were most
important to providing care using a 7-point Likert scale (/ = in
no way caring or concerned, 7= very caring and concerned).

Analytic Plan

Administrative and interview data were linked to create a sin-
gle dataset for these analyses. For the characteristics common
to both the OPO administrative-only and the FDM interview
groups (patient race, patient age, DCD, timely referral, family
initiated), the samples are compared using the chi-square test
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for categorical variables and ¢ test for continuous variables.
Descriptive statistics are reported for all variables from both
sources. We conducted bivariate assessments for AA FDMs
who authorized donation compared with those who refused.
Multivariable logistic regression analyses were performed on
each dataset to examine the association of the independent
variables with refusal to authorize donation. The model is
controlled for nesting of FDMs within OPO requesters as well
as requesters within OPOs. All statistical analyses were per-
formed using SAS 9.4 [31].

Results
OPO Administrative Data

A slight majority of patients were male (n = 895; 53.8%) with
an average age of 45.3 years (sd = 19.1). The majority of pa-
tients were deemed dead by neurological criteria (n = 1458;
88.3%). In addition, 33.1% of patient referrals were not indi-
cated as timely by the OPO (n=551). Notably, only 2.2%
(n=36) of families initiated donation discussions. Refusal
was more likely when the patient was older, female, a DCD
case, and the referral was not timely (see Table 1). Refusal was
less likely when the family initiated the donation
conversation.

The multilevel logistic regression included all the indepen-
dent variables and affirmed the bivariate findings as signifi-
cantly associated with FDM authorization: refusal was signif-
icantly more likely when the patient was older (OR =1.01,
95% CL 1.01-1.02; p<0.05), female (OR =1.3, 95% CL
1.1-1.5; p<0.01), a DCD case (OR=1.6, 95% CL 1.2-2.2;
p <0.01), and the referral was not timely (OR =0.71, 95% CL
0.57-0.87; p <0.01). Refusal was less likely when the family
initiated the donation conversation (OR =0.19, 95% CL 0.08—
0.41; p<0.001); however, as noted above, the number of
cases in which the family initiated the donation discussion
was very small.

Table 1  Descriptive statistics for OPO administrative data by
authorization decision

Refused Authorized F (p value)
n=978(59.2%) n=673(40.8%)
M (sd) M (sd)
Patient age (years)  48.2 (18.5) 43.1 (19.5) 6.63 (0.0001)
N (%) N (%) X2 (p value)
Patient female 479 (48.9) 288 (42.8) 6.2 (0.01)
DCD (yes) 129 (13.2) 64 (9.5) 5.3 (0.02)
Timely referral (no) 355 (36.3) 196 (29.1) 9.3 (0.02)
Family initiated (yes) 6 (0.06) 30 (4.4) 27.6 (0.0001)
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FDM Interview Sample Characteristics

Compared with FDMs from the administrative-only
sample, interview participants had a higher authorization
rate (x> (1)=50.6; p<0.0001) and were more likely to
have experienced a timely referral (73.2 vs. 66.8%; X*
(1)=4.3; p<0.04). No other statistically significant dif-
ferences were observed between the two samples (data
not shown).

Comparing FDMs in the interview sample who authorized
and those who did not, both groups were approximately
45 years old, and the majority were female (almost 70%). A
plurality of FDMs in the interview sample were married/
cohabitating, had approximately 14 years of education, and
almost half reported an annual household income below
$30,000 (see Table 2). However, more cases with FDMs re-
fusing donation involved potential DCD donors (n = 14;
15.6%) compared with the cases that authorized (n=12;
6.45%), although these numbers are very small. AA FDMs
who authorized donation did not differ from refusing FDMs
on patient age, patient sex, timely referral, or whether the
family initiated the donation conversation.

Organ Donation Attitudes

Composite organ donation attitude scores were similar for
FDMs who authorized M =55.0, sd=8.1) and those who
refused donation (M =54.0, sd =7.8). Notably, refusing
FDM were less likely to agree with the statement, “organ
donation helps families grieve” (n=32; 35.6%) than were
FDM who authorized donation (n=119; 63.9%; p <0.0001).

Communication Quality, Skills, and Topics Discussed

Consistent with previously published research [22, 32, 33],
communication variables were significantly associated with
the donation decision. Nearly all communication-related items
were rated less favorably by non-donor families compared
with their counterparts who authorized donation (see
Table 3). Refusing FDMs had fewer positive perceptions of
OPO requesters’ communication skills and lower composite
RCS scores than FDMs who donated (M =62.3 vs 75.5;
2 <0.0001). The global rating of the quality of requesters’
communication during the donation discussion was also sig-
nificantly lower (p <0.0001) among refusing FDMs (M =

Table 2 Sociodemographic characteristics of interviewed FDM and Patient

Characteristic

Age (years)
Education (years)

Female
Marital status
Never married/single
Married/cohabit
Divorced/separated
Household income
<$30,000
$30,000-70,000
> $70,000

Patient Age (years)

FDM assessment of how caring and
concerned the primary hospital HCP was

Patient female

DCD case (yes)

Timely referral (no)

Family initiated (yes)

FDM spoke with hospital staff about organ donation (yes)

Refused Authorized t test
n=90 n=186 (67.4%) (p value)
(32.6%)
M (sd) M (sd)
454 (15.2) 452 (15.1) 0.30 (0.70)
13.8(2.2) 13.6 (2.5) 0.50 (0.46)
n (%) n (%) X2 (p value)
64 (71.1) 140 (75.3) 0.54 (0.46)

4.5 (0.10)
33 (36.7) 46 (24.7)
45 (50.0) 105 (56.4)
35(18.8) 12 (13.3)

0.13 (0.90)
43 (47.8) 93 (50.0)
30 (33.3) 60 (32.3)
17 (18.9) 33(17.7)
M (sd) M (sd)
429 (18.3) 437 (19.0) 0.12 (0.73)
5.8 (1.6) 6.3 (1.3) 2.18 (0.03)*
n (%) n (%) X2 (p value)
41 (45.6) 77 (41.8) 0.34 (0.56)
14 (15.6) 12 (6.4) 5.9 (0.01)*
13 (14.4) 21(11.35) 0.63 (0.73)
2(22) 52.7) 0.05 (0.81)
32 (35.6) 96 (51.6) 6.3 (0.01)%*

The p-values are found in the parentheses
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3.38 vs. 4.45 for authorizing FDM), as were ratings of satis-
faction with the amount of time spent speaking with the OPO
requester (M =5.32 vs. 6.49; p<0.0001), requesters’ han-
dling of questions (M =5.68 vs. 6.69; p <0.0001), and satis-
faction with the overall organ donation request process (M =
4.62 vs 6.5; p<0.0001).

Additionally, refusing families felt more pressured or
harassed about the donation decision than those who autho-
rized donation (M =3.1 vs, 1.75; p<0.0001) and were less
likely to have a favorable reaction to the initial request for
organ donation (17.8% vs. 58.1%; p <0.0001). Non-donor
families rated their requester’s use of effective communication
skills lower than did families who donated (M =95.6 vs.
105.8; p<0.0001) and reported discussing fewer donation-
related topics with requesters (5.5 vs. 11.5; p<0.001).

Regarding interactions with HCPs, refusing FDMs were
less likely to report speaking with HCPs about donation
(35.6% vs. 51.2%; p<0.01). They also rated the care and
concern of the primary HCP significantly lower (M =5.8)
than those who authorized donation (M =6.3; p <0.05).

The logistic regression analysis confirmed that non-donor
FDMs rated their requesters’ relational communication skills
lower (OR =0.94), were not favorable to the initial request for
donation (OR =0.19), and discussed fewer donation-specific
topics (OR =0.76) with requesters. No other variables were sig-
nificantly related to the authorization decision for this sample of
AA FDMs (see Table 4).

Discussion

These results emphasize the critical need for culturally appro-
priate communication skills to be deployed with AA families
throughout the organ donation conversation. The amount of
time spent talking about organ donation and a sensitivity to
assuring that FDMs feel neither pressured nor harassed are

Table 3  Ratings of communication sand experiences

easily modifiable aspects of the discussion. Refusing FDMs
in the interview sample reported greater dissatisfaction with
the amount of time spent discussing donation. FDMs who
declined the donation opportunity were more likely to report
feeling pressured about organ donation and although the mul-
tilevel logistic regression found no significant interaction be-
tween these two variables, they appear to contribute to the
overall decision not to authorize donation.

A major difference found between interviewed AA families
who authorized donation and those who did not was that the
former was more likely to report higher satisfaction with the
overall quality of their communications about donation with the
OPO requester. This included the OPO requester using higher
levels of relational and effective communication skills such as
listening carefully to the FDMs, taking their concerns seriously,
being responsive to these concerns, giving FDMs enough time
to discuss important issues, checking in with and summarizing
their understanding about donation, encouraging FDMs to con-
tinue talking, responding to strong emotion with sensitivity and
empathy, and offering additional services or assistance. This is
consistent with prior studies showing a positive relationship
between high quality communication skills and donation be-
haviors in other populations [3, 32, 34].

This study found little difference in attitudes toward organ
donation between AA FDMs who authorized donation and those
who refused. This interesting finding is in contrast to differences
found between donors and nondonors in samples that are mostly
white. AAs have been reported to not donate due to mistrust in the
health system. However, in this study, the specific issue of mis-
trust in the donation system, as indicated by worry that doctors
would not do as much to save their lives if their desire to donate
was known [34], was not found. This may be an indication of the
successes achieved by disseminating public education about or-
gan donation to AAs by groups through programs like MOTTEP.

This study underscores the body of work that has demon-
strated the critical roles of the confent of the donation

Relational communication scale

Overall communication quality with OPO requester
Satisfaction with time spent discussing donation

Satisfaction with how OPO requester handled your questions
Satisfaction with request process

Felt pressured or harassed at the hospital about organ donation
Requester effective communication skills

Number of donation-related topics discussed

Surprise at request for donation (yes)
Initial reaction to organ donation (favorable)

Refused Authorized t test (p value)
M (sd) M (sd)

62.3 (15.1) 75.5 (8.24) 88.3 (0.0001)
3.38(1.43) 445 (0.82) 62.4 (0.0001)
532 (2.1) 6.49 (0.91) 41.3(0.0001)
5.68 (1.87) 6.69 (0.70) 42.2 (0.0001)
4.62 (2.37) 6.5(1.1) 78.3 (0.0001)
3124 1.75 (1.7) 28.6 (0.0001)
95.6 (15.4) 105.8 (9.3) 2.8 (0.0001)
55@.1) 11.5 (3.8) 142.6 (0.0001)
n (%) n (%) X? (p value)
46 (51.1) 83 (44.6) 1.02 (0.31)

17 (17.8) 108 (58.1) 39.8 (0.0001)
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Table 4 Logistic regression

examining decision to decline Variable

Odds ratio (95% CL)

authorization
Donation helps families grieve

Relational communication (RCS)
Quality of communication

Satisfaction with time spent

Satisfaction with how requester answered questions

Satisfaction with request process
Initial reaction

Pressured or harassed

Requester communication skills
Topics discussed

FDM assessment of how caring and concerned

the primary hospital HCP was

FDM spoke with hospital staff about organ donation

0.89 (0.70-1.1)
0.95 (0.90—.98)*
1.3 (0.72-2.2)
0.93 (0.68-1.3)
0.96 (0.52-1.5)
0.75 (0.53-1.1)
0.17 (0.08—.43)#%*
0.92 (0.73-1.2)
1.0 (0.96-1.1)
0.76 (0.69—.83)***
0.96 (0.74-1.2)

0.80 (0.38-1.7)

CL, confidence limit
*=p < 0.05, ¥**=p < 0.0001

discussion and sow messages are delivered. These two factors
can mean the difference between AA family authorization and
refusal [22, 32]. Compared with non-donor families, authoriz-
ing AA FDMs reported discussing more than double the num-
ber of donation-related topics with OPO requesters, including
the opportunity to help someone in need, the patient’s eligi-
bility to donate, the need for organs, the timeframes for the
donation decision and donation process, the ability to choose
the organs for donation, and the treatment of the donor pa-
tient’s body during organ recovery. Both the content and the
number of topics discussed have repeatedly emerged as pre-
dictive of donation behavior in large interview studies of
FDMs [22, 32]. In particular, two topics most frequently
discussed with authorizing FDMs and not with nondonor fam-
ilies were costs associated with organ donation and the distri-
bution of donated organs. These two topics have reliably pre-
dicted organ donation behavior among AAs in other studies
and speak to differentials in healthcare coverage and trust in
the healthcare system by AAs compared with white
Americans [14, 32]. Culturally appropriate communication
is crucial, including explicitly addressing the concerns that
AAs have consistently expressed about the equity of the
healthcare system and medical debt. These must be incorpo-
rated in requesters’ presentation of the option of donation to
all AA families.

Prior research has suggested that one of the most powerful
predictors of organ donation behavior is the FDM’s initial
response to the request [32]. Among FDMs with an initially
favorable response, donation rates have been reported as high
as 85.1% [35]. It has also been reported that when hospital and
OPO staff anticipate a favorable response to a request for
organ donation, they are more likely to engage in lengthier
and more detailed discussions with the FDMs. However,

hospital and OPO staffs have been shown to misclassify initial
reactions to donation among AA FDMs at a higher rate than
Caucasians (23.5 vs. 8.6%) [14]. Failure to present the dona-
tion option effectively or to deny FDMs the option of donation
altogether increases the likelihood of decisional regret.
Indeed, 32% of AA FDMs who chose not to donate indicated
they would not make the same decision again compared with
only 3.8% of those who did donate. Moreover, many FDMs
indicated they would have welcomed more information and
continued dialog about the organ donation option. This is
consistent with Morais, et al. [36], who found many families
who previously refused donation later came to advocate do-
nation after learning more about it.

Although much of this study focuses on requesters’ com-
munication and skills, initial receptivity to organ donation
may reflect the family’s experience with the hospital
healthcare team prior to the donation request. Refusing
FDMs rated the care and concern of the patient’s primary
HCP lower than authorizing FDMs. These results reveal the
association between the donation decision and the coordina-
tion between HCPs and OPO staff. In this study, AA FDMs
who refused donation were less likely to speak with HCPs
about donation-related topics even though they play a vital
role in helping families make informed decisions about dona-
tion. This research team’s past study with 2358 HCPs in 77
US hospitals found that the majority of HCPs continue to view
OPO staff as outsiders rather than part of the healthcare team
[37]. A multidisciplinary request protocol involving both
HCPs and OPO staff in family donation conversations has
proven effective in increasing rates of organ donation
[38—40]. Future interventions should develop and test tech-
niques for practical HCP-OPO collaboration during donation
opportunities.
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While this study provides insight into a large, nationwide
sample of AAs who made organ donation decisions for poten-
tial donors, it has some limitations. First, interviewees were
asked to recall emotional events that had occurred months
previously, creating potential bias from errors in memory.
Second, interview participants had a significantly higher rate
of authorization compared with those not interviewed, sug-
gesting possible selection bias, limiting generalizability.
However, the bias is more likely to reflect even more pro-
nounced dissatisfaction with communication suggesting that
the results would have been strengthened if these individuals
had participated in the study. Finally, although we drew our
nine OPOs from a geographic spectrum, these OPOs may not
be wholly representative of all 58 OPOs that operate within
the US. However, these methods are similar to most of the
large studies conducted and reported in the literature over
many years with these populations. The consistency of find-
ings across these studies provides confidence in the validity of
these results.

Conclusion

This study draws from a large national sample to examine the
differences between AA families who authorize and refuse
organ donation at the bedside. The most important element
that differentiated the decisions of the families was the com-
munication process and skills exhibited by OPO requesters
and not attitudes about donation. Families who met with more
skilled communicators were more likely to donate than those
who had a more attenuated and less rich communication ex-
perience about organ donation. Furthermore, interactions with
HCPs can affect a family’s decision. These results indicate
that the reasons behind many AA families’ decisions to refuse
donation are not, as some believe, immutable because of neg-
ative pre-existing attitudes toward organ donation but are re-
sponsive to careful and sensitive communication and support.

Several considerations are recommended to correct the cur-
rent disparities in AA donation. Although no studies have ever
identified any personality characteristics associated with suc-
cess as a donation professional, the ability to engage with,
actively listen to, and empathize with families is critical.
Some of these skills can be taught and, most importantly,
should be criteria for evaluating their OPO staff performance.
Communication-enhancing skills training is essential to suc-
cess. Finally, donor professionals need to become culturally
and linguistically proficient. Although training for all donor
professionals is important, we also need greater diversity in
the OPO workforce.
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