1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuey Joyiny

WEALTY 4
of %,

SERVIC

A
u
Yeyvaaa

/ HHS Public Access

Author manuscript
J Racial Ethn Health Disparities. Author manuscript; available in PMC 2024 June 01.

Published in final edited form as:
J Racial Ethn Health Disparities. 2023 June ; 10(3): 1478-1491. doi:10.1007/s40615-022-01333-3.

Organ Donation Willingness among Asian Americans: Results
from a National Study

Gerard P. Alolod?, Heather M. Gardinerl, Ryan Blunt!, Recai M. Yucel?, Laura A. Siminoff!
1Department of Social and Behavioral Sciences, College of Public Health, Temple University,
Philadelphia, PA

2Department of Biostatistics and Epidemiology, College of Public Health, Temple University,
Philadelphia, PA

Abstract

Asian Americans are the fastest growing racial group in the US, but their health disparities

are often overlooked. Although their needs for transplantable organs are substantial, they have
the lowest rates of organ donation per million compared to other Americans by race. To better
understand Asian Americans’ disposition towards organ donation, a self-administered survey
was developed based on formative data collection and guidance from a Community Advisory
Board composed of Asian American stakeholders. The instrument was deployed online, and
quota sampling based on the 2017 American Community Survey was used to achieve a sample
representative (N=899) of the Asian American population. Bivariate tests using logistic regression
and the chi-square test of independence were performed. Over half (58.1%) of respondents were
willing to be organ donors. A majority (81.8%) expressed a willingness to donate a family
member’s organs, but enthusiasm depended on the family member’s donor wishes. Only 9.5%
of respondents indicated that the decision to donate their organs was theirs alone to make;

the remainder would involve at least one other family member. Other key sociodemographic
associations were found. This study demonstrates both the diversity of Asian Americans but also
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the centrality of the family’s role in making decisions about organ donation. Practice and research
considerations for the field are also presented.
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1. INTRODUCTION

Although Asian Americans (AAs) currently comprise 6.8% of the U.S. population [1], they
are expected to grow faster than any other single racial group at a rate of 128% over the
next 15 years [2]. Yet, addressing inequities in organ donation and transplantation have
largely focused on barriers and challenges to donor designation and family authorization
among Black and Latinx Americans [3—-23]. Few studies have pointed to heightened
reluctance about Asian Americans’ willingness for organ donation,[24-29] but these were
not generalizable, focused on specific Asian ethnic groups, and do not account for the
complexity of the recent Asian American experience. Our collective understanding of the
transplant needs of AAs is considerably lower than that for other ethnic minority groups and
demands greater attention.

Inequities between AA patients in need of a transplant and other Americans are seen
across the spectrum of transplantation outcomes. AAs are overrepresented on the national
transplantation waitlist, almost double their proportion of the general population [30].
Although the allocation of transplantable organs relies on histocompatibility rather than
racial or ethnic background,[31] recipients with the B blood type are more disadvantaged
by a shortage of compatible organs.[26] This blood group type is most commonly found in
Asian and African Americans. Further, research has shown that inequity remains although
new allocation policies have been implemented to address disparities.[32] In 2021, AAs
composed 5.2% of the liver and 9.4% of the Kidney transplant waitlists but received

only 4.2% and 7.2% of liver and kidney transplants [30]. Median wait times from listing
to transplantation are also longer for AAs than those of other groups, with recent data
indicating a median wait time of 739 days for liver transplant compared to 374 days for
Black Americans [33]. Among the sickest liver patients based on Model for End-stage Liver
Disease (MELD) scores, AAs have the lowest rates of transplantation of any ethnic/racial
group in the US [34]. AAs are also more likely than their White counterparts to receive

an extended criteria organ [35] and significantly more likely to be hospitalized at time of
wait-listing [36], making transplantation less likely [37].

Given AAs’ considerable transplant needs, it would be expected that their enthusiasm for
organ donation would be higher. However AAs account for only 2.6% of all deceased
donors, with the lowest rates of organ donation per million (14.7, compared to 25.6 for
Hispanics, 27.1 for Whites, and 35.4 for African Americans) [38,39]. One review of

data from the United Network for Organ Sharing projected that if donation from Asians
occurred at the same rate as White donors from 2008 to 2011,[40] an additional 878 organs
would have been available for transplantation in that same period,[41] which would have
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had widespread benefit. Given the persistent shortage of transplantable solid organs, these
statistics underscore the need to increase parity between the high transplant needs of AAs
and their low rates of donation [1].

The National Survey of Organ Donation Attitudes and Practices (NSODAP), commissioned
by the Health Resources and Services Administration (HRSA) and conducted by the Gallup
Organization, indicates some of the challenges to increasing donation rates among AAs.
The 2019 NSODAP surveyed 1,045 Asian American respondents and revealed that 88.2%
supported organ donation as a general practice, but only 51.9% would want to donate their
organs after death [42]. Fifty-four percent of respondents reported they would donate a
family member’s organs if the donor’s wishes were unknown, and more (77.2%) would do
so only if donor wishes were known. The survey elucidated AAs’ disposition towards organ
donation; however, no sample weighting accommodated the breadth of Asian ethnicities
represented in the US population. A more nuanced exploration of the organ donation
attitudes and behaviors among a diverse sample of Americans of Asian descent is required
to develop culturally and linguistically relevant practices to increase rates of organ donation
among AA subgroups.

This report details findings of the largest examination on organ donor disposition among
AAs to date. As part of a larger study on attitudes and self-reported behaviors of AAs
regarding organ and tissue donation for transplantation, the results presented here comprise
a critical knowledge base about AAs’ willingness to donate their own and family members’
organs and tissue upon death. The predominant role of the family is also explored, and

key associations between donation disposition and sociodemographic characteristics are
identified.

2. METHODS AND MATERIALS

2.1 Survey Development

The overall study design was guided by the Tripartite Model of Attitude Structure,[43] as
revised by Eagly and Chaiken.[44] The final national survey was the result of formative
research and community-engaged efforts to ensure that study implementation was culturally
appropriate and targeted to AAs. At the project’s outset, we formed partnerships with

local Asian American community organizations and convened a 12-member Community
Advisory Board (CAB), which represented the largest AA communities in the Philadelphia
metropolitan area. The partner organizations and CAB provided guidance on recruitment
procedures and reviewed data collection materials for translational accuracy. To inform
survey development, focus group interviews were conducted with AA participants
representing multiple ethnic origins, age groups, immigration experiences, and education
levels. Focus group findings included themes specific to AA populations, such as primacy
of the family, a belief in a black market of organs in their home countries, isolation from
mainstream American society, and mistrust of the medical and donation systems [45]. Focus
group results were reviewed with the CAB to develop the domains of the national survey.

Validated measures from past research were included to facilitate comparisons with other
racial/ethnic groups [9,18,46,47]. Slider bars, rather than Likert scales, were used to mitigate

J Racial Ethn Health Disparities. Author manuscript; available in PMC 2024 June 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Alolod et al.

Page 4

social desirability and “courtesy” biases among the target population [48-53]. Slide values
ranged from O (strong disagreement) to 100 (strong agreement) and addressed beliefs (22
items; range 0-2200) and concerns about organ donation (9 items; range 0-900). Higher
belief scores represented a more positive view whereas higher concern scores indicated a
greater level of concern about donation. After 2 weeks of beta-testing and CAB input, the
final survey was composed of a total of 33 questions with 15 branching follow-up questions.
Specifically, there were 13 demographic items, 10 knowledge questions (true/false), 7 yes/no
or short answer items regarding organ donor status and preferences, and 3 attitudinal scales
containing a total of 38 items.

Respondents were given the option to complete the survey in English, Vietnamese, or
simplified Chinese. In consultation with CAB members, the survey was made available in
these languages to account for the linguistic needs of potential participants representing
Asian ethnicities with the highest representation in the US. Since English is used in an
official capacity in the Philippines and for most of South Asia, the survey was not translated
into Tagalog or South Asian languages. Vietnamese and simplified Chinese versions of

the survey were prepared by a professional translation firm with expertise in healthcare,
medical, and research settings. Translations were reviewed by the CAB, whose members
made minor adjustments to make phrasing less technical and more understandable.

2.2 Recruitment

Between June and October 2019, an online market research panel hosted and recruited
through Qualtrics, Inc. was utilized to target a random and nationally representative sample
of adults, who self-identified as Asian American. Participants were compensated directly
by Qualtrics based on a format they chose during panel enrollment with the company and
earned points for various rewards systems, such as shopping or travel points. Participants
were presented with an informed consent statement to which they indicated agreement
before being able to proceed to the online survey. The research was deemed exempt by the
Temple University Institutional Review Board (#24584).

2.3 Analytical Approach

All statistical estimation procedures, tables, and data preparations were performed using
SAS 9.4 with survey procedures to incorporate sample weights into our inferences. Bivariate
tests performed included logistic regression and the chi-square test of independence.

Scale scores were standardized for interpretation and results were considered significant

at a=.05. Quota sampling was used to improve representativeness on the distribution of
age and education within specific ethnic groups based on the 2017 American Community
Survey of the US Census Bureau. To ensure adequate representation with respect to the
underlying US population, we also weighted respondents within their ethnicity by dividing
the corresponding age group population percent with same groups percent in the sample.
This allows for samples that might have disproportional representations of subgroups to be
calibrated to represent the corresponding groups [54].
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3. RESULTS
3.1. Sample

In total, 2,588 responses were gathered in a first (n=1,564) and second wave (n=1,024),
spanning 3 and 16 consecutive days, respectively. Average survey completion time was 12.5
minutes, and responses submitted in less than 4 minutes were screened out as a quality
control measure (n=1,177). Additional exclusions were made for incomplete surveys (n=62)
or those that omitted key demographic data (n=450). Both survey waves were compared

for patterns of missingness before they were combined into a final dataset of N=899
observations.

Ethnicities represented in the sample were coded to match the 2017 American Community
Survey categories for Asian sub-populations: Chinese (n=204, 22.7%), Filipino (n=163,
18.1%), South Asian (n=139, 15.5%), Korean (n=72, 8.0%), Japanese (n=55, 6.1%), Other
Southeast Asian (n=173, 19.2%), and Other Asian/Multi-ethnic (n=93, 10.3%). Half of the
sample (50.8%; n=457) was born in the US; 22.0% (n=198) emigrated as children; and
26.5% (n=238) emigrated as adults (Table 1). Nine (1.0%) respondents used the simplified
Chinese version of the survey. We used respondents’ Internet Protocol (IP) addresses to
assess location of survey completion; respondents were located throughout the United
States: Northeast (n=151, 16.8%), South (n=213, 23.7%), Midwest (n=124, 13.8%), and
West (n=381, 39.3%). A minority of survey responses (n=30, 3.3%) were associated with
non-US IP addresses, but triangulation with other survey items ensured the veracity of these
responses and alignment with eligibility criteria for participation.

Just over half of the sample was female (55.5%). Three-quarters of the sample (77.6%)
reported having some post-high school education. Most respondents (71.2%) were under the
age of 55 years; the median age was 36 years. The majority of respondents were married or
cohabitating (n=457, 50.8%), and 71.9% (n=646) reported annual household incomes above
$40,000. With regard to occupation, 42.8% (n=385) reported full-time employment; 11.6%
(n=104) part-time employment; and 12.7% (n=114) were unemployed at the time of the
survey. Additional occupational categories included retirees (n=97, 10.8%), students (n=102,
11.4%), and individuals who did not work outside the home (n=90, 10.0%). The single
largest religious affiliation was “None” (n=228, 25.4%), followed by Catholicism (n=196,
21.8%), Protestantism (n=145, 16.1%), Buddhism (n=140, 15.6%), Hinduism (n=85, 9.5%),
“Other” (n=65, 7.2%), and Islam (n=36, 4.0%; Table 1).

3.2 Willingness to Donate One’s Own Organs and Tissues

Overall, 40.7% (95% CI [37.5, 43.9]) of respondents were registered organ donors, and
58.1% (95% CI [54.8, 61.4]) indicated a willingness to be organ donors upon death (Table
2; refer to this and subsequent tables for confidence intervals around population estimates).
Conversely, 20.5% indicated that they would not be organ donors, and 21.4% preferred to
defer to the decision to their family.

No statistically significant associations were found between ethnicity and the willingness
to donate one’s organs, but willingness was associated with respondents’ age, education,
income, nativity, and religion (Table 3). Persons under the age of 55 were more willing to be
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donors than respondents over the age of 55 (61.1% vs. 52.2%; y%(4)=10.7825, P=0.0329).
Those with at least some form of college education expressed a greater willingness to donate
(61.5%) than those with less educational attainment (45.8%; X2(2):15.2407, P=0.0005)
and were also less likely to indicate a preference to defer the decision to family members
(19.7% vs. 27.6%). Respondents reporting annual household incomes above $40,000 were
more willing to donate their organs (61.0%) than those with lower incomes (52.1%;
X2(4):9.8103, P=0.0464) and less likely to prefer that their family make the decision
(24.2% v. 20.0%). Compared to US-born participants, individuals neither born nor raised
in the US were less willing to donate their own organs (50.4% vs. 62.1%) and reported

a greater preference for family members to make the decision for them (27.7% v. 18.9%;
x2(6)=14.1737, P=0.0291).

The inclination to consult a spiritual advisor before making a personal donation decision
was associated with lower rates of donation willingness (52.9% vs. 60.6%; X2(2)27.5159,
P=0.0235) and higher rates of decisional deferment to family members (27.6% vs. 19.2%).
However, religious affiliation overall was varied in its association with donation willingness
(X2(12):24.9687, P=0.0186). (See Table 3). Individuals who reported their religious
affiliation as Hindu expressed the highest willingness (73.6%) to donate their own organs
and expressed the lowest preference for family members to make the decision (8.8%).
Muslim respondents were the least willing to donate their own organs (38.3%) and the most
likely to defer the donation decision to family (35.9%). Of the entire sample, the largest
proportion reported no religious affiliation (25.4%).

3.3 Family Involvement in the Donation Decision

Only 9.5% of respondents indicated that they alone would make the decision about

organ donation either by registering as an organ donor or by informing their family

of their donation wishes (Table 4). A larger proportion (90.2%) reported that at least

one other family member would be involved in their decision. Respondents preferring
family involvement were more willing to donate their own organs (59.5% v. 44.9%; x
2(2)=47.2937, P<0.0001) and those of a family member (30.6% v. 19.5%: X 2(2)=45.7628,
P<0.0001) than those who would make the decision independently. Participants who viewed
the donation decision as theirs alone to make were considerably more unwilling to donate
their own organs (48.2% v. 17.6%) and a family member’s organs (45.3% v. 15.5%).
Spouses (55.1%), parents (35.8%), and children (29.8%) were listed as the primary family
members who would take part in deciding whether the respondent would be an organ donor
upon her/his death.

3.4 Willingness to Donate a Family Member’s Organs and Tissues

Most respondents (81.8%) expressed a willingness to donate a family member’s organs

if given the decision, with 52.3% affirming that this was contingent upon knowing the
deceased’s intentions and 29.5% answering that they would donate without prior knowledge
of the person’s donation wishes (Table 2). In contrast, 18.3% would decline donation on
behalf of a family member if approached.
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Donation of a family member’s organs and tissue varied significantly by ethnicity
(X2(12):11.006, P=0.0084; Table 5). Japanese American respondents were the most willing
to unequivocally donate an eligible family member’s organs (49.0%), followed by South
Asians (38.6%). In contrast, Filipino participants were the most willing to donate a deceased
family member’s organs if donation wishes were known (59.5%), followed by Chinese
respondents (57.5%). Korean respondents were the least willing (25.6%) to donate their
family member’s organs.

Nativity, higher education, and religion were all significantly associated with the willingness
to donate a family member’s organs (Table 5). US-born respondents were more likely

to agree to donate without knowing the deceased’s wishes compared to non-US born
respondents (34.1% v. 22.3%), who expressed higher refusal rates (21.5% v. 15.6%)

and a greater preference for following family wishes (56.2% v. 50.3%; X2(4):12.2610,
P=0.0189). Compared to participants with less educational attainment, those with at least
college-level schooling were associated with lower refusal rates (16.2% v. 25.8%) and

a greater willingness to donate a family member’s organs regardless of knowing his/her
wishes (31.2% v. 23.0; x %(2)=11.1006, P=0.0039).

Differences in religious affiliation and the willingness to donate a family member’s organs
were observed. Respondents who identified as Hindu represented the largest proportion of
those willing to donate regardless of whether their family member’s wishes were known
(50.5%). Of all groups, Catholic respondents would most likely donate only if they knew the
deceased’s preferences (56.4%). Moreover, participants identifying as Muslim expressed the
greatest reluctance to donate their family member’s organs (25.1%).

3.5 Donation-related Beliefs and Concerns

Respondents indicating a willingness to be organ donors themselves held more positive
views about organ donation (Z-Score=0.22) than those who were unwilling to donate
(Z-Score= —0.41) or those who preferred that their family make the decision (Z-Score=
-0.22; Wald Xz(l) =50.29, < 0.0001) (Table 6). Additionally, participants willing to donate
their own organs expressed fewer concerns than unwilling respondents (Z-Score= -0.18

v. Z-Score=0.33; Wald Xz(l) =31.44, < 0.0001). Positive beliefs about organ donation
were also associated with a greater willingness to make the decision for a family member
and fewer donation-related concerns (Table 7). Belief scores were highest among those
answering that they would without condition make the donation decision for family (Z-
Score=0.13), followed by respondents who would consent only if the deceased’s donation
wishes were known (Z-Score=0.08; Wald x (1) = 14.12, p = 0.0002). The most frequently
endorsed beliefs included: “Organ donation makes something positive come out of death.”
(M=75.7; Range: 0-100), “If my doctor told me that | needed a transplant, | would want
one.” (M=72.1), “Organ donation is charitable and virtuous.” (M=71.7), and “People who
have organ transplants are able to live full, productive lives.” (M=71.6). (See Figure 1 for a
full list of belief statements.)

A logistic regression modelling concerns about donation found less concern among
respondents who premised donation on knowing their family member’s intent (Z-Score=
-0.11) closely seconded by those choosing to donate without the condition of intent (Z-
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Score=0.02). The greatest level of concern was found among respondents who would not
authorize donation of a deceased family member’s organs (Z-Score=0.27; Wald Xz(l) =
13.79, p = 0.0002). The most frequently endorsed concerns included: “There is a black
market of organs in some Asian countries.” (M=69.8; Range: 0-100), “There is a black
market for organs in the US.” (M=67.3), “Organ donation is a practice that is more common
and accepted in America and Europe, but not as much in my family’s home country.”
(M=52.6), and “My parents would not agree if | became an organ donor.” (M=42.6). (See
Figure 2 for a full list of concern statements.)

4. DISCUSSION

This study is the first large scale inquiry of Asian Americans’ willingness to donate their
own and their family members’ organs after death. Unsurprisingly, greater positive beliefs
about and less concerns with organ donation led to greater willingness to donate [7,21-
23,45,55-58]. Other results uncover noteworthy similarities and differences compared to
other racial/ethnic groups that have been the focus of previous studies on health disparities
in organ donation and transplantation. For instance, like other major racial/ethnic groups in
the US, AAs register as posthumous organ donors at lower rates than White Americans
[17,42,59], view organ donation as an altruistic and positive act [5,13,60], and report
mistrust in the organ donation system [13,61,23]. AAs differed from other marginalized
populations in the value placed on family hierarchy and collective decision-making, as
described in more detail below. The findings presented here have significant implications
not only for practitioners and researchers, but they also reveal critical methodological
considerations for conducting survey research among Asian populations.

4.1 Demographic Determinants of Donation

Certain demographic factors appear to impact the willingness of AAs to authorize donation
for oneself and one’s family members. Respondents who had some college-level education
and were younger than 55 years of age were more likely to donate their own organs and their
family member’s organs, which is consistent with trends across the general population [42].
Additionally, those who identified as Hindu were more likely to be willing to donate their
own organs and their family member’s organs, which is particularly novel because prior
literature has pointed to religious beliefs as prohibitive to organ donation among minority
communities [61-63]. In contrast, respondents who identified as Muslim were the most
reluctant to donate their own organs and their family member’s organs, but this finding must
be approached with caution. Prior research did not find a relationship between religiosity
among American Muslims and unwillingness towards organ donation,[64] and another study
indicated an overall lack of religious knowledge with regards to organ donation among

the Muslim American population rather than abiding by any official religious stance.[65]
Therefore, more targeted studies using qualitative methods are warranted to explore the
nuances of donation willingness of Hindus and reluctance among Muslim Asians in the

US. Moreover, participants who were born or raised in the US were more willing to donate
a family member’s organs. This finding corroborates past research showing that organ
donation is not strongly received among immigrant populations where acculturation is not
high [66,67].
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4.2 Centrality of the Family

Although past research has underscored the centrality of the family in donation-related
decisions in some minority communities in the US [23,26,67-69], the current study offers a
wider view of how donation-related decisions are made among a representative cross section
of AAs. Some work among Latinx populations has also pointed to the inclusion of family
as important to discussions about organ donation [5]. However, the current study shows that
AAs would not only consider the family as part of the donation decision, but they would
also tend to concede to the family altogether. For instance, the findings indicate that more
than one-fifth of the sample would defer the donation decision to their family, with Muslim
respondents endorsing this option more than participants of any other religious affiliation.
Furthermore, donation of a family member’s organs would be more acceptable if his/her
wishes were known for almost all ethnicities represented in the sample. Thus, this study’s
results point to past research indicating that knowing a decedent’s donor wishes is a positive
predictor of authorizing donation [47,56,70], and the findings also confirm smaller scale
studies that reveal how the family usually supersedes individual positions about medical
treatment in specific AA communities [69,71-73].

Previous work in other health contexts has pointed to the role of family among Asians; yet
this research is the first to demonstrate organ donation as primarily a collective and family
decision with a large representative sample of AAs. Specifically, only 9.5% of the sample
indicated that donation would be firmly their individual decision, while the overwhelming
majority of participants reported that they would involve spouses, parents, and children in
this decision. Additionally, AAs who would seek family input would be more willing donate
their own organs and their family member’s organs. Considering AAs’ comparatively lower
donation rates and substantial transplant needs, an examination of how traditional notions of
individual autonomy may or may not be applicable to Asian Americans within the US organ
donation context is warranted.

4.3 Implications for Practice

The explication of the family’s role has critical implications for the family donation
discussion at the bedside. Unless the patient indicated her/his consent to donate
posthumously via a signed organ donor card, a drivers’ license marked ‘donor’ or by
enrolling in a state online registry, current practice among donation professionals from
organ procurement organizations (OPOs) relies on obtaining surrogate authorization from
the legal next-of-kin at the bedside. Results from our past qualitative research, [45]
however, demonstrate that crucial decisions among AAs, such as those about personal or
surrogate organ donation, are at times not based solely on individual preference. Rather,
donation discussions with AA families may be more successful if particularly influential
family members are active participants in the donation discussion and that their concerns
are properly addressed. This requires culturally targeted training and resources for OPO
staff who may lack successful experience or comfort in approaching AA families for
authorization.

Similarly, educational and awareness campaigns targeting AA communities should also
account for the family dynamics around the disposition towards medical decision-making.
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Given the results presented here, rhetoric of national campaigns, such as “Share your Life,
Share your Decision” [74], premises donation as an individually autonomous decision and
thus may be ill-fitting for an Asian American audience. Our prior work has found that
feeling excluded from mainstream American society was a factor in Asian Americans’

lack of enthusiasm for organ donation [45]. Accordingly, campaigns that depict AAs and
messaging that align with their cultural values may have impact and appeal. Therefore,
these findings offer nuanced dimension for national advocacy organizations like Donate Life
America and the National Kidney Foundation in crafting culturally tailored messaging for
AA populations. For instance, treating AAs as a homogenous group is ill-advised. As this
study demonstrates, developing targeted messaging for specific sub-groups of AA is needed
given the variability in willingness to donate and organ donation beliefs and concerns we
observed in this study.

4.4 Methodological Considerations

It has been argued that research should accurately and representatively capture the nuances
of AA populations [50]; this was the impetus behind the sampling method utilized for this
study. In fact, an innovative aspect of this research is that AAs were examined by ethnic
group rather than simply a large collective. Furthermore, unlike the general population in the
US wherein roughly 70% identifies as Christian [75], just under 38% of the current sample
was Christian, and one-quarter of respondents had no religious affiliation. Not only does this
composition distinguish the current sample from those of studies about donor willingness
among the general population, but the results also reveal the remarkable religious diversity
among AAs. In addition, although our sample skews towards younger AAs (i.e. median

age is 36), intentional weighting of age within ethnic groups allowed for a relatively
representative sample with regards to age, as the median age of Asian Americans was 37.9
in 2019 [76].

In comparing our findings with data reported in the 2019 NSODAP [42], notable differences
are observed. First, respondents reported greater willingness to donate their own organs
upon death in our study than in the NSODAP (58.1% v. 51.9%) but also considerably less
willingness to donate a family member’s organs accounting for both conditions of knowing
(52.3% v. 77.2%) and not knowing (29.5% v. 54.0%) the deceased’s wishes. Also, higher
levels of educational attainment and younger age were similarly associated with donor
willingness among the general population in both studies, but rates of willingness were also
significantly lower in our sample. These discrepancies point to the burgeoning need for more
culturally targeted data collection procedures and more nuanced representative sampling
methods. Indeed, the scant available literature has underscored a tendency of research

about AA health to conflate socioeconomic characteristics, immigration, and other relevant
experiences [77-81]. Assuring greater nuance will be imperative as this heterogeneous
segment of the US population grows and as the public health needs of AAs become more
manifest.

The design and development of our national survey, as well as the quality of its findings,
can be largely attributed to an active stakeholder body like this study’s Community Advisory
Board (CAB). In particular, CAB members provided culturally grounded guidance about
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the formative research and data that informed the survey and domains of inquiry. They
distilled cultural, religious, spiritual, and cosmological concepts that would have otherwise
been unknown to the non-native researcher. Such input allowed us to achieve the “thick
description,”[82] or the situationally and culturally embedded context, required to translate
complex concepts into an acceptable survey instrument for an understudied population.

As collaborators, CAB members worked subsequently with the research team to design a
culturally targeted social media intervention, aimed at increasing awareness about organ
donation among their peers and communities. Results of the intervention are forthcoming.

4.5 Limitations

Despite the unique contributions this study makes to the extant literature on AAs and organ
donation, the study is limited. Since the sample was recruited from panelists organized

and maintained by Qualtrics, sampling bias is possible. Specifically, panelists are trained
to respond to online surveys, which precludes potential individuals without a modicum of
familiarity and comfort with internet-based activities.

4.6 Conclusion

This report details the results of the largest study of organ donation willingness among AAs
in the US. Using a nationally representative and weighted sample, the findings comprise a
body of knowledge about AAs’ perspectives on donating their own organs and their family
members’ organs upon death. Asian Americans in this research observe distinct approaches
to the concept of organ donation, such as the wide-scale deference to the family in
decision-making. Further research should investigate the applicability of traditional notions
of autonomy in the context of organ donation among AAs. The study also implements
community-engaged methodological approaches in the study design and data collection with
underrepresented populations.
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Organ donation helps families grieve.

People who have a signed donor card should receive an organ transplant before others do.
I would be more comfortable discussing donation with someone of my own race or ethnic
background.

The government should provide money to families who donate organs.

Organ donation makes something positive come out of death.

Rich or famous people who need a transplant are more likely to get a donor than others.
If my doctor told me that I needed a transplant, I would want one.

People who have organ transplants are able to live full, productive lives.

A person is dead only when his/her heart stops.

. My body is a gift from my parents. If I were to donate my organs, it would be disrespectful

to them.

. It is taboo to discuss my death while I am still alive.
. A person’s decision is affected by how willing people are around them to accept organ

donation.

Being a registered donor would violate my privacy.

It is unreasonable that organ donors are not compensated for donating even though the
doctors and hospitals make money by performing the transplant.

Organ donation is charitable and virtuous.

I worry that if doctors know I am willing to donate organs, they won’t do as much to save
my life.

[ think that when families donate, they should be able to ask that the organs go to a
particular person.

The way that organs are distributed to sick patients who need transplants is fair.
Compared to your own ethnic group, a White American is more likely to agree to be an
organ donor.

Compared to your own ethnic group, a Black American is more likely to to agree to be an
organ donor.

Compared to your own ethnic group, a Hispanic American is more likely to agree to be an
organ donor.

Compared to your own ethnic group, someone raised in the US is more likely to agree to
be an organ donor.

Figure 1.
Belief Statements
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There is a black market for organs in the US.

Organ donation shows disrespect to the body.

Donating organs will affect afterlife.

Because organ donation is related to death, talking about it is bad luck.

There is a black market of organs in some Asian countries.

My parents would not agree if I became an organ donor.

Being an organ donor goes against my culture’s traditions.

My religion may not allow organ donation.

Organ donation is a practice that is more common and accepted in America and Europe,
but not as much in my family's home country.

Figure 2.
Concern Statements
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Table 1.

Sample Sociodemographic Information (N=899)

95% Confidence limits
N (%) Weighted N (%) Lower Upper
Under 55 640 (71.2) 596.0 (66.3) 63.1 69.6
Female 499 (55.5) 489.5 (54.5) 51.2 57.8
Post-HS Education 698 (77.6) 703.9 (78.3) 75.6 81
Annual Household Income < $40K | 225 (25.0) 227.8 (25.4) 22.5 28.2
Ethnicity
Chinese 204 (22.7) 204.0 (22.7) 19.9 255
Filipino 163 (18.1) 163.0 (18.1) 15.6 20.7
South Asian 139 (15.5) 139.0 (15.5) 13 17.9
Japanese 55 (6.1) 55.0 (6.1) 4.6 7.7
Korean 72 (8.0) 72.0 (8.0) 6.2 9.8
Other Asian/Multi-Ethnic 93 (10.3) 92.8 (10.3) 8.3 12.3
Other Southeast Asian 173 (19.2) 172.8 (19.2) 16.6 21.8
Nativity/Immigration
Born in US 457 (50.8) 446.2 (49.7) 46.3 53
Raised in US 198 (22.0) 200.2 (22.3) 195 25.1
Neither 238 (26.5) 246.5 (27.4) 24.4 30.4
Religion
Buddhist 140 (15.6) 141.4 (15.7) 13.3 18.2
Catholic 196 (21.8) 198.2 (22.1) 19.3 24.8
Hindu 85 (9.5) 81.7 (9.1) 7.2 11
Muslim 36 (4.0) 38.7 (4.3) 2.9 5.7
Protestant 145 (16.1) 144.8 (16.1) 13.7 185
Other 65 (7.2) 63.3 (7.1) 5.4 8.7
None 228 (25.4) 226.5 (25.2) 22.4 28.1
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Willingness to Donate Solid Organs

Table 2.

95% Confidence limits

Statement | Weighted N (%)

Lower | Upper

Are you a registered organ donor?

Yes | 365.7 (40.7) |

37.5 | 439

If you were able, would you be willing to donate your organs when you die?

Yes 522.0 (58.1) 54.8 61.4

No 184.0 (20.5) 17.8 23.2

Would defer to family 192.6 (21.4) 18.7 24.2
Would you donate a family member’s organs after death?

Yes 264.8 (29.5) 26.5 325

Yes, if | knew they wanted to donate 469.9 (52.3) 49.0 55.6

No 164.0 (18.3) 15.7 20.8
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Table 4.

Family Involvement in the Donation Decision (N=899)

95% CL

Willingness to Donate Self

Willingness to Donate Family

Weighted N (%)

Lower | Upper

X2 (DF), P

X2 (DF), P

Who would make the decision?

Self Only 85.3 (9.5) 75 115
Family/Other 810.2 (90.2) 88.2 92.2 X2(2)=47.2937, <0.0001 X2(2)=45.7628, <0.0001
NR/NA 3.2 (0.4) 0 0.8
Which family members?
Spouse 4955 (55.1) 51.8 58.4 X?(2)=8.4442, 0.0169 NS
Parents 322.1(35.8) 32.7 39 NS NS
Children 267.3 (29.8) 26.7 328 NS NS
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Table 6.

Donor Willingness on Belief and Concern Scores

Page 26

“If you were able, would you be willing to donate your organs when you die?”

95% CL

Wald X2 (DF), P

Z-Score Mean Lower | Upper
Belief Score
Yes 0.22 12171 1194.8 | 1239.4
Wald
No -0.41 1059.5 1028.7 | 1090.3 X3(1)=50.29,
<0.0001
Would Defer to Family -0.22 1107 1074.7 | 1139.2
Concern Score
Yes -0.18 380 362.1 397.9
Wald
No 0.33 479.1 453 505.2 X?(1)=31.44,
<0.0001
Would Defer to Family 0.17 448 425.2 470.8
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Table 7.

Willingness to Donate Family’s Organs on Belief and Concern Scores

“Would you donate afamily member’s organsafter death?” 95% CL
Wald X2 (DF), P
| Z-Score | Mean Lower | Upper
Belief Scores
Yes 0.12 1193.7 | 1160.6 | 1226.9
Yes, if | knew they wanted todonate. 0.08 1180.8 | 1159.4 | 1202.1 | Wald X?(1)=14.12, 0.0002
No -0.43 1053.3 1017 1089.7
Concern Score
Yes 0.02 418.3 389.5 447.1
Yes, if | knew they wanted todonate. -0.11 393.7 378 409.4 Wald X2(1)=13.79, 0.0002
No 0.27 467.4 439.3 495.5
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