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Abstract

Asian Americans have substantial transplantation needs but the lowest rates of organ donation in
the United States. As the shortage of transplantable organs persists, the rate of deceased donation
by Asian Americans has not kept pace with that of the general population. This report is a
qualitative study of organ donation-related attitudes and beliefs of three Asian ethnic groups
located in the greater Philadelphia metropolitan area: Chinese, Filipino, and Vietnamese
Americans. Guided by a Community Advisory Board representing these groups, we conducted 9
focus groups with a total of 64 participants and subsequent thematic analyses. Six major themes
emerged: (1) positive views about organ donation, (2) previous exposure to organ donation, (3)
primacy of the family in decision making, (4) mistrust of the healthcare and donation systems, (5)
religious and cultural beliefs concerning the body, and (6) isolation from mainstream American
society. Although participants expressed commonalities and beliefs in line with other American
racial and ethnic groups, we also identified unique beliefs, such as familial influence, religious and
cultural concerns regarding body wholeness and the dead, and underlying reasons for medical
mistrust, such as a belief in a black market. The study’s findings challenge the dominant
educational and awareness campaigns about organ donation decision making that focus on
individual autonomy and overlook the need for incorporating the specific content and message
delivery needs of Asian Americans. This study is the first to explore attitudes and knowledge
about posthumous organ donation among US Asian American populations in at least a decade.
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Introduction

Despite the success of public campaigns to increase organ donation in the United States,! a
shortage of transplantable organs persists, with approximately 20 Americans dying each day
while waiting for a transplant.2 Asian Americans are disproportionally overrepresented on
the national waitlist for solid organs and underrepresented as organ donors. Composing
5.4% of the total US population,3 people of Asian American descent make up 8.1% of the
114,595 individuals on the waitlist.# Nonetheless, in 2018, Asian Americans donated only
2.3% of the deceased organs made available for transplant, proportionately the lowest of any
US racial group. The rate of living donation was slightly higher, with Asian Americans at
4.5%.° These disparities indicate the time is ripe to more closely examine barriers to organ
donation among Asian Americans, now the single fastest growing racial group in the United
States.® Understanding their reluctance to donate will allow the transplant community to
design culturally relevant messaging and processes to enable greater volumes of transplants
and help save lives in the future.

Asian American need for transplantation

Asian Americans have specific and critical needs for transplantable organs. Today, Asian
Americans make up 5.4% of the waitlist for liver transplants and 8.8% for kidney
transplants; yet, they receive only 4.8% and 7.0% of liver and kidney transplants,
respectively. One retrospective study of over 19,000 liver transplant recipients found that
Asian Americans are significantly more likely to be hospitalized at time of wait-listing,’
indicating a greater likelihood of delayed diagnosis, more advanced disease progression, and
decreased chances for transplantation.8 The need for liver transplants is especially critical
for Asian Americans due to an extremely high incidence of hepatitis and resultant hepatic
failure.9 In 2016, nearly 20% of all newly reported cases of chronic hepatitis B in the US
occurred in Asian Americans, and the death rate among Asian Americans from hepatitis B
was more than triple that of non-Hispanic Black Americans.19 Asian Americans with
hepatitis C progress to liver cancer at nearly twice the rate of White Americans!! and are
less likely to undergo liver transplantation.12 Vietnamese American men, in particular, have
the highest incidence of and death rates from liver cancer, more than double that of other
Asian Americans and five to eight times that of White Americans.}® Among patients with
the most severe disease, Asian Americans have the lowest rates of liver transplantation of
any racial group in the US4 and wait longer for the transplants they do receive, i.e. an upper
limit of 1,187 days compared to 1,138 days for White Americans and 431 days for Black
Americans.1® These facts underscore the need to address the barriers to donation among
Asian Americans.

Asian American organ donation attitudes and behaviors

While significant attention has been paid to the reluctance of Black and Hispanic Americans
to donate transplantable organs,16-21 considerably less research has focused on Asian
Americans. A review of the literature over the past 25 years indicates a paucity of studies
examining the attitudes, knowledge, and behaviors regarding Asian Americans and deceased
organ donation. A National Library of Medicine review found only 16 published peer
reviewed articles published between 1994 and 2018. Common among them are lower levels
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of awareness about organ donation and less favorable views of organ donation among Asian
Americans compared to the general population.22-24 Concerns about posthumous organ
donation included fears about organs being bought and sold, need for bodily integrity in
death, and uncertainty about whether their religions accepted organ donation.2> Additionally,
preferences for deceased organ donation are frequently not discussed between family
members. Park et al.28 posited that Asian Americans have a weaker sense of social
responsibility regarding organ donation due to a lack of identification outside of their local
community. This, together with a lack of awareness of the need for organ transplantation
among Asian Americans, may contribute to lower rates of individual donor registrations and
family authorization to posthumous organ donation.2’

Objective

This mixed-method study of the beliefs, attitudes, and behaviors of Asian Americans toward
organ donation adds to the small body of literature already published, much of which is
decades old. Like most research with “Asian Americans,” this research was conducted with
a sample of that population — Chinese, Filipino, and Vietnamese Americans — referred to
collectively as “Asian Americans” in this report. Mixed methods were chosen to meet the
study’s objectives to explore this population’s attitudes, knowledge, and behaviors
concerning deceased organ donation in as much depth as possible. Structured scales of
attitudes toward organ donation provided a “first cut’ of these using a tool that has been
widely administered to the general public and families asked to make organ donation
decision. For greater depth and to capture unique characteristics unlikely to be revealed
quantitatively, focus groups were chosen as the study’s main tool of investigation. These
allowed us to explore the meaning of these attitudes, their possible origins and how they
might affect decisions made by individuals about organ donation. A community-engaged
approach was employed to obtain the sample and collect the data. Through partnerships with
local community organizations, we formed a 12-member Community Advisory Board
(CAB) to assist with the development of the focus group guide and recruitment of focus
group participants from the Chinese, Filipino, and Vietnamese communities, three of the
largest Asian American communities in the Philadelphia metropolitan area.

Materials and methods

Sample and recruitment

We conducted 9 focus groups (a total of 64 focus group participants) to build a knowledge
base about Asian Americans’ donation-related attitudes, knowledge, and behaviors. Focus
group methodology was chosen to gain insight into these factors through hearing the voices
of the communities of interest.28 The decision to focus on Chinese, Filipino, and Vietnamese
Americans was a function of their representativeness in the greater Philadelphia area and
nationally. Members of the CAB helped identify individuals from each of the three targeted
Asian ethnic groups. Focus groups had representation from a range of demographics within
the target populations including education, age, gender, and level of acculturation, based on
nativity and length of residency in the US.
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We employed a variety of recruitment approaches to maximize enrollment. Flyers in
English, Vietnamese, and Chinese were distributed and posted in business, religious,
educational, and other locations frequented by the target populations. CAB members also
circulated the flyers and informed their existing community networks by word of mouth,
phone calls, in-person meetings, and e-mails. Potential participants were screened by study
team members to ensure they met eligibility criteria. Participants had to identify as a
member of one of the three target ethnic groups, be 18 years of age or older, and have no
cognitive or decisional impairment to be deemed eligible to participate. The focus groups
were constructed to obtain a mix of genders and age ranges and were held in English,
Vietnamese, and Mandarin.

Data collection

Participants completed a brief, self-administered questionnaire prior to the start of each
focus group that gathered sociodemographic information and baseline attitudinal and
knowledge information related to organ donation. Specifically, the questionnaire contained 7
true/false knowledge questions, 26 5-point Likert scale attitudinal items (a = 0.68), and 2
questions asking about willingness to donate and whether respondents were registered
donors. Higher scores of the attitudinal items indicated more comfort with and support of
organ donation dispositions. These items have been used been used and validated in past
studies (a = 0.60) with the general public and individuals asked to donate a family
member’s organs.2%-34 Additional attitudinal items were added based on findings from other
studies?2:23.25-27 focused on Asian Americans and organ donation. CAB members also
suggested items to capture culturally relevant beliefs about death and the body. The survey is
available as Online Resource 1.

Focus groups were held in person and at locations familiar and accessible to participants.
Sessions were organized by ethnic group, as well as preferred spoken language. All focus
groups conducted in English were administered by a primary focus group moderator (GPA),
who is Filipino American and has extensive qualitative training and experience. Focus
groups were also conducted in Mandarin and Vietnamese, facilitated by moderators with
native-level fluency, of the same ethnicity as the focus group participants, and trained in
focus group methodology over a 2-month period by the primary moderator. Focus groups
with Filipino American participants were conducted in English. (See Online Resource 2 for
the focus group guide). Each focus group was audio-recorded for accuracy and transcribed
for analysis. Mandarin- and Vietnamese-speaking research team members translated and
transcribed the relevant recordings. Transcripts were reviewed for errors and all identifiers
redacted by graduate-level research assistants, trained in qualitative research methods and
analysis. Focus groups ranged in duration from 63 to 110 minutes. All focus group
materials, including consent documents, were professionally translated into Viethamese and
Chinese and reviewed by the CAB to ensure acceptability and comprehension by the target
audiences. The study was approved by the Temple University Institutional Review Board.

Analyses

Descriptive, univariate, and bivariate statistics were generated using SAS 9.4.3% These data
report participants’ sociodemographic characteristics, attitudinal preferences, and knowledge
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about organ donation. Given the modest sample size, nonparametric tests were used to
examine comparisons between ethnic groups. For continuous data, the Kruskal-Wallis test
was employed, and for nominal data, the Chi-square test statistic was calculated except when
expected cell counts were below 5. In these instances, the Fisher’s Exact test was used. We
also explored differences in responses by age, ethnicity, and level of acculturation. These
analyses provided a structured exploratory approach and a general description of the sample.

The information generated by the focus groups forms the major basis of this article and its
understanding of Asian Americans and attitudes and behaviors toward organ donation. An
initial coding schema was developed using the topics from the moderator’s guide. We used
the constant comparison method3® to inductively identify additional topic domains and
attendant codes. Specifically, transcripts were reviewed by the research staff several times.
Recurring mention of specific topics (e.g. the existence of a black market for organs) became
representative thematic categories that, upon consensus of the research team, were
incorporated in the codebook. The final codebook comprised rules and examples, and the
coding structure was entered into MAXQDA as a template for coding and analysis.3” A
team of two graduate-level research assistants were trained to code over a two-month period.
Inter-coder reliability was achieved with 83.0 percent agreement before independent coding
commenced, and disagreements were resolved by discussion.

Participant characteristics and baseline donation attitudes and knowledge

Sixty-four Asian American adults participated in 9 focus groups (3 per ethnic group) for a
total of 20 Chinese, 22 Filipino, and 22 Vietnamese participants. The mean number of
participants in each group was 7 (range 6-10). Six groups were conducted in English (N=44
participants), one in Mandarin (N=6), and two in Vietnamese (N=18). Participants’ mean
age was 34.8 years (SD 17.6), 67.2% (N=43) were female, and 46.9% (N=30) identified as
college students. The majority (N=36; 56.3%) reported their religion as Christian, although
28.1% (N=18) stated no religion. Thirty-six (56.3%) indicated they were mostly raised
outside the US. (See Table 1).

Ethnic groups varied on several characteristics. The majority of Viethamese participants
were raised mostly outside the United States (81.8%), compared to 50.0% of Chinese and
36.4% of Filipino participants (p < 0.01). Viethamese participants also reported lower
average income and educational attainment. Although Christian religious affiliation was
reported by the majority of participants, Filipinos identified overwhelmingly as Catholic
(77.3%), and half of Chinese respondents reported no religion.

Participants were asked whether they would be willing to donate their own organs upon
death. Overall, 50.0% indicated a willingness to donate their own organs although only
29.7% reported having registered as donors. Filipinos indicated the most willingness to
donate (68.2%), followed by 45% of Chinese and 36.4% of Vietnamese. Likewise, Filipinos
reported the highest rate of donor registration (45.5%), with registration of Chinese and
Vietnamese about half that (20.0% and 22.7% respectively).

J Racial Ethn Health Disparities. Author manuscript; available in PMC 2021 February 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Siminoff et al.

Page 6

Survey results indicated a range of knowledge regarding organ donation. (See Table 2). Most
respondents knew that donor families are not responsible for costs related to deceased
donation (91.5%), but 32.2% believed that there is an illegal black market for organs in the
US. On a 5-point Likert-type scale, with a higher score indicating a higher level of
agreement, participants expressed largely positive attitudes toward organ donation. They
expressed a willingness to donate a kidney to a family member (mean 4.42, SD 0.77) and the
belief that organ donation could make something positive come out of death (mean 4.25, SD
0.91). There were also differences between the three ethnic groups. Filipino participants
agreed most strongly that people who receive organ transplants are able to live full,
productive lives (p < 0.001). Chinese participants most strongly endorsed the statement that
rich or famous people are more likely to receive a transplant (p < 0.01), and Vietnamese
participants agreed most strongly with the idea that families should be able to direct donated
organs to a particular person (p < 0.05). Vietnamese participants also were more likely to
express the belief that most religions prohibit posthumous organ donation (p < 0.05) and that
families who donate are not able to choose what they want to donate (p < 0.05).

Focus group results

Six major themes emerged about attitudes, beliefs, and knowledge of deceased/posthumous
organ donation: (1) positive views about organ donation, (2) previous exposure to organ
donation, (3) primacy of the family in decision making, (4) mistrust of the healthcare and
donation systems, (5) religious and cultural beliefs concerning the body, and (6) isolation
from mainstream American society.

Theme 1: Positive Views on Organ Donation—In administered surveys,
approximately half of the participants expressed positive attitudes and a willingness to
donate posthumously, which was consistent with positions expressed in the focus groups.
Views centered on the idea that organ donation is an altruistic act that can assist those in
need and that one does not need their organs after death. A Filipina participant in her 40s
stated, “If I die, I will donate my organs. No doubt about it. Because somebody, you could
help somebody, right?”” A Vietnamese respondent in his 50s asserted,

I would want to [donate]. | think if my organs are still functioning well, | should
donate them to people in need. | even want to donate my whole body as a cadaver
S0 it can be used for students to study.

One female Chinese participant in her late teens explained, “I just feel like | would be dead,
so | don’t need to worry about my body. Like, 1’d rather it would be helping somebody than
not.” When surveyed, most participants (83.9%) endorsed the idea that organ donation
makes something positive come out of death.

Theme 2: Exposure to Organ Donation—Despite widespread awareness of organ
donation in the United States,2 statements of focus group participants elucidated survey
findings, and revealed varied levels of familiarity with and understanding about donor
registration, deceased donation, and transplantation. One Filipino in his mid-40s correctly
noted, “People can live with just one kidney.” Participants seemed to have personal
experience with transplantation and donation. A Vietnamese participant in her early 50s
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shared her personal connection to the topic, saying, “I know one friend that donated one of
her kidneys to her brother, and they are both still alive.” A male Chinese student in his early
20s spoke about the national waitlist for organs, noting accurately, “The waitlist is very long.
It can take years for someone to get an organ.” Younger people were generally
knowledgeable about how to register as a donor with one Filipino student describing the
process of registering as an organ donor by saying, “You just go to the DMV and check off
the box that you want to be a donor.” Finally, a Chinese student in her late teens highlighted
the need for organs among Asian Americans stating, “I’ve heard that Asians are more prone
to getting liver problems... | know people who have passed away and their families did
donate and then it helps other families.”

Many older participants indicated that they had never spoken or thought about deceased
organ donation. One Chinese respondent in her early 60s stated, “We should have more
discussions about organ donation because there is very little information about this - almost
unheard of. This is my first time at a discussion about organ donation.” Another Chinese
participant in his late 40s agreed, saying, “I think this discussion is excellent because this is
also my first time talking about organ donation.” A Filipina participant in her early 70s
noted, “I have no idea about this thing — organ donation. This is the first time I’ve attended
anything like this.”

When asked about how members of their respective communities learn about organ
donation, many explained that exposure to the topic was a function of both generation and
tradition. A Filipina college student in her late teens said,

For the younger generations, we are more exposed to it. We see it on television and
social media stories... for the older generations, their traditions are very
centralized, whereas for us, we are more exposed to various beliefs which makes
that difference.

When describing different views held by older Vietnamese, a respondent in her late teens
remarked, “Usually it’s the older people who have more of a strict view of what you’re
supposed to do, especially when it comes to [organ donation].” One Chinese participant in
his early 60s said, “People are still very close-minded in the Asian community. The next
generation or in the next fifty years, maybe things will be different.” A Filipina woman in
her early 70s stated, “I think [older Filipinos] look at [organ donation] differently because
my children signed up to be organ donors. Me, I said, “Why did you do that?’”

Theme 3: Primacy of the Family—Another theme that emerged was the overwhelming
importance of the family on the willingness to be an organ donor. For both older and
younger focus group participants, influential family members were identified as parents and
grandparents rather than spouses. Even when an individual disagreed with the beliefs and
attitudes of older family members, there was a reluctance to oppose their wishes. Two
subthemes emerged that clarified this theme.

When asked how decisions would be made about topics like deceased organ donation, most
participants referenced a hierarchy of decision makers within the family in which deferential
respect is ascribed to older family members. As one Chinese respondent in his late teens

J Racial Ethn Health Disparities. Author manuscript; available in PMC 2021 February 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

Siminoff et al.

Page 8

asserted concerning how important decisions are made, “[It is] the eldest member, like the
parents or grandparents. What they say has the most authority.” Similarly, a Vietnamese
participant in her early 20s stated, “My dad is the oldest child in the family. All the other
uncles and aunts come to my dad first.”

Although deferential respect for older relatives, especially parents, was a recurring theme,
many participants noted that they personally disagreed with the positions held by their older
relatives. One Chinese participant in her late teens stated,

So when | got my driver’s license, | had the option to be an organ donor. So | asked
my mom if | could do it because she’s an organ donor herself, but she wouldn’t let
me do it. And | was very surprised because | actually don’t mind doing it.

A male Filipino participant in his late teens said, “When | was getting my license, [my
mother] told me that | was absolutely not being an organ donor. She did not give me a
choice.” Similarly, another 20-year old male Vietnamese participant reported, “Our parents
would not allow us to donate organs because they love us.”

The primacy of the family is also reflected in the motivation to donate specifically to family.
Participants across all 9 focus groups indicated that they would be more inclined to donate if
it were to a family member. A Chinese participant in her early 60s stated, “While I’m alive,
if my relatives, family member need it, | will donate without hesitation. But outside of
family, | probably wouldn’t.” A Filipina respondent in her late 60s similarly asserted, “I
have no intention of giving any part of me, unless my family needs it. My priority is my
family or my relatives.”

Participants were asked to share why they would be more amenable to donating to family
members exclusively. As a Vietnamese woman in her 40s responded, “I think Asian people
like us have some kind of selfishness. We want to keep only for our family first.” A Chinese
participant in her early 20s said,

In the case of the older generations, how do | put it in a nice way? They’re a little
more selfish. As like a family unit, they want to keep everything together in a way
so like they don’t really care about other people. They only care about themselves.

Interestingly, few participants expressed that the decision to be a donor is a personal choice.
A Vietnamese respondent in his early 20s commented, “I’ve never discussed organ donation
with my family, but | feel like | don’t need their permission. So I’ve never brought it up.” A
Chinese participant in her late 20s voiced a similar viewpoint, saying “I feel like in [the
United States], you’re responsible for yourself. You’re an independent person. So | can
decide whether | want to be a donor or not, not my family or my husband.” Additionally, a
Vietnamese man in his mid-50s commented, “I think organ donation is really based on our
own decision.”

Theme 4: Fear and Mistrust—Mistrust of the healthcare system, and the donation
system specifically, was another major theme that emerged. A Vietnamese participant in his
late teens repeated a common myth about health care professionals’ efforts to save registered
donors: “My mom said if we haven’t died yet, but are in critical condition, then the doctor
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would not save us in order to get the organ.” Similarly, a Chinese participant in his early 20s
stated, “Me and many others share this concern that when they see that you’re registered as a
donor, they won’t try to save you.” A Filipino student in his late teens said,

| spoke to my parents about organ donation when | got my ID card, and | wanted to
be an organ donor, but my mom said that | shouldn’t be one because they may want
me to die to get my organs.

Another Filipino made an almost identical statement and noted that his mother is a critical
care nurse.

Participants also were concerned about the existence of an illegal black market, which was
also noted by 32.2% of the sample in the pre-focus group survey. A significant portion of
each focus group session expounded on this fear. A Viethamese woman in her early 60s
stated, “I haven’t heard about the black market in the US, but I have heard a lot about it in
the Vietnam. Some people kidnap the kids to sell their organs.” Recalling warnings from
family, a Filipina participant in her late teens said, “My parents used to tell me ‘Don’t fall
asleep in public because you may wake up without a kidney.”” Chinese respondents
expressed similar fears, with one Chinese participant in her early 20s remarking, “I
definitely do think there is a black market for it because — | mean — there is a black market
for everything. And if you have the money and the power, | do think that things like this do
happen.” Surveys revealed that 67.8% of participants indicated a belief in the existence of a
black market for organs in the US.

Theme 5: Religious and Cultural Beliefs about Death and the Body—
Willingness to donate was also intertwined with beliefs related to death, the willingness to
discuss death, and the disposition of the body at death. Some beliefs were culturally specific
and others reflected perceptions of religious teachings. Survey results showed that more than
one-third of participants (35.6%) endorsed the belief that most religions prohibit organ
donation.

Many Catholic respondents either seemed to believe that deceased organ donation ran
contrary to Catholic teaching or were unsure about the Church’s position about donation.
One Filipino participant in his 40s stated,

Since the majority [of Filipinos] are Catholic, we subscribe to the notion that when
we die, we go to heaven, and we’ll be judged for our sins... | think a lot of
Filipinos believe in the idea that their bodies have to be complete, and organ
donation would interfere with that.

Another Filipina in her early 20s asserted,

I’m Catholic, but I’m an organ donor. I’m shaky about it because | wonder: Will |
be accepted into heaven if I’ve given away all my organs? What will God think?
What will my family think? | know it’s a good thing, but it may go against my
religion.

Some Catholics, however, had more mainstream viewpoints on the Church’s position. A
Chinese participant in his late 40s noted, “My family is Catholic. The Catholic religion
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doesn’t say you can’t donate your organs. They don’t really have any religious rules against
donation.”

Some individuals expressed less concern about what happened to their bodies after death.
For example, one Chinese individual in her late teens stated, “When I’m dead, | just feel like
I would be dead. So | don’t need to worry about my body.” Similarly, another Chinese
respondent in her 50s commented, “I think the physical body is not of much importance
after | die. So 1’d rather contribute to help people...” Referencing cremation, a Filipina
woman in her late 60s stated, “If your organs are going to be burned anyway, you might as
well give them to somebody.”

However, many respondents were uncomfortable about the body being changed in any way
after death. One Vietnamese participant in her late 50s stated, “If we die with the whole
body, we can be reborn with the body.” Another explained that the body must be intact to
show respect for one’s parents: “the parents believe they give birth to us with our whole
body, so they do not want our body to be altered such as cut or having organs removed.” A
Chinese participant in her early 60s expressed a similar view: “There is a Chinese tradition,
where people want to maintain the ‘complete corpse’ after death. So whether | will donate
after die, | am still uncertain.”

There was also a reluctance to discuss any matters pertaining to death. This inhibited family
members from sharing their preferences about organ donation with each other. For instance,
one Chinese respondent in her late 50s claimed that “in China, people often say, | am not
dead yet and you talk about death. You are cursing me! You want to curse me to my early
death!” Another Chinese participant in his early 30s said, “I grew up in Hong Kong...let’s
say my mom heard me say something bad like talk about death or other things. She would be
like, “Spit it out and don’t say it again. Bad luck.”” Similarly, a Viethamese participant in her
late teens stated, “When we, the younger generation, discuss death with the older generation,
we would get yelled at.” A Filipino respondent in his early 20s shared, “I would say things
that render death are more taboo than death itself. For example, my grandma does not want
any photos of bodies of water around her house because she thinks she will drown in her
sleep.”

Theme 6: Exclusion from Mainstream American Society—Regardless of whether
or not participants were raised in the US, a large majority expressed detachment from larger
American society as a barrier to deceased donation. “I think we’re just overlooked a lot as a
group in general,” said a Filipina participant in her early 30s, “especially in America we’ve
always just kind of been passed over.” A Chinese respondent in her early 20s expressed a
similar sentiment, “I mean Asians are pretty underrepresented in like media and just the face
of the U.S. So | feel like if you have a lack of feeling of community then you don’t really
want to help the outside community.” Another younger male Chinese participant
commented,

I definitely don’t feel like we are a part of this group of Americans. This country is
not made for us... We have to do everything. From our standpoint, we’re not going
to ask for anything... | had somebody today that told me like I’m not considered
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American just because | wasn’t born here. If | knew my organs were going to a
Chinese person, then | would be more inclined to help this person. | would
definitely be more willing to help another Asian American than someone White.

Potential Interventions—Participants were asked to share ideas for educating their
respective communities about organ donation. Many spoke about the entertainment media as
a potentially useful tool because of the popularity of television programming from China,
Vietnam, and the Philippines. In addition to television, posting videos to social media
platforms like Facebook, Twitter, and YouTube was also discussed, with an emphasis on the
use of personal narratives or stories. Many spoke of face-to-face communication through
events such as lectures, workshops, and church events as the best way to start the
conversation about organ donation in their communities. Additionally, the particular need for
organ donors of Asian descent is important to include in the discussion, as is a relatable
speaker. As one female Chinese student respondent in her late teens explained,

So, if I was having this conversation with another Asian, I mean I’m more inclined
to speak out more like I am now. I’m way more comfortable talking to you because
we have the same - | would believe we would have the same morals and thought
processes and same struggles; we went through the same past. So | would be more
open, comfortable saying things whether we agree or not. But if we were not the
same culture like I would be scared to offend you or say the wrong thing.

Discussion

The latest nationwide poll, conducted in 2012, saw overall public support for organ donation
hold steady at almost 95% since 1993, when the first such poll reported public support at
93.5%.24 However, there are substantial differences among the US public concerning
support and willingness to donate. In general, studies have demonstrated that minorities and
individuals who have less educational attainment are less favorable toward donation.38:39 In
addition, women and younger people are more favorable and are more inclined to register as
posthumous organ donors.4? Understanding the reluctance of individual groups is required if
more people are to register and donate and if the burdens and benefits of transplantation are
to be shared equitably amongst the US population.

Several attitudinal and belief strictures have been found among minority communities that
pose a challenge to organ donation. For example, Black Americans have been consistently
reported to be mistrustful of the healthcare system. This has taken the form of believing that
doctors will not do as much to save a designated donor’s life and a concern that the
allocation system itself is unfair.#1 It also has been reported that Black Americans are
frequently unaware of the need for donation in their community.#2 Although religion has
been referenced as a barrier, in our past research involving families of donor-eligible patients
who have been given the option to donate, religious beliefs have not been a prominent
reason mentioned or predictor of Black American donation decisions.29:31:43.44

The importance of this study is highlighted by the similarities and differences seen in Black
Americans noted above and what we found in our sample of Asian Americans. Although
both groups express similar overall concerns, the underlying causes are different. For
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example, although both groups express a mistrust of the healthcare system, for Asians,
mistrust is rooted in the belief in a black market for organs, stemming from stories found in
popular and news media originating from Vietnam, China, and the Philippines. For Black
Americans, medical mistrust stems from historical disesmpowerment and abuse throughout
US history in general and with unethical incidents like the Tuskegee Syphilis Study more
specifically. Indeed, Asian Americans, particularly first generation Americans, reported that
they rely mainly on Asian-language media, usually from their countries of birth.#> Many
focus group participants were convinced that black markets existed in Asia and extrapolated
those beliefs to the US. Younger participants, who were either born or primarily raised in the
US, also pointed to Asian-language media as a contributing factor to this belief.
Additionally, the concern about equity in the system is based in different historical
antecedents. Thus, to ensure the messages developed in response to this and other issues
impeding deceased donation are salient to target audiences, we need to understand not just
that the barrier exists (e.g., medical mistrust), but we must also have knowledge of its
underlying social/historical derivation for messages to be effective.

We also found other barriers specific to Asian American populations. Although Asian
Americans expressed reasons to donate that are similar to all Americans, such as a desire to
help others, fewer people than would be expected in a general sample of Americans
expressed typically “pro-donation” attitudes or willingness to donate. This sample expressed
some very culturally specific reservations about donation that made the act of organ
donation less likely in Asian American communities, even when individuals might
personally support the idea of organ donation. One striking finding was the strong deference
paid to the beliefs and preferences of older members of the family, especially parents, even if
individuals personally disagreed. Younger participants noted that the decision to not
designate themselves as posthumous organ donors was in response to direct or indirect
presumptions that parents would disapprove of deceased donation even though the same
participants had higher levels of knowledge about the transplant needs of Asian Americans
and were personally pro-donation. This deferential respect was exhibited by all individuals
in our sample.

Another notable finding is the specific cultural and religious concerns expressed in relation
to deceased donation, including an interpretation of Catholicism that forbids organ donation
and a very strong belief in the need to bury the body intact, even when these interpretations
may not reflect formal religious teachings. Some participants stated body wholeness was
necessary for the afterlife. These beliefs were ascribed to religion and to cultural ideas that
bodies were bestowed from parents to individuals and to “mutilate” them would dishonor the
parents’ gift of life. This is noteworthy since in western cultures, organ donation has been
framed as the “gift of life” to others. Additionally, this belief conflicts with the traditional
western principle of autonomy that locates the individual as the main decision maker for the
body. Indeed, some have called for a family authorization system for deceased organ
donation in China as it is thought that one’s organs belong not to the individual but to the
family with the implication being that the individual has no right to give them away.*

Donor registration and the campaign to, “share your life, share your decision,” is particularly
problematic within this cultural framework.4” First, participants noted that within Asian
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cultures there is a prevailing aversion to discussing or planning for one’s death. Second,
decisional autonomy is not clearly individualized. Finally, a substantial barrier to donor
registration may be the perceived and real feeling of exclusion from mainstream American
society. Many respondents in this study expressed a preference to donate only to individuals
in their immediate families or ethnic groups. This is consistent with Park et al.26 who posited
comparatively lower levels of social responsibility among Asian Americans compared to
other groups. The connection between exclusion from American society and a lack of
willingness to donate is perhaps more evident against the backdrop of research where Asians
are not minority populations. For example, studies in China and India,11:48-50 which have
relatively young national organ donation systems, indicate participants’ willingness to
donate organs at higher rates than in US-based studies reporting Asian Americans’
willingness, as well as in our sample. This indicates the need for future research to further
explicate Asian Americans’ reluctance to register as organ donors or donate a family
member’s organs and the need to be more inclusive of Asian Americans in national
healthcare policy discussions.

Despite the similarities demonstrated by the identified themes, differences in attitudes and
beliefs did exist across ethnic groups in our sample. For example, participants were candid
about the importance of body wholeness and how it may negatively impact views on organ
donation. However, the rationale behind the concept of body wholeness appeared to be
specific to their respective cultures. Filipino American respondents attributed the
significance of body wholeness to their understandings of Catholic doctrine and beliefs in
heaven. In contrast, Vietnamese American participants referred to the concept of being
reborn, and Chinese American participants described the concept of a “good death,” which
necessitates the body to be whole. Recognizing such differences are critical for future work
in developing culturally targeted interventions, as motivations for shared beliefs may differ
across groups.

While this study is the first to explore attitudes and knowledge about posthumous organ
donation among three distinct Asian American populations (i.e., Vietnamese, Chinese,
Filipino) in at least a decade, it is not without limitation. First, this is a qualitative study of
Asians sampled from one large metropolitan area in the Northeast US (N=64), with smaller
samples representing each of the three ethnic groups. Thus, these findings may not reflect
organ donation attitudes and knowledge of the other Asian Americans from other regions of
the US or those from other sizable ethnic groups, such as Americans with roots in Korea,
Japan, or the Indian subcontinent. Additionally, this study focused primarily on deceased
organ donation. Attitudes and knowledge about living donation may differ significantly from
those reported herein, particularly for living-related donation wherein the recipient is a
known family member.

Conclusion

The combination of qualitative and quantitative data presented here offers a more nuanced
examination of the attitudes of Asian Americans toward deceased organ donation than any
questionnaire alone could capture. For example, although only a third of participants
endorsed the statement in the questionnaire about the existence of a black market in the US,
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this concern was consistently raised and discussed during every focus group. Participants
shared different stories about a black market of transplantable organs, which circulated by
word of mouth, concerning messages from family members, and Asian media. This indicates
it is a greater source of concern than indicated by the structured surveys.

This study provides considerable insight for public health practitioners and clinicians
concerned with how to make organ donation more salient to Asian Americans, who are not
only a rapidly growing section of the American population, but also have notable
transplantation needs. Despite changes in organ allocation intended to decrease
transplantation disparities in ethnic minorities, the need for more Asian American donors
persists.>1 We note that despite the rapid increase in the number of Asian Americans within
the US population, this racial group has been largely absent from the national discussion
about organ donation, including consideration of Asian Americans’ needs and behaviors. We
believe that one obstacle has been the portrayal of Asian Americans as a “model minority”
despite evidence that there are many Asian Americans who have significant social,
economic, and health needs.52:53 Moreover, regardless of socioeconomic status, their
perspectives appear to differ significantly from other populations. As such, messages and
appeals for donation may need to be micro-targeted, as demonstrated by other interventional
research using a culturally competent, family approach of encouraging organ donation
among Hispanics.>* Given the primacy of the family expressed by Asian American
participants in this study, a message focused on individual autonomy may not be the best
route for increasing awareness about organ donation and encouraging donor registration.
Instead, targeting older individuals to “permit” the act of donor designation could be a more
fruitful approach for increasing the number of Asian Americans who register as posthumous
organ donors. Additionally, statistical messaging may be less effective than more relatable
narrative messages for this population.

The integration of culture and health communication has proven successful among Hispanic
populations in the use of telenovelas to affect health behaviors®® and organ donation
attitudes and knowledge.56 Making donation more relevant to Asian communities and
addressing unique beliefs, such as concerns about a black market in donation, are likely to
meet similar success. However, we continue to need to learn more about Asian Americans
beliefs and attitudes in order to develop these communication strategies. This study, which
focused on a slice of the Asian American community, is a contribution toward that effort.
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Table 1.

Participant Characteristics and Donation Disposition

Chinese (n=20)  Filipino (n=22)  Vietnamese (n=22) Total (n=64)

Age (range: 18-72), mean (SD) 34.1(15.8) 40.2 (21.5) 30.2 (14.1) 34.8 (17.6)
Female, 77(%) 13 (65.0) 16 (72.7) 14 (63.6) 43 (67.2)
Raised outside US, 77 (%) el 10 (50.0) 8(36.4) 18 (81.8) 36 (56.3)
Highest level of education, 77 (%) 4l

At least some high school 3(15.0) 0 (0.0) 9 (40.9) 12 (18.8)

Some college 8 (40.0) 10 (45.5) 10 (45.5) 28 (43.8)

Bachelor’s degree and above 9 (45.0) 12 (54.5) 2(9.1) 23 (35.9)
Household income, n(%)*a

Less than $40,000 6 (30.0) 4(18.2) 14 (63.6) 24 (37.5)

$40,000-99,999 8 (40.0) 10 (45.4) 5(22.7) 23 (36.0)

$100,000 or more 6 (30.0) 8 (36.4) 1(4.6) 15 (23.4)
Religious Affiliation, 7 (%) ™

Christian 7(35.0) 19 (86.3) 10 (45.5) 36 (56.3)

Buddhist 2(10.0) 0(0.0) 8 (36.4) 10 (15.6)

None 11 (55.0) 3(13.7) 4 (18.2) 18 (28.1)
Organ donation preferences, 77 (%)

Registered donors 4 (20.0) 10 (45.5) 5(22.7) 19 (29.7)

Willing to donate own organs 9 (45.0) 15 (68.2) 8 (36.4) 32 (50.0)

Note:

*
p<0.01

Ak

< 0.05;

a -,
not reportedby all participants
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Table 2.

Participant knowledge and attitudes about organ donation.
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Knowledge (correct responses), n (%)
Donor families are responsible for costs related to donation.

People who are organ donors are able to have open casket
funerals.

Families who donate are not able to choose what they want to
donate. ™

Most religions prohibit organ donation. >

There is an illegal black market for organs in the United States.
Average number of correct statements (out of 7)

Attitudes
(statements most commonly dis/agreed with overall), M (SD}H

Rich or famous people who need a transplant are more likely to
get a transplant than others. *

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

Chinese (n=20)

16 (88.9)
14 (77.8)

10 (55.6)

10 (55.6)

5(27.8)
44

3.7 (1.3)

3.6 (0.9)

Filipino (n=22)

20 (95.2)
14 (66.7)

14 (66.7)

11 (52.4)

7(33.3)
48

25 (1.3)

3.1(1.3)

Vietnamese (n=22)
18 (90.0)
16 (80.0)

17 (85.0)

17 (85.0)

7(35.0)
5.0

2.3(15)

3.9(1.3)

Total (n=64)

54 (91.5)
44 (74.6)

41 (69.5)

38 (64.4)

19 (32.2)
47

2.8 (1.5)

3.5 (1.3)

*
< 0.01,

Hk
£<0.05

a5 point Likert-type scale, higher score indicates higher level of agreement
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