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Background. Organ donation registration rates in the United States are lowest among Asian Americans. This study aimed
to investigate the reasons for low organ donation registration rates among Asian Americans and develop educational material
to help improve organ donation rates and awareness. Methods. \We conducted a 2-phase study. In phase 1, a cross-
sectional observational survey was distributed in-person on an iPad to members of the Asian community in Queens, New York,
to investigate their knowledge, attitudes, and beliefs toward organ donation. Based on the results, an educational video was
developed, and the efficacy of the video was assessed with an independent cohort of participants in phase 2 using a pre-/
post-video comprehension assessment survey. Results. Among 514 Chinese or Korean Americans who participated in
the phase 1 survey, 97 participants (19%) reported being registered organ donors. Registered donors were more likely to have
previously discussed their organ donation wishes with their family (adjusted odds ratio [aOR], 4.77; 95% confidence interval
[Cl], 2.56-8.85; P < 0.01), knowledge of the different registration methods (aOR, 2.57; 95% Cl, 1.24-5.31; P < 0.01), or know
a registered organ donor (aOR, 2.62; 95% ClI, 1.39-4.95; P < 0.01). For the educational video efficacy assessment given pre-/
post-video, the majority (90%) of the respondents reported learning something new from the video. After watching the video,
there was a significant improvement in the mean knowledge score regarding organ donation (63% versus 92%; P < 0.01) and
an increase in intention to have discussion regarding organ donation with family. Conclusions. We found varies factors
associated with low organ donation registration rates among Asian Americans and demonstrated the potential of our educa-
tional video to impart organ donation knowledge to viewers and instigate the intention to have family discussions regarding
organ donation. Further research is needed to assess the impact of videos in motivating actual organ donation registration.
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In 2022, while >100000 individuals were awaiting life-
saving organ transplants in the United States, just >42 000
transplants were performed.! Historically, organ donation
rates among racial and ethnic minority groups have been
lower than that of the White populations in the United
States.2 Among minority groups, organ donation rates in
Asian and Pacific Islander populations, in particular, have
remained stagnant despite the fact that Asian Americans
are the fastest growing racial and ethnic group in the
United States, and there has been a corresponding increase
in the number of Asian Americans with end-stage organ
failure in need of solid organ translantation.23 In 2022,
Asian Americans constituted 8% of candidates await-
ing a transplant but made up only approximately 3% of
donors.! Although shared ethnicity is not a requirement
for matching organ donors and recipients, a more diverse
donor registry gives ethnic minorities on the transplant
waiting list a better chance to find compatible donors and
expands the donor pool to benefit all patients.
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The reasons for the low organ donor registration rates
among Asian Americans remain incompletely understood,
although preexisting negative attitudes toward organ dona-
tion, limited knowledge and experience with organ donation,
the role of the family in decision-making, healthcare system
distrust, and level of acculturation have been implicated in pre-
vious literature.* Prior literature has suggested that the need
for culturally competent interventions associated with oppor-
tunities for registration immediately after intervention could
help improve the overall organ donation registration rates,
but this remains a poorly understood area with few appropri-
ate educational materials and interventions available.+6

This study attempts to bridge the gap by assessing the
knowledge, attitudes, and beliefs toward organ donation as
well as other factors affecting organ donation registration
among Asian Americans in a large and diverse city and devel-
oping culturally competent educational material. We con-
ducted surveys to identify factors associated with low organ
donation registration among Asian Americans, developed an
educational video informed by our findings, and then assessed
the efficacy of this educational video to increase knowledge
of organ donation to ultimately increase donor registrations
among Asian Americans.

MATERIALS AND METHODS

Participants and Data Collection

In phase 1 of the study, we administered a cross-sectional
observational survey to assess knowledge, attitudes, and
beliefs toward organ donation among community members
in Queens, New York (NY)—an area with a large Asian popu-
lation and low organ donation registration rate. In phase 2
of the study, we created an educational video based on the
results of phase 1 survey and evaluated its efficacy in improv-
ing knowledge of organ donation and intention to register as
a donor in the future using pre-/post-video comprehension
testing.

For phase 1 of the study, to ensure a broad sampling of the
population, bilingual research coordinators (Chinese/English
and Korean/English) administered the survey in-person at
various locations in the community, including a local health
fair, the local community library, Queens College, and 20 pri-
mary care physician offices to include participants who were
students, patients, and members of the general public during
February 2019 and March 2019. Recruitment was compli-
cated by the COVID-19 pandemic for phase 2 of the study.
Independent cohort of respondents were recruited via email
invitation and then in-person at a community health fair and
Queens College after the pandemic restrictions were lifted in
between January 2022 and June 2022.

Anyone who self-identified as being of Chinese or Korean
descent and aged 18 y old or above was eligible to partici-
pate. Participants received and signed the consent form and
completed the survey in their preferred language (Mandarin
Chinese, Korean, or English) on an iPad. Both surveys were
first pilot-tested in English, then translated to Chinese and
Korean, and pilot-tested among native speakers on the iPad,
mimicking the actual survey administration. Phase 1 survey
was approximately 20min in length, and phase 2 survey,
including a 3min and 37s video, took approximately 10 min
to complete. All participants in both phase 1 and phase 2 of
the study received a $10 incentive upon completion of the
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survey. This study protocol was approved by the Institutional
Review Board of Columbia University.

Phase I: Knowledge, Attitude, and Beliefs Investigation
Survey

Questions for the phase 1 survey were composed based
on our prior systematic literature review and 15 face-to-
face key informant interviews.” Demographics, organ dona-
tion registration status, knowledge and attitudes toward
organ donation, religious beliefs, altruism and acculturation
scores, and personal experience related to organ donation
were surveyed (Table S1, SDC, http://links.lww.com/TXD/
A690). The level of acculturation was measured using 5 ques-
tions extracted from the Asian American Multidimensional
Acculturation Scale (AAMAS),8 along with a single question
about the extent of their perceived affiliation with Asian and
American cultures where answers were recategorized into
predominantly American (relatively acculturated), Asian and
American identification (bicultural) and predominantly Asian
(relatively unacculturated).

We evaluated knowledge regarding organ donation and
registration using 12 questions about organ donation based
on educational material that is widely disseminated by the
local organ procurement organization, which is responsi-
ble for organ donation-related activities in the region.® The
knowledge questions were framed as True/False/Don’t know
where “Don’t know” was considered an incorrect response.
Attitudes and beliefs surrounding organ donation included 16
items informed by the existing literature on evaluating organ
donation attitudes.!0-13 Likert scales assessing agreement with
various statements were also used to measure religious and
spiritual beliefs as well as altruism as an influence on the
desire to register as organ donors.!%!4 Prior organ donation
experience was assessed, including participants’ past blood
donations, whether they had ever discussed their organ dona-
tion wishes with family, and whether they knew any registered
organ donors, deceased donors, living donors, individuals
waitlisted for transplant, or transplant recipients.

Phase II: Educational Video Efficacy Assessment Survey

Based on the findings of phase 1 (Tables 1-4), we created an
educational video, as well as a pre-/post-video comprehension
assessment to evaluate the video’s efficacy to increase knowl-
edge of organ donation and to examine intention to register
as a donor in the future. A total of 5 people of Chinese or
Korean descent participated in the educational video filming,
including 1 transplant recipient, 1 living donor, 1 registered
organ donor, a transplant nephrologist at our institution, and
a Buddhist venerable. The video is available in 3 versions: the
original produced in English, English with Mandarin Chinese
subtitles, and English with Korean subtitles, which were pilot-
tested with native speakers.

In phase 2 survey, we gathered demographic information,
organ donation registration status or willingness to register.
For those not registered, willingness to register was captured
again at post-video. Participants’ knowledge toward organ
donation was assessed using 5 questions related to the key
concepts communicated in the video before and after watch-
ing the video. Additionally, participants were asked if they
learned anything new from the video and whether the video
influenced their intention to discuss organ donation with
their families. The complete survey with the video embedded


http://links.lww.com/TXD/A690
http://links.lww.com/TXD/A690

© 2024 The Author(s). Published by Wolters Kluwer Health, Inc. Lietal 3
| TABLE 1. |
Sociodemographic characteristics of barrier investigation survey respondents (n = 514) by organ donation registration
status
Organ donation registration status
Total, N (%) Registered, N (%) Not registered, N (%) P
514 (100) 97 (19 417 (81)
Demographics
Sex
Female 290 (56) 43 (44) 247 (59) 0.01
Male 224 (44) 54 (56) 170 (41)
Age (dichotomized at the median)
<35 251 (49) 35(36) 216 (52) 0.01
35 old or older 258 (50) 61 (63) 197 (47)
Unknown 5(1) 1(1) 4(1)
Marital status
Married 229 (44) 49 (51) 180 (43) 0.41
Single 245 (48) 41 (42) 204 (49)
Divorced/separated/widowed 40 (8) 7(7) 33(8)
Ethnicity
Chinese 372(72) 54 (56) 318 (76) <0.001
Korean 132 (26) 40 (41) 92 (22)
Other (mix with Chinese or Korean descent) 102 33 7(2)
Place of birth
US born 157 (31) 31(32.0) 126 (30.2) 0.54
Non-US born 352 (68) 66 (68.0) 286 (68.6)
Unknown 5(1) 0(0.0) 5(1.2)
Years in United States
<10 165 (32) 21 (22) 144 (34) 0.02
>10 191 (37) 46 (47) 145 (35)
Born in United States 153 (30) 30 (31) 123 (30)
Unknown 5(1) 0(0) 5(1)
Education
Less than high school or no formal education 38 (7) 6 (6) 32 (7) 0.05
High school graduate 82 (16) 17 (18) 65 (16)
Some college, trade school, or technical 72 (14) 18 (19) 54 (13)
Undergraduate 282 (55) 43 (44) 239 (57)
Graduate degree 40 (8) 13(13) 27 (7)
Employment
Not used 98 (19) 12 (12) 86 (21) 0.17
Part time 129 (25) 22 (23) 107 (26)
Full time 145 (28) 38 (39) 107 (26)
Homemaker 29 (6) 4 (4) 25 (6)
Retired 88 (17) 16 (17) 72 (17)
Disabled 3(1) 1(1) 2(1)
Student 22 (4) 4(4) 18 (4)
Income (dichotomized at the median)
<40K 230 (45) 30 (31) 200 (48) <0.0001
>40 K 121 (24) 37 (38) 84 (20)
Unknown 163 (32) 30 (31) 133 (32)
Acculturation level
Self-perceived (1 question)
Asian (relatively unacculturated) 272 (53) 49 (51) 223 (54) 0.22
Both American and Asian (bicultural) 221 (43) 41 (42) 180 (43)
American (relatively acculturated) 21 (4) 7(7) 14 (3)
Measured (5 AAMAS questions), median (IQR)
English language 2.94 (2-4) 2.65 (2-3.67) 0.009
American culture 2.95 (2.5-3.5) 2.70 (2-3) 0.006

AAMAS, Asian American Multidimensional Acculturation Scale; 1QR, interquartile range.
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Continued

Organ donation registration status

Registered, N (%)

P

Not registered, N (%)

Total, N (%)

Altruism

0.03

If I could save someone’s life, | would do everything possible

92 (95) 364 (87)

456 (89)

Agree
Religion/spiritual

0.002

Religion is an important part of my life

205 (49)

65 (67)

270 (53)

Agree
God/spirituality is an important part of my life

0.02

216 (52)

63 (65)

279 (54)

Agree
It is wrong to donate our organs because we should maintain our entire bodies, which our parents have given us

0.38

90 (22)

17 (18)

107 (21)

Agree
After a person passed away his/her spirits will watch over the descendants; therefore, it would be very disrespectful to damage the body by donating organs

0.31

83 (20)

(16

15

98 (19)

Agree

IQR, interquartile range.
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is included in Table S2 (SDC, http://links.lww.com/TXD/
A690).

Data Analysis

Phase I: Knowledge, Attitude, and Beliefs Investigation
Survey

We conducted descriptive analyses that included fre-
quency distributions and performed bivariable analyses
using chi-square and Fisher exact tests for categorical vari-
ables to examine the relationships between study covariates
(survey responses of age, marital status, ethnicity, place of
birth, years in the United States, education level, employ-
ment, income, and acculturation level) and organ dona-
tion registration status (registered versus not registered).
Age was dichotomized at the mean (<35 versus 35 y old or
older), as were years living in the United States (<10 versus
210 y) and self-reported household income (<$40K versus
>$40K). For the 5 AAMAS acculturation questions, com-
posite scores and the median (interquartile range) scores
and internal consistency were calculated (Cronbach’s alpha,
o= 0.90). Factors associated with organ donor registration
were examined using logistic regression, adjusted for sex and
acculturation.!s16 Results were reported as adjusted odds
ratios (aORs) with 95% confidence intervals (Cls). P values
of <0.05 determined statistical significance. Data were ana-

lyzed using STATA/MP 17.0.

Phase II: Educational Video Efficacy Assessment Survey

We conducted descriptive analyses that included the rela-
tionships between organ donation registration status and
demographics, including family discussion. For individuals
who were not registered for organ donation, we examined
the willingness to register and the helpfulness of the video.
Bivariable analyses were conducted using Fisher exact tests
for categorical variables. Mean knowledge scores were
derived using the number of correct responses for all organ
donation knowledge questions. Pre- and post-video differ-
ences in knowledge scores were assessed using McNemar’s
test for individual knowledge questions and mean knowledge
scores. Data were analyzed using STATA/MP 17.0.

RESULTS

Phase I: Knowledge, Attitude, and Beliefs
Investigation Survey
Demographics

Approximately 882 individuals were approached in-person,
of which 544 (62%) agreed to participate in the study. Five
hundred fourteen (58%) completed the survey, and their
responses were included in the analysis. The most common
reason for discontinuing the survey was time constraints. Of
the 514 participants, only 97 participants (19%) reported
being registered organ donors at the time of the survey. Of
all participants, 72% were Chinese American and 26% were
Korean American, whereas 2% were of mixed ethnicity
(Chinese or Korean and another ethnicity). Slightly more than
half the participants were female (56 %), single (55%), <35 y
(50%), held a bachelor’s degree and above (63%), and were
born outside of the United States (68%). Among those par-
ticipants who were foreign-born, approximately half (54%)
reported living in the United States for a median of >10 y
(Table 1).
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Acculturation

Regardless of country of birth, more than half of the par-
ticipants (53%) self-identified as being predominantly Asian
(relatively unacculturated), 43% of participants identified as
both Asian American (bicultural) and only 4% self-identified
as predominantly American (relatively acculturated). There
was no significant difference between registered and nonreg-
istered participants on the level of acculturation using this
one-question assessment. However, when the acculturation
level is measured using 5 questions extracted from AAMAS,
registered participants reported greater proficiency in speak-
ing, reading, writing, and understanding English (2.94 versus
2.65; P =0.009) and were more assimilated to American cul-
ture (2.95 versus 2.70; P = 0.006) compared with those non-
registered participants (Table 1).

Knowledge

The overall median knowledge score among the partici-
pants was low (42%), with only 2% of the participants get-
ting >80% correct. Registered participants scored higher than
those who were not registered (50% versus 42%; P < 0.0001),
and they were more likely than the nonregistered counterparts
to know that one single organ donor can save up to 8 lives
(73% versus 54%; P =0.001), aware of different methods
to register as an organ donor (87% versus 59%; P < 0.001),
know that many people die while waiting for organ transplant

0% 10% 20% 30% 40%

www.transplantationdirect.com

(78% versus 63%; P = 0.005) or that health conditions such as
hypertension and diabetes are not contraindications for organ
donation (47% versus 33%; P = 0.006; Table 2; Figure 1).

Attitudes

In general, respondents held positive attitudes toward
organ donation (Table 2; Figure 2). More than 90% of the
participants agreed that organ donation is a charitable and
noble act that can help save lives and improve the quality of
life. This did not differ based on registration status. However,
agreement with negative attitude statements was consistently
significantly higher among nonregistered participants com-
pared with registered participants, except for one statement.
Surprisingly, unease at the thought of being cut up after death
was more often reported among those registered participants
compared with those nonregistered participants (76% ver-
sus 56%; P < 0.001). Registered participants were also more
likely to indicate that registering to be an organ donor makes
them proud (91% versus 78%; P = 0.004) and agreed with
the altruistic statement “If I could save someone’s life, I would
do everything possible” (95% versus 87%; P = 0.03).

Religious/Spiritual Beliefs

Approximately half of the respondents (54%) stated that
religion, God, and spirituality were important parts of their
lives (Table 2). Registered participants were more likely than

50% 60% 70% 80% 90% 100%

No one in the U.S. dies waiting for a transplant because of not receiving an organ in time.

K2e oo ee% s
You can register to donate your organs when you get or renew your driver’s license, apply for a NYC ID card or go to the NYS DOH website
k3. e 3%
You can save up to 8 lives by donating your organs after death.
Kb s A
Organs can be sold for money in the United States.
Ko = s ae%
The donor’s family is not responsible for costs related to organ donation.
ki1 s s
* Rich or famous people can receive organs before other people.
S K10 T s ——
'ﬁ . You cannot be an organ donor after the age of 60.
S s %
g Organ donation does not delay funeral arrangements.
SPR e HEonnRibbb
You cannot donate your organs if you have high blood pressure or diabetes.
K6 % e
All major religions approve of organ donation.
Ka e e
New York State has the lowest percentage of people who are registered as organ donors in the United States.
kK& asw o ow%
Majority of people in New York think being an organ donor is a good thing and are registered organ donors.
K7

m Correct m Incorrect

*Responses “True/False/Don’t know” was later recoded as “Correct/Incorrect” where “Don’t know” was considered an incorrect response for

analysis.

FIGURE 1. Distribution of phase 1 knowledge, attitude, and beliefs investigation survey participants’ (n = 514) response to organ donation-
related knowledge questions. DOH, Department of Health; NYC ID card, New York City identification card.
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0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Organ donation benefits all of society.
A2 Ess——— 61% 5% 1%
Organ donation is a charitable and noble act.
Al EsE—— 59% 5% 1%
Medical teams would try just as hard to save my life whether or not | am a registered organ donor.
ALl sze—— 60% 7% 1%
Organ donation can help save lives and improve quality of life.
A4 S 59% 7% 1%
Registering as an organ donor adds extra meaning to life.
A3 L 6% 55% 17% 2%
My family would respect my wish to donate my organs after | pass away.
A8 G 64% 25% 1%
Organ donation provides comfort to the bereaved families.
A9 i 59% 29%
1+ Donating a body part would enable part of myself to remain alive after | am gone.
S Ale [NEEEN 52% 30%
"E Organ donation leaves the body disfigured and incomplete.
S AL R 38% 51%
4 My family would object if | registered as an organ donor.
A7 a5 38% 53%

2%
5%
6%
5%
The thought of my body being cut up or taken apart after | am gone makes my feel uneasy.
A15 e 33% 51% 9%
It is important for the body to be remained complete and buried intact.
INER 33% 53% 8%
It is uncomfortable to think or talk about organ donation.
A14 B% 27% 57% o 12%
Medical teams that recover organs would not treat the deceased body in a dignified manner.
A10 3% 25% 58% o 14%
It is unnatural to prolong life by organ transplantation.
AS 3% 22% 62% o 13%
The body is from our parents, so to donate organs is against filial piety.
A6 3% 23% 63% o 13%
H Strongly agree Agree Disagree m Strongly disagree

*Responses “Strongly agree/Agree/Disagree/Strongly disagree” was later recoded as binary variable “Agree/Disagree” for analysis.

FIGURE 2. Distribution of phase 1 knowledge, attitude, and beliefs investigation survey participants’ (n = 514) response to organ donation-

related attitude statements.

nonregistered participants to consider religion being impor-
tant part of life (67% versus 49%; P = 0.002). However, there
was no significant difference between registered and nonreg-
istered respondents for other religious and spirituality state-
ments (Figure 3).

Previous Experiences

Only a minority of participants (25 %) reported having had
a previous family discussion regarding organ donation regis-
tration wishes, but more than half of the registered partici-
pants had done so compared with nonregistered participants
(56% versus 17%; P <0.001). Registered respondents also
reported higher rates of previous blood donation experience
(50% versus 32%; P = 0.002) and knowing another registered
organ donor (56% versus 17%; P < 0.001; Table 3; Figure 4).

Overall
In an adjusted model, after controlling for sex and accul-
turation level, organ donation registration among the

respondents was primarily associated with having knowledge
of organ donation registration methods (aOR, 2.57; 95% CI,
1.24-5.31; P =0.01), considering religion to be an impor-
tant part of life (aOR, 2.07; 95% CI, 1.10-39.1; P = 0.03),
knowing a registered donor (aOR, 2.62; 95% CI, 1.39-4.95;
P =0.003), and having a family discussion about one’s wishes
related to organ donation (aOR, 4.77; 95% CI, 2.57-8.85;
P <0.0001). Participants who reported that registering to
become an organ donor would make them feel uncomfortable
were less likely to be registered (aOR, 0.35; 95% CI, 0.13-
0.93; P = 0.04; Table 4).

Phase lI: Educational Video Efficacy Assessment
Survey

Demographics

Of the 64 people who agreed to participate in the study,
62 (97%) completed the survey, and their responses were
included in the analysis. All participants were Asian American
of Chinese or Korean descent, with the majority being 35 y
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0% 10% 20% 30% 40% 50% 60% 70% 80% 90% 100%
Organ donation is an act of generosity, and the person's body and organs should be treated with respect when recovered.
Re IEsE— 60% 5% 2%
A person who wishes to donate organs after passing away is compassionate, and will help giving him/her a better rebirth.
Rs [NE0%ENN a7% 36% %
God/spirituality is an important part of my life.
R2 s 40% 35% Co1%
Religion is an important part of my life.
R1 s 38% 35% o 13%
e Religious/spiritual beliefs are important to me when making decisions about family or children.
S R3 NI 40% 38% Cou%
£ Taking organs from a person who has just passed away will still cause him great pain and disturb his process of passing away.
S R4 2% 19% 68% 1%
o It is wrong to donate our organs because we should maintain our entire bodies, which our parent have given us.
R7 2% 19% 66% So1B%
After a person passed away his/hers spirits will watch over the descendants; therefore it would be very disrespectful to damage the body by donating organs.
R8 %% 17% 67% S %
It is wrong to donate the organs of a person which has passed away, becasue the person will be incomplete.
R10 1% 16% 68% S 1%
Our bodies are receptacles of ch'i (the elements of nature), and donating organs would disturb the balance of ch'i.
R9 1% 16% 68% %
m Strongly agree Agree Disagree W Strongly disagree

*Responses “Strongly agree/Agree/Disagree/Strongly disagree” was later recoded as binary variable “Agree/Disagree” for analysis.

FIGURE 3. Distribution of phase 1 knowledge, attitude, and beliefs investigation survey participants’ (n = 514) response to religious/spiritual

statements.

Previous experience with organ donation among barrier investigation survey respondents (n = 514) by organ donation

registration status

Organ donation registration status

Total, N (%) Registered, N (%) Not registered, N (%) P
514 (100) 97 (19) 417 (81)
Blood donation
Yes 183 (36) 48 (50) 135(32) 0.002
Discussion with family
Yes 126 (25) 57 (59) 69 (17) <0.0001
Personal connections
Registered organ donor
Yes 126 (25) 54 (56) 72 (17) <0.0001
Deceased organ donor
Yes 37(7) 14 (14) 23 (6) 0.002
Living organ donor
Yes 39 (8) 13 (13) 26 (6) 0.02
Waitlisted patient
Yes 57 (11) 17 (18) 40 (10) 0.03
Organ transplant recipient
Yes 57 (11) 16 (17) 41 (10) 0.06

old or older (71%) and married (56 %) and included very few
registered organ donors (10%; Table 5).

Video Efficacy Assessment

Among those nonregistered participants (90%), the
majority expressed willingness to register (73%) and that
the video will help them make the decision about organ
donation in the future (80%). Few participants (27%)
reported having had a prior conversation with family about
organ donation, but a majority (67%) of those who had

not done so expressed intention to do so after watching the
video (Table 6).

Most participants (90%) said they had learned something
new from the video. Most stated learning about the life-saving
nature of organ transplantation (46 %), the need for organ for
transplantation (20%), and the importance of open conver-
sation with family about organ donation registration (14%).
There was a significant improvement in the mean knowledge
score regarding organ donation after watching the video
(63% versus 92%; P < 0.01; Table 6).
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FIGURE 4. Distribution of phase 1 knowledge, attitude, and beliefs investigation survey participants’ (n = 514) regarding previous organ

donation-related experience by registration status.

DISCUSSION

The findings of our study revealed a myriad of potential
barriers and facilitators to organ donation among Asian
Americans. We used what we learned from our phase 1 survey
to create a culturally tailored short educational video. Our
pre-/post-video knowledge assessment demonstrated a sig-
nificant increase in comprehension of the key organ donation
concepts conveyed in the video, thus showing the potential
of this intervention to increase organ donation awareness,
potentially improve registration rates and stimulate additional
discussions with families about organ donation registration in
Asian American communities.

We found that only a minority of the respondents were reg-
istered organ donors at the time of the surveys, which was
consistent with the low organ donation registration rates in
Queens, NY. Similar to other studies, registered participants
overall had significantly more organ donation knowledge
compared with the nonregistered counterparts, and gen-
eral knowledge about organ donation and transplantation
was low—underscoring the educational opportunity in this
community.!171? Not surprisingly, acculturation in terms of
English speaking, writing, and reading proficiency was sig-
nificantly higher among registered respondents highlighting
the need for educational materials in one’s native languages
to successfully reach communities with large and/or recent
immigrant populations with language barriers.

Our study identified previous family discussions and per-
sonal experiences related to organ donation as being strongly
associated with organ donor registration.!.18:2021 The impor-
tance of family discussion likely stems from the Confucian
ideology prioritizing family above all, highlighting the role
of culture-specific values and beliefs involved in the decision
of registering as an organ donor among Asian Americans.!1:2!
The majority of our respondents never discussed organ dona-
tion with their family previously, which could be because of
the cultural avoidance of talks about death-related topics,
fearing that such discussion can bring bad luck.22

When asked specifically about the Confucian concept of
filial piety—that our body, skin, and hair are all received
from our parents; we dare not injure them—only a minority

of respondents (24%) felt that organ donation violated this
concept. Our result coincided with a more recent study con-
ducted in mainland China, where 65.3% of the respondents
did not agree with filial piety, and only 28.1% of the respond-
ents thought that body intactness was important.'? In another
study, only 15.3% of the participants felt that organ dona-
tion went against Chinese traditions.? These more recent data
highlighted the trend of decreasing the influence of filial piety
on making decisions about organ donation with time, espe-
cially among the younger generations. These results revealed
the complexity of cultural values and beliefs’ effect on organ
donation and highlighted the importance of a keen under-
standing of the culture when integrating it into the design of
educational materials.

The overall attitude toward organ donation and registra-
tion was positive in our study population despite low rates
of organ donation registration. Nonregistered participants
agreed with negative attitude statements more often than reg-
istered participants, except for one negative statement “the
thought of my body being cut up or taken apart after 'm
gone makes me feel uneasy.” Understanding how registered
individuals have overcome the negative attitude to still regis-
ter as organ donors may help identify additional strategies for
improve organ donation registration rates further.

Although the results from phase 2 of the study suggested
our educational video is engaging and understandable to
viewers, and it is effective in imparting new organ knowledge
and instigating intention for a family discussion about organ
donation, the retention of the learned knowledge and its effect
on intention to register as an organ donor is uncertain. The
highly stated willingness to register by the respondents both
before and after watching the video limited our ability to truly
assess if providing additional education on organ donation
and transplantation actually increase willingness to regis-
ter by individuals who are considering registration. Further
research is needed to assess the impact of the educational
video in motivating actual organ donation registration.

Our study was limited by a small sample size and low
response rate, especially for the video assessment survey in the
second phase of the study. We were unable to administer the
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Sociodemographic of respondents (n = 62) to pre-/post-comprehension assessment to evaluate video efficacy by organ

donation registration status

Organ donation registration status

Total, N (%) Registered, N (%) Not registered, N (%) P
62 (100) 6(10) 56 (90)
Demographics
Sex
Female 40 (65) 3(50) 37 (66) 0.66
Male 22 (35) 3(50) 19 (34)
Age
<35y old 18 (29) 2(33) 16 (29) 1.00
>35y old 44 (71) 4(67) 40 (71)
Marital status
Married 35 (56) 233 33 (59) 0.12
Single 18 (29) 2(33) 16 (29)
Other (separated/divorced/widowed) 9(15) 2(33) 7(12)
Education
Less than high school 11 (18) 1(17) 10 (18) 0.03
High school graduate 18 (29) 2(33) 16 (29)
Some college, trade school, or technical 11(18) 2(33) 9(16)
College graduate 21 (34) 0(0) 21 (38)
Postgraduate professional degree 1) 1(17) 0(0)
Discussion with family
Yes 17 (27) 3(50) 14 (25) 0.33
No 45 (73) 3(50) 42 (75)

survey entirely in-person like we did in phase 1 of the study
due to the COVID-19 pandemic, which resulted in a drasti-
cally decreased response rate and sample size. Most of the
respondents in the second phase of the study were recruited
at a local community health fair that was attended by seniors,
which inadvertently introduced selection bias.

Although our study was limited by a relatively small sam-
ple size and was observational in nature, it studied the Asian
American population on a more granular level. We focused on
Chinese and Korean Americans, evaluating the factors associ-
ated with organ donor registration decisions, and developed
and tested the efficacy of culturally specific organ donation
educational material for Chinese and Korean Americans. Most
of the previous research studied Asian Americans as a large
group when Asian Americans are a diverse population that
is comprised of many ethnic groups, including Asian Indian,
Chinese, Filipino, Japanese, Korean, Vietnamese, etc.2425 There
are more differences than similarities between these Asian eth-
nic groups, so it is essential that they are studied as distinct
groups to create effective culturally specific organ donation
educational materials. Our study was also limited to a specific
geographic location (Queens, NY) and Chinese and Korean
Americans, but this lack of geographic and demographic
diversity was by design. The high concentration of Asians in
Queens, NY, provided a unique environment for us to conduct
our investigation about the reason for low organ donation reg-
istration rates among Chinese and Korean Americans.

Because of geographical and ethnicity limitations, our
results’ generalizability and educational video’s applicability
to other Asian American groups require further research. The
educational video developed focused heavily on improving
general organ donation knowledge and promoting the impor-
tance of family discussion about organ donation—its efficacy
can be assessed in new study populations such as high school

students or population with different ethnical or cultural
backgrounds in future studies.

Regarding the survey design, although we inquired about
organ donation discussions with the family, we did not specifi-
cally ask about the temporality of the discussion. That is, we
did not ascertain if the conversation occurred before or after
registration for those who registered and thus cannot comment
on the impact of the family to persuade or dissuade an indi-
vidual from registering if the discussion occurred before regis-
tration. Additionally, although both surveys were pilot-tested,
they were not systematically validated by testing the reliabil-
ity and validity. We successfully demonstrated that our video
has the potential to significantly increase knowledge of organ
donation needs and registration methods. Whether knowledge
alone is sufficient to overcome negative attitudes and deep-
seated cultural values to motivate individuals to act and regis-
ter as a donor remains to be investigated in the future studies.
Our efforts represent the first steps in moving toward greater
awareness of this important issue regarding organ donation
and open the door for future dialogue in this community.
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