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Methodology Paper

Virtual interventions using computers and mobile devices 
have increasingly been developed and tested among racial 
and ethnic minorities. Indeed, virtual interventions have 
been widely accepted by various groups including general 
populations, patients with specific conditions, healthcare 
providers, and researchers.1,2 A drastically increasing num-
ber of virtual interventions aiming to change health behav-
iors have recently been developed and tested among different 
groups of users.3,4 Recent studies have shown that virtual 
interventions are effective for mental health conditions, par-
ticularly depression, as well as for managing chronic dis-
eases, supporting dementia caregivers, alleviating the 
burden on cancer survivors, helping to improve individuals’ 
quality of life, and promoting healthy behaviors.5-8 Studies 
have supported that virtual interventions are welcomed and 
accepted especially by those with low resources regardless 

of race, ethnicity, gender, and/or age.1,2 Furthermore, the 
recent COVID-19 pandemic has made virtual interventions 
more widely accepted, especially among racial and ethnic 
minorities.9,10

Despite their popularity and acceptability,1,2 virtual pro-
grams have rarely been developed and tested among Asian 
American midlife women who are family caregivers of per-
sons living with Alzheimer’s disease (AD). Although the 
incidence rate of AD is the lowest among Asian American 
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Abstract
Background: Virtual interventions using computers and mobile devices have increasingly been developed and tested among 
racial and ethnic minorities in recent years. Yet, few virtual interventions have been developed for Asian American midlife 
women who are family caregivers of persons living with Alzheimer’s disease (AD). Furthermore, little is known about the 
feasibility of recruiting this specific group of racial/ethnic minority midlife women to a virtual intervention study.
Objective: The purpose of this paper is to discuss practical issues in recruiting and retaining this specific group of racial/
ethnic minority midlife women for a virtual intervention study.
Methods: The ongoing parent study is to develop and test a preliminary version of a virtual intervention for this specific 
population. During the research process, the research team had regular meetings to have discussions on recruitment and 
retention issues and each team member wrote research diaries. A content analysis was conducted with the written records 
including the research team’s research diaries and meeting minutes.
Results: The issues were: (1) an extremely small pool of Asian American midlife women who were family caregivers of 
persons living with AD; (2) competitions with other studies, (3) practicality of inclusion/exclusion criteria, (4) lack of time 
and interests in research participation, and (5) negative perception of small monetary incentives.
Conclusion: Future researchers need to consider the unique cultural and social dynamics of this specific population, foster 
trusted connections with the communities before initiating the study, and obtain feedback from potential gatekeepers and 
the communities in advance.
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older adults compared to other racial and ethnic groups,11 the 
prevalence rate of AD in this specific population is antici-
pated to increase in the future as the number of Asian 
Americans aged 65 and older is expected to increase to 
26.6 million, or 34% of older adults, by 2040.12 Furthermore, 
the caregiving situation of Asian Americans is not positive. 
Asian Americans have the lowest percentage of caregivers 
and spend the least on caregiving among racial/ethnic minor-
ity groups,12 which indicates their high need for support 
including virtual information and coaching/support interven-
tions. However, little is known about the feasibility of 
recruiting this specific group of racial/ethnic minority midlife 
women to a virtual intervention study. Even in a PubMed 
search with combined keywords of online/virtual, Asian 
American midlife women, family caregivers, and AD (with-
out a time limitation), no articles were retrieved. Further, 
with an extensive PubMed search with keywords of Asian 
American midlife women, family caregivers, and AD (with-
out a time limitation), only one article was retrieved.13 
Actually, the article was about a long-term meditation pro-
gram, not a virtual program, among home-based caregivers 
of older adults with AD in two South Asian cities,13 not 
among Asian Americans.

Purpose

This paper aims to discuss recruitment and retention issues 
in a virtual intervention program targeting Asian American 
midlife women who are family caregivers of persons living 
with AD and to make suggestions for future recruitment 
and retention of this specific group in virtual intervention 
studies. First, the ongoing parent study is described in short, 
and the approach to find supporting evidence for discussion 
points is described. Then, the recruitment and retention 
issues are presented. Finally, some suggestions are made 
for future recruitment and retention of this specific group in 
virtual intervention studies.

The Parent Study and Approach

The purpose of the ongoing parent study is to preliminarily 
evaluate a virtual information and support/coaching pro-
gram in supporting Asian American midlife women who 
are family caregivers of persons living with AD. The study 
includes two phases: (1) Phase 1 with an expert review and 
a usability test; and (2) Phase 2 with a small randomized 
clinical trial among 60 Asian American midlife women 
who are family caregivers of persons living with AD. The 
study is conducted under the approval of the Institutional 
Review Board of the institutes where the study is being 
conducted. The expert review was conducted among five 
self-identified experts in family caregiving for persons liv-
ing with AD. All the experts reviewed the program for 2 
weeks and provided their feedback via email. The usability 
test was conducted over a 1-month online forum with 11 

Asian American midlife women who were family caregiv-
ers of persons living with AD. Overall, the participants 
agreed that the program would be helpful and useful for 
Asian American midlife women in similar caregiving roles. 
They found the program well-organized and easy to follow. 
Several suggestions were made regarding the content and 
online logistics of the program. Based on feedback from 
both the expert panel and the usability test, the program 
was refined.

The ongoing Phase 2 is a small randomized clinical trial, 
and the recruitment for Phase 2 is in progress. The study has 
been announced through online and offline communities/
groups for Asian Americans. Once potential participants visit 
the study website and are checked against the inclusion/
exclusion criteria, they are automatically randomized into 
either (1) an intervention group or (2) a control group. The 
objective of our recruitment practice has been to ensure the 
inclusion of representative Asian American midlife women 
who are family caregivers of a person living with AD. 
Multifaceted recruitment strategies have been adopted: (1) 
outreach activities through community centers specific to 
Asian Americans, religious organizations (eg, churches and 
temples), official Asian organizations, nursing homes, and 
healthcare facilities; (2) participation in gathering events 
such as cultural festivals; (3) the use of social media plat-
forms for prompt communication; (4) targeting ethnic-spe-
cific student organizations in universities to reach out to 
local communities linked to ethnic-specific organizations; 
(5) identifying and reaching out to key community leaders; 
and (6) utilizing culturally sensitive materials to build trust 
and rapport with potential participants.

The intervention group uses the virtual information and 
coaching/support program for caregiving and the Alzheimer’s 
Association (AA) website on caregiving while the control 
group uses only the AA website. The components of the 
intervention include: (1) educational modules related to AD 
and caregiving; (2) online resources related to AD and care-
giving (with video clippings including 360-degree videos); 
and (3) two sub-ethnic–specific social media sites with chat 
function. Group coaching/support is provided through the 
sub-ethnic–specific social media sites with educational mod-
ules and online resources. Individual coaching/support is 
provided weekly via a chat function. At three points in time 
(pretest, post-1-month, and post-3 months), the participants 
complete the questionnaire. The target population is self-
reported Chinese or Korean American women who are 
40-60 years old; whose parents and grandparents are of 
Korean or Chinese descent; who can read or write in English, 
Chinese, or Korean; and who live in the United States, have 
access to the Internet using computers or mobile phones, and 
are family caregivers of persons living with AD.

Once a visitor visits the project website, the person is 
asked to review and sign the informed consent on the web-
site and is screened against the inclusion/exclusion crite-
ria. When the participant passes the screening process, the 
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participant is automatically linked to the pretest survey 
questionnaire on the Research Electronic Data Capture 
(REDCap) tool. Then, the participant is automatically ran-
domized into either the intervention or control group. Both 
groups are asked to use the intervention and/or the AA 
website via a link on the project site. Furthermore, the 
study includes multiple instruments to assess the partici-
pants’ background characteristics, health and menopausal 
status, caregiving experience, care recipients’ health out-
comes, and caregivers’ health outcomes. The instruments 
have established reliability and validity in Asian American 
populations, with Cronbach’s alpha over 0.80. All the par-
ticipants are reimbursed with $150 electronic gift cards 
($50 per time point).

During the second phase of the study (specifically dur-
ing the recruitment phase), research team members wrote 
research memos on issues in participant recruitment and 
retention. The team has held weekly group discussion meet-
ings, and the meeting records have been maintained. 
Individual research team members have written 1-3 pages 
of weekly research memos (9 members × 1-3 pages per 
week × 4 weeks × 4 months = 288 pages), and they have 
discussed emerging issues/concerns through Microsoft 
Teams. All the research team members were provided with 
detailed instructions for journaling, recording the key 
search terms, collecting contact information, and noting 
any challenges they faced during the searches. All of them 
have been engaged in directly contacting the organizations, 
identifying key community figures, and promoting the 
study at ethnic-specific events.

By the end of the fourth month of participant recruitment, 
the research memos, weekly meeting records, and Microsoft 
Teams messages were analyzed using the simple content 
analysis by Weber14 to identify practical issues in participant 
recruitment and retention. Using individual words as the unit 
of analysis, all written records were coded through line-by-
line coding by all authors of this paper. Then, the categoriza-
tion of all generated codes was done; through reviewing, 
re-reviewing, and comparing the categories and the codes, 
idea categories reflecting the recruitment and retention issues 
were extracted. Finally, themes were identified to support the 
discussion points related to recruitment and retention issues.

Findings: The Issues

The issues included: (1) an extremely small pool of Asian 
American midlife women who were family caregivers of 
persons with AD; (2) competition with other studies; (3) 
practicality of inclusion/exclusion criteria; (4) lack of time 
and interests in research participation; and (5) negative per-
ception small monetary incentives (Table 1).

An Extremely Small Pool of Potential Participants

Despite widespread announcements of the study, virtually 
no participants were recruited during the first 3 months. The 

research team had a series of discussions with community 
gatekeepers and experts. Essentially, there was an extremely 
small pool of potential participants due to several reasons. 
First, cultural stigma attached to cognitive impairment was 
noted in this study; dementia was viewed as a stigmatizing 
condition, and the local terminology used to describe it car-
ried negative connotations. Indeed, in the literature, Korean 
Americans report the stigma of pity linked to the notion of 
dishonor and their tendency to avoid individuals with AD 
and their family members.15 In addition, Chinese Americans 
report family embarrassment and social avoidance related to 
AD, which frequently prevents them from seeking help 
within their communities.16 Furthermore, the literature was 
clear that Asian Americans tended to view cognitive disor-
ders as a family sin or karma and were often reluctant to 
reveal the condition even within their family members.17 
The case was more severe among Chinese Americans com-
pared to other Asians; dementia was regarded as a stigma-
tized mental illness. Approximately one out of four elderly 
Chinese Americans considered AD a mental disease.18 
Consequently, Chinese Americans were unwilling to be 
diagnosed with AD and did not seek healthcare providers’ 
help even when family members started to recognize cogni-
tive impairment. According to a qualitative study, caregivers 
felt ashamed to reveal their family member’s AD.19 The 
diagnosis of AD was typically based on the severity of cog-
nitive impairment, often determined by specific scores on 
the Mini-Mental State Examination.20 Thus, if patients were 
unwilling to report the severity of their cognitive impair-
ment, the diagnosis could not be made in a timely manner.

Second, in this study, lack of knowledge of AD was noted 
as a reason for delays in the diagnosis and treatment process, 
which subsequently hid them in the communities. In the lit-
erature, a lack of knowledge and misconceptions about AD 
were reported as barriers to AD-related care.16,21 In most 
Asian cultures, memory loss was viewed as an inevitable 
part of aging, and this misconception frequently deterred 
Asian Americans from seeking treatment.16 Notably, among 
major Asian sub-ethnic groups residing in the US, Koreans 
had the highest level of concern about becoming a caregiver 
for a person with AD, rather than developing the disease 
themselves.21 Moreover, they reportedly had the least nega-
tive attitudes toward placing individuals with AD in nursing 
homes.21 The literature clearly suggested that there would be 
fewer Korean family caregivers who would be available for 
research projects, which was confirmed in this study.

Third, like other immigrant groups, many Asian 
Americans with AD faced difficulties in finding culturally 
and linguistically proper services at long-term care facilities. 
As reported in the literature, these difficulties led many of 
them to move back to their countries of origin for more 
affordable nursing home care, supported by the govern-
ment.17,19 Moreover, they experienced language barriers, 
struggled to find bilingual healthcare providers to communi-
cate effectively, and had limited trust in their healthcare pro-
viders as reported in the literature.10 This could frequently 
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lead to difficulties in understanding medications10 and might 
have resulted in fewer Asian American patients with AD and 
their caregivers seeking help in the US.

Competitions with Other Studies

The potential participants the research team recruited in the 
first phase of the study (for the usability test and the expert 
review) through establishing relationships with multiple 
organizations/groups totally disappeared when the recruit-
ment for Phase 2 was started because of the time delay due 
to a grant transfer. Then, the organizations/groups who 
were willing to help during the first phase could not help 
the study anymore because they were bound by other 
research projects and other research institutions. The trust 
that the research team originally established had been bro-
ken due to the time delays, and other competitors provided 
a great incentive to them.

With a limited number of communities/groups of Asian 
American family caregivers of people living with AD, all 
researchers possibly target the same communities/groups 
for recruiting research participants. As a result, the research 
team experienced difficulties connecting with organiza-
tions/communities that were already closely connected with 
other research teams targeting the same population. About 
45% of Asian Americans in the US (about 9.8 million) are 
residing in the West, and most Asian American Alzheimer’s 
support groups and organizations are located in the West.22 
Community leaders could help announce the study broadly 
and help potential participants to understand the study pro-
cess.23 However, since this study is a national virtual study, 
the research team frequently had difficulties in connecting 
with community leaders or gatekeepers in different states. 
Although attending ethnic-specific culture fairs or events 
would be helpful in recruiting Asian Americans, the research 
team could not easily attend those fairs or events happening 

in other states. Yet, having community consultants who 
were insiders of the communities in other states helped 
shorten the distance between the research team and the spe-
cific communities.

Practicality of Inclusion/Exclusion Criteria

Community consultants and gatekeepers mentioned the prac-
ticality of the inclusion/exclusion criteria that the research 
team set for the study, which might make recruitment more 
difficult. First, the criteria requiring only “family caregivers” 
did not work for this population. According to a previous 
study, more than 50% of patients with AD were cared for by 
their relatives, friends, and non-family members.17,24 Thus, 
the definition of “family” caregivers needed to be extended. 
Second, the criteria related to “non-paid” caregiving was 
also problematic because most family caregivers received 
some subsidies from the government for caregiving.25 
Therefore, limiting the participants to “non-paid” caregivers 
further restricted the availability of potential participants. 
Third, one of the inclusion criteria, which required more than 
4 h of direct assistance to persons living with AD, also caused 
a practicality issue and it was eliminated after consulting 
with the funding agency. Since middle-aged caregivers usu-
ally had their jobs and had to manage other responsibilities 
such as raising a family and handling financial obligations, it 
was difficult for them to meet the requirement of 4 h of direct 
assistance. Indeed, family caregivers of patients with AD 
reportedly had a varied range of hours for caregiving, with 
20.5% spending 4-6 h per week, 11.5% less than 4 h per 
week, and 27.5% spending 10-20 h per week.23,24

The second-generation Asian American immigrants were 
also different from the first-generation Asian American immi-
grants due to their high level of assimilation to the host cul-
ture and Americanized lifestyles. Among Asian Americans, 
there was a shift toward single-generation households with 

Table 1.  A Summary of Recruitment and Retention Issues and Suggestions for Future Research.

Issues Suggestions

An extremely small pool of AAFCA • � The unique cultural backgrounds and social situations of Asian American midlife women 
need to be considered in the study design and research process.

Competitions with other studies • � It would be essential to establish trusted relationships with potential gatekeepers and 
communities/groups for Asian Americans before starting a study.

The practicality of inclusion/
exclusion criteria

• � The practicality/feasibility of inclusion/exclusion criteria needs to be carefully examined in 
advance through multiple ways.

• � Getting feedback on inclusion/exclusion criteria from experts and gatekeepers before 
planning a study could be one way to determine the practicality/feasibility.

Lack of time and interest in 
research participation

• � Highly creative and innovative strategies need to be developed to motivate this specific 
population to participate in research.

Negative perception of small 
monetary incentives

• � The optimal monetary incentives need to be examined with multiple stakeholders, including 
potential participants and gatekeepers in the planning stage.

• � Highly creative and innovative strategies need to be developed to motivate this specific 
population to participate in research.

Abbreviation: AAFCA: Asian American family caregivers of persons with Alzheimer’s disease.
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gradual changes in lifestyle and perception toward filial 
piety.26,27 Thus, unlike the first-generation immigrants, most 
of the second-generation immigrants no longer provided 
direct care for their family members with AD.26 However, 
second-generation Asian American immigrants still consid-
ered caregiving for their elderly family members as their duty, 
which often made them feel guilty for not fulfilling the tradi-
tional value of filial piety.19 Subsequently, even when they did 
not provide direct, time-intensive care for their family mem-
bers with AD at home, they still played an active role in care-
giving by hiring and monitoring assistants.28 This generational 
difference could be another reason why it was difficult to find 
potential Asian American caregivers who provided direct care 
in this study.

Lack of Time and Interests in Research 
Participation

Most of the potential participants who were contacted indi-
cated their lack of time and interest in research participation 
as the major reason for declining to participate in this study. 
In the literature, even though caregivers often felt proud to 
be responsible for their family members with AD,19 some 
caregivers of individuals with AD reported poor quality of 
life and strained relationships with the patients.24,28 They 
frequently described feelings of exhaustion and emotional 
distress,10 and even experienced mental health issues due to 
the demands of caregiving.17,19 These reasons could cause 
their reluctance to engage in this study. Furthermore, some 
caregivers had very busy schedules as they also cared for 
their own families alongside their parents with AD.19,24 
Thus, their multiple roles as workers, spouses, mothers, and 
caregivers kept them busy in their lives,29 which deterred 
them from participating in a research study. Originally, the 
research team considered computers and mobile devices as 
an excellent medium to provide the intervention with flexi-
ble schedules, allowing participants to join the study at their 
convenience. However, some Asian American midlife 
women were not familiar with operating mobile devices 
such as sending emails, creating accounts on the study web-
site, and logging into the website. Furthermore, their busy 
schedules took up most of their time, leaving them with lit-
tle energy or less time to learn how to navigate an unfamiliar 
website. Thus, some were hesitant to participate in this vir-
tual study. Moreover, a gatekeeper mentioned that Asian 
American caregivers would participate in a study only if it 
could significantly benefit their family members with AD. 
Therefore, it was necessary to emphasize the direct benefits 
of the study to potential participants.

Negative Perception of Monetary Incentives

The research team set the amount of monetary incentives for 
research participation considering potential ethical issues 

and the cost of Internet connections to participate in this 
study. Although participants did not directly express their 
opinions about monetary incentives, two possible types of 
responses were inferred from the research team’s interac-
tions with the participants. First, some Asian American care-
givers indicated it was their duty to take full responsibility 
for family members with AD, even to the extent of turning 
down job promotions to focus on caregiving. Therefore, the 
caregivers often viewed accepting monetary incentives for 
their research participation as conflicting with these values, 
believing that caregiving and related activities should not be 
monetized as reported in the literature.30 Indeed, there existed 
fear about how accepting payment for research participation 
could be perceived by others in their communities.30,31 On 
the other hand, many caregivers of this study felt that the 
small amount of monetary incentives trivialized their contri-
butions and experiences, leading to a sense of disrespect or 
devaluation, although the literature was clear that monetary 
compensation was not a deciding factor for their research 
participation.32 Furthermore, there existed mistrust among 
potential participants regarding the research process and 
motives. They questioned whether the study was genuinely 
beneficial or simply trying to obtain their participation at a 
low cost. This suspicion could stem from historical instances 
where research involving minority populations was con-
ducted unethically and exploitatively in the past.33

Suggestions for Future Recruitment 
and Retention

Based on the issues, the following suggestions are made for 
future research targeting Asian American midlife women 
who are family caregivers of persons living with AD. First, 
the unique cultural backgrounds and social situations of 
Asian American midlife women need to be considered in the 
study design and research process. In this study, despite the 
difficulties in recruiting and retaining Asian American fam-
ily caregivers of persons living with AD, it was obvious that 
the caregivers clearly had a desire for culturally tailored sup-
port programs; they consistently sought online-based support 
training for new information and frequently used online plat-
forms to communicate with other caregivers and discuss 
their challenges. Moreover, many of them, especially Korean 
Americans, mentioned that their patients with AD faced dif-
ficulties in finding culturally and linguistically suitable ser-
vices. Thus, the recruitment and retention difficulties might 
not be related to a lack of needs among the population. 
Rather, the difficulties might be due to a lack of consider-
ation for the unique cultural background and social situations 
of the population.

Second, establishing trusted relationships with potential 
gatekeepers and communities/groups for Asian Americans 
before starting a study would be essential for future research 
recruitment of this specific population. Due to the limited 
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pool of potential participants, there was intense competition 
among researchers wanting to work with this specific popu-
lation. Without establishing trustworthy relationships with 
potential gatekeepers and communities/groups for Asian 
Americans, this competition could pose a significant hurdle 
for future research efforts.

Third, the practicality/feasibility of inclusion/exclusion 
criteria needs to be carefully examined in advance through 
multiple ways. Getting feedback on inclusion/exclusion cri-
teria from experts and gatekeepers before planning a study 
could be one way to determine practicality/feasibility. The 
inclusion/exclusion criteria for this study were set based on a 
literature review and research team discussions. Yet, obvi-
ously, the team did not have enough experience with this spe-
cific population to foresee the issues that were encountered 
during the recruitment/retention process.

Finally, the optimal monetary incentives need to be 
examined with multiple stakeholders including potential 
participants and gatekeepers in the planning stage. Also, 
highly creative and innovative strategies need to be devel-
oped to motivate this specific population to participate in 
research. The research team set the amount of monetary 
incentive based on their previous experience in virtual 
intervention studies among Asian Americans, but the per-
ceived adequacy of the amount was different in this specific 
population from that in other groups of Asian Americans. 
As discussed, this specific population tended to be heavily 
burdened in their daily lives with additional caregiving 
responsibilities, which could influence their perceived ade-
quacy of the monetary incentive differently from that of 
other groups of Asian Americans. Also, this specific popu-
lation was extremely busy with multiple responsibilities 
and rarely willing to participate in research due to their cul-
tural values and attitudes, which need to be considered in 
future recruitment and retention plans.

Conclusion

In this paper, the challenges in recruiting and retaining 
Asian American midlife women who are family caregivers 
of persons with AD in a virtual intervention study are dis-
cussed. Based on these challenges, several suggestions are 
made for future recruitment and retention of this specific 
group in virtual intervention research. Recruiting and 
retaining racial/ethnic minority groups of family caregiv-
ers of persons living with AD in research is not an easy 
task. The suggestions provided in this discussion paper 
could be helpful for future researchers planning studies 
among this specific population.
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