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CHAPTER 1
INTRODUCTION

Family caregivers are the backbone of care in older adults in the U.S, and family
caregivers have reduced the cost of care for older adults tremendously by keeping them in the
community setting (National Alliance for Caregiving and AARP, 2015). Greater than 80 % of
older adults in the U. S. have at least one family/ informal caregiver to assist them in maintaining
their daily living (Kasper et al., 2015). When family caregivers provide in home daily living
assistance for older adults, the physical workload, time management issues, and financial
burdens, may cause physical and psychological stresses that may put these caregivers at a greater
risk of developing cardiovascular disease, depression, or other adverse health conditions
(Burgener et al., 2013; Laditka et al., 2012; 1989; Mannion, 2008). Many studies have revealed
there is underutilization of healthcare services by caregivers of older adults, even though they are
a vulnerable population who need more medical attention (Casado & Lee, 2012; Haralambous et
al., 2014; Laditka et al., 2009). There are also other issues among certain populations, such as
cultural traditions, that further prevent the utilization of healthcare services. One of these
populations are the Asian American caregivers of older adults, including Korean Americans who
have a deep layer of cultural tradition, which may hinder them from using healthcare services.
Different cultural beliefs put Asian Americans, including Korean Americans, at a more
vulnerable status regarding the use of health services. In addition, a unique cultural background,
such as face saving, can result an increase stigmatization of asking for outside help. Cultural
beliefs in Korean Americans, impact of perceived stigma, and health service utilization may be

correlated. However, not many studies have been conducted to understand Korean Americans’



perceptions of caregiving roles and what factors drive their health behavior related to their

cultural background.

Thus, the primary purpose of this study is to explore the personal experiences and
perceptions of caregiving among Korean Americans caring for older adults, who are age 65 and
older. Based on the literature, caregiving of older adults is physically, mentally and financially
challenging (Alzheimer’s Association, 2018; Laditka et al., 2012; Mannion, 2008). These
challenges may influence the health status of caregivers negatively, including those of Korean
American descent. Exploring the individual’s experience and perception of caregiving can
expand our knowledge and understanding of what influences their help seeking behaviors and

add to the existing evidence of the cultural influence on one’s caregiving role.

The second purpose of the study is to explore negative and positive reactions to the
caregiving role. Acknowledging their reactions to caregiving can help researchers build the
necessary foundation in terms of understanding the intervention necessary to decrease the
negative impact of the caregiving of older adults. It is also of interest to better understand
whether caring for someone can influence how caregivers utilize health resources in terms of

maintaining a good health status for themselves and for their care recipients as well.

The specific aims of this study are: (1) to explore the perceptions of caregiving and its
consequences among Korean American caregivers of older adults, (2) to explore the negative and
positive reactions to caregiving, and (3) to describe the factors that contribute to their use of

health care services.

This study consists of three manuscripts. The first manuscript was a literature review of

help-seeking behaviors of caregivers of people with dementia (PwD). Factors affecting help-



seeking behaviors of caregivers of PwD among the general population were explained. The
second manuscript was a concept analysis, where the antecedents, attributes, consequences, and
empirical referents were analyzed from the existing literature to differentiate the clear meaning
of perceived stigma with other types of stigma such as family-, self-, public- or structural stigma
among people who are affected by Alzheimer’s disease and related dementia (ADRD) were
explored. This was done in order to better understand the relationship and increase
communication between people who are involved with PwD, such as caregivers, nurses,
physicians, and researchers. Finally, the last manuscript explored the perceptions of the
caregiving role, challenges, strategies to overcome those challenges, and healthcare services use
among Korean American caregivers. Through these three manuscripts, clinicians and researchers
may expand their knowledge on caregivers of PwD and ADRD, so they can utilize this new
knowledge to perform better care and further development of assessment and interventions

necessary to improve the quality of life of people who are affected by ADRD.

Definition of Key Terms

Informal (Family) Caregiver: an unpaid individual such as a spouse, family member,
friend, or neighbor, who is involved in assisting the care-recipient with activities of daily living
and/or medical tasks. They typically spend an average of 24.4 hours per week providing care

(Family Caregiver Alliance, 2016; National Alliance for Caregiving and AARP, 2015).

Health Service Utilization: “the quantification or description of the use of services by
persons for the purpose of preventing and curing health problems, promoting maintenance of
health and well-being, or obtaining information about one’s health status and prognosis (Gellman

& Turner, 2013, p. 909).”
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Asian American (Korean-American): A person who claims their origins in any of the
countries from the Far East, Southeast Asia, or the Indian subcontinent. Korean American refers
in the same way to a person having origins in Korea, including persons who indicate their race as

“Korean” or “Korean American” (Census.gov, 2010).

Help-Seeking Behavior: An act or behavior looking or searching for a relief in response
to changes in health. The direction of this act is based on the interpretation of the problem by a

person who is the subject of the help-seeking process (Cornally & McCarthy, 2011)
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CHAPTER 2

RESEARCH PROPOSAL

Statement of the Problem

Family caregivers are the backbone of the care of older adults in the U.S, and those
workforce have reduced the cost for older adults tremendously by keeping them in the
community setting. When family caregivers provide care for maintaining the activities of daily
life of older adults at their home, physical workload, time management, and financial burden
could cause physical and psychological stresses that may put them under the risk of developing
cardiovascular disease, depression, or other adverse health conditions from caregiving. There are
many studies that revealed the underutilization of healthcare services by caregivers of older
adults even though they are such a vulnerable population who need more attention. Among them,
there are Asian American caregivers of older adults including Korean Americans who have an
additional layer of cultural tradition which may hinders them from healthcare service utilization.
However, not many studies included those groups to understand in depth to their perceptions of

caregiving roles and what factors drive their health behavior.

Purpose of the Study

The primary purpose of this study was to explore the personal experiences and
perceptions of caregiving among Korean American caregivers of older adults who are age 65 and
older. Exploring the individual’s experience and perception of caregiving can expand our
knowledge and understanding of what influences their health behaviors and add to the existing

evidence of the cultural influence on one’s caregiving role.
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The second purpose of the study was to explore coping strategies including negative and
positive reactions to the caregiving role. Acknowledging their strategies used to cope with
caregiving can help researchers build the foundation in which they have to begin to decrease the

negative impact of caregiving on adult caregivers.

The specific aims of this study were: (1) to explore the perceptions of caregiving and its
consequences among Korean American caregivers of older adults, (2) to explore the perceptions
of challenges to their caregiving role and what coping strategies are used, and (3) to describe the

factors that contribute to their use of health care services.

Significance of study

In the U.S, there were 46.2 million Americans aged 65 and over in 2014, and it will be
more than double by 2060 (US department of Health and Human Services, 2015). Among this
fast growing population, more than eighty percent of older adults have at least one or more
family or informal caregivers to maintain their activities of daily life (Kasper et al., 2015). As the
number of older adults increases, the number of caregivers for them increases as well. Previous
studies showed that family caregivers have more physical and emotional stress from caregiving
than non-caregivers that could negatively affect to the state of the public health (Grunfeld et al.,
2004; Musich et al., 2017; Paekh et al., 2017; Schulz & Beach, 1999). Furthermore, previous
studies revealed that older adults and their family caregivers underutilize the healthcare services
compared to non-caregivers, particularly among Asian Americans including Korean Americans
who are under the influence of their own cultural beliefs (Casado & Lee, 2012; Han et al, 2008;
Park et al., 2004). Based on what is known, healthcare providers should acknowledge the health
issues and underutilization of healthcare services among Korean American caregivers; they also

need to develop culturally tailored educational materials and instruments to promote their health
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behaviors and to prevent the health disparity among this group. However, there are scarce studies
regarding healthcare service utilization among Korean American older adults and their family
caregivers (Jang, Kim, & Chiriboga, 2010; Lee, Lee, & Diwan, 2010). Given the situation,
Korean caregivers need to be further examined to better understand how they perceive their role

as a caregiver and what affects their healthcare service utilization.

Review of the Literature

This section contains a description of key concepts; older adults, informal caregivers,
caregiving and the impact of caregiving for older adults including caregivers’ underutilization of
health care services, and literature examining Asian Americans including Korean American
caregivers. The evidence provided illustrated the importance of this proposal, and explain why it
is essential to better understand the target population in terms of promotion of public health by

addressing the issues among ethnic minority groups.

Key Concepts in the Study

Older Adults. In the US, population of age 65 and over is 46.2 million. By 2060, that
same population will be approximately 98 million, more than double the current amount (US
Department of Health and Human Services, 2015). Among them, Asian Americans consist of 5.6
percent which is 1.9 million, which is projected to increase to be 8.5 million by 2060 (US Census
Bureau, 2012). Older adults among Asian American grew four times faster than in the general
population between 2000 and 2010, forty-three percent versus nine percent (US Census Bureau,
2012). To prevent the health disparity among this racial and ethnic minority group, more

attention may need to be given to this group.
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Informal (Family) Caregiver. Informal caregivers are people who are involved in
assisting a person’s activities of daily living or instrumental activities of daily living to maintain
one’s daily life without monetary rewards, and they usually provide care in care recipient’s home
(Family Caregiver Alliance, 2016). There are about 34.2 million caregivers of an adult age 50 or
older (National Alliance for Caregiving and AARP, 2015, Caregiving in the US). Among them,
approximately fifteen percent of caregivers were categorized as caregivers of older adults
(Musich et al., 2016) and about ten percent of caregivers were caring for someone with dementia
(Alzheimer’s Association, 2017). According to Kasper and colleagues, persons with dementia
were receiving more help with activities compared to ones without dementia (Kasper et al.,
2015). The value that informal caregivers provide exceeded the value of paid home care and that
save approximately $470 billion healthcare expenditure (Family Caregiver Alliance, 2016). The
report by the National Alliance for Caregiving and AARP, which lists caregivers by race and
ethnicity, shows that sixty-two percent were White, thirteen percent were African American,

seventeen percent were Hispanic, and six percent were Asian Americans.

Caregiving. Research shows that more than 90% of caregivers provide activities of daily
living (ADLs) and more than 40% perform medical or nursing tasks because most of them do not
have any other options or they think it is their responsibility (Kasper et al., 2015). More than
60% reported that they are responsible for making decisions regarding the care recipient’s
treatment, communicating with healthcare professionals, and advocating for the care recipient

(Family Caregiver Alliance, 2016).

Asian Americans (Korean Americans). Asian American adults consist of 5.6 percent
(17.3 million) of the total US population (US Census, 2012) and 1.9 million, which is four

percent of the total US population, are age 65 and over (US Department of Health and Human
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Services, 2015). The Asian American population is expected to increase to 8.5 million by 2060
(US Department of Health and Human Service, 2015). Among them, Korean Americans are the
fourth largest group (Lee & Choi, 2012; Lee & Smith, 2012). Thirty percent of Asian American
caregivers, including Korean American caregivers, reported having caregiver burden with an

average of working 16 hours per week (Alzheimer’s Association. 2015).

Cultural Beliefs and Norms. Most Asian Americans' cultural beliefs are based on
Confucianism, specifically filial piety or filial responsibility (Dai, 1998; Lai, 2010). They share
many common cultural beliefs, which influence their caregiving and their help-seeking
(McCleary & Blain, 2013). For example, they consider dementia symptoms as part of normal
aging, and that normalization hinders them from seeking healthcare providers. Filial piety is a
fundamental value in Confucianism; adult children should respect their parents and should
support them in old age physically and financially when they cannot afford themselves. This
concept includes reciprocity, which means to repay their parents for the parental support they
received until they were fully grown (Lai, 2010). In terms of caregiving, due to the influence of
Confucianism, the first choice of the caregivers of older adults is most likely the oldest son’s
wife among Korean/ Korean Americans (Youn et al., 1999). On the other hand, most of the
primary caregivers among Americans are mostly spouse or daughter (Gatz, Bengtson, & Blum,

1991 in Youn et al., 1999).

There is another cultural norm, “face-saving," which considers exposing negative family
events as shameful and embarrassing. For example, members of the family do not want to
disclose their family member’s mental illness because it will ruin or dishonor their family name
(Smith & Kobayashi, 2002, in Lee et al., 2010). That may result the family caregivers’ low

utilization of healthcare services due to the stigma. Sun and colleagues (2014) found that
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Chinese American caregivers of older adults with dementia have a lack of communication and
initiative in seeking help (Sun et al., 2014). In their study, caregivers addressed stigma as one of
the barriers to seeking help. The stigma addressed in this study may be involved with face

saving.

Filial piety. Filial piety is one of the Confucian principles that has three important
elements: respecting and loving parents, bringing no dishonor to parents, and taking good care of
parents (Dai & Diamond, 1998). In this family centered cultural construction, children are
expected to sacrifice their own interest physically, financially, and socially for the benefit of their
parents or family as a responsibility (Dai & Diamond, 1998). There are four conceptual
components of filial piety: (1) concern for parental health, (2) financially supporting parents, (3)
fulfilling the housing needs of parents, and (4) respect for parental authority. Filial piety is the
central theme in caregiving in many different ethnicities as a responsibility or obligation to
parents, and it can influence the caregiving appraisal, caregiving burden, and caregiver’s
utilization of healthcare services (Lai, 2010). Family caregivers, particularly adult children
caregivers, may avoid seeking help due to saving family face or avoid social stigma. When their
parent is ill, family caregiver try to keep the one at their home because taking good care of their

parents at home is regarded a good practice of the filial piety (Lai, 2010).

Familism. “Refers to strong identification and solidarity of individuals with their family
as well as strong normative feelings of allegiance, dedication, reciprocity, and attachment to their
family members, both nuclear and extended (Knight & Sayegh, 2010, p. 7).” Familism is
multidimensional, with subcomponents that may have differential impacts on caregiving (Knight
& Sayegh, 2010). The subcomponents of familism are family obligation (obligation to provide

caregiving for family members); support from the family (expectation of support from family
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members when needed); and family as referents (rules about how life should be lived derived
from the family) (Knight & Sayegh, 2010). In a review of cross-cultural comparisons of familism
among dementia family caregivers, Knight and colleagues (2002) found that familism was
associated with acculturation to the Western value of individualism. The lowest levels of
familism were found in White American samples, followed by African American, Japanese
American, Korean American, Latino American, and Korean samples. Familism may affect the
coping strategies negatively which may lead to worse outcomes among caregivers (Knight &

Sayegh, 2010)

Acculturation. Acculturation is the process of assimilating oneself to the new culture
(Berry, 1998; Marshall, 1990). In other words, it is the process of changing one’s values,
behaviors, or attitudes. All immigrants might experience this process and they may have
different levels of acculturation with different levels of stress. Berry categorized acculturation as
integration, assimilation, marginalization, rejection (Berry, 1998). However, acculturation is an
on-going process in one’s life in a new culture. The levels of acculturation may affect many
aspects of ones’ lives. For example, low acculturation levels with high Asian values can increase
psychological distress and adjustment issues (Suinn, 2010). Different levels of acculturation
between family members might also increase family conflicts or emotional problems (Suinn,

2010).

Impact of Caregiving and Healthcare Utilization. Caregiving of older adults involves
assisting activities of daily living including dressing, feeding, bathing and helping in- and out of
the bed in which they have to put much time and effort to maintain their care recipients’ need.
Family caregivers spent average 24 hour per week for providing care for their care recipients and

among those family caregivers, the ones who reside with their care recipients work prolonged



20

hours of average 40 hours per week (National Alliance for Caregiving and AARP, 2015).
Because their time unable to separable from their care recipients’, they may feel overwhelmed
emotionally than who are living separately. The previous studies found that caregivers have
higher morbidity and mortality risks than non-caregivers (Grunfeld et al., 2004; Musich et al.,
2017; Paekh et al., 2017; Schulz & Beach, 1999). They have higher prevalence of depression,
cardiovascular disease and diabetes (Bruce et al., 2008; Burgener et al., 2013; Laditka et al.,
2012; Link et al., 1986; Mannion, 2008). Grunfeld and colleagues revealed that caregivers had
equal to or greater psychological morbidity than care recipients who were suffering from breast
cancer (Grunfeld et al., 2004). Parekh and colleagues showed that thirty percent of caregivers
experienced health problems related to caregiving (Parekh et al., 2017). All of these studies
showed that caregiving affects caregivers’ physical and psychological health. To enhance

caregivers’ health status, more attention should be given to these populations.

One factor that may affect caregivers’ well-being is health care utilization. Previous
studies showed that family caregivers underutilize the formal care resources compare to the non-
caregivers, as well as having a low awareness of healthcare services that are available for them
(Boots et al., 2015; Casado & Lee, 2012; Musich et al., 2016). Boots and colleagues (2015)
found that family caregivers of persons with dementia expressed fear of rejection and low
acceptance from their ethnic society, which hindered them from seeking help (Boots et al.,
2015). Burgener and colleagues (2013) support this finding that fear of negative response and

social isolation might be a caregivers’ stressor, which may influence their healthcare utilization.

This phenomenon-underutilization of healthcare services- is pertinent among Korean
American older adults. Korean Americans as a group with highest uninsured rate among the

subgroups of Asian Americans may affect their underutilization of healthcare services (The



21

Kaiser Family Foundation, 2008). In addition, Kwak and colleagues (2007) found that some
Korean American older adults and their caregivers underutilized healthcare resources, such as
palliative care and hospice services for their family members during the end of life. Reports also
illustrated limited use of mental health services for older adults with cognitive impairment due to
the belief of fulfilling their moral duty as adult children in terms of filial piety (Kwak et al.,
2007; Lee et al., 2014). Including Kwak and colleagues’ study, previous studies’ identified
factors that influence caregivers’ attitude toward healthcare services are familism, filial piety,
differences in food, and language barrier (Han et al., 2008; Kwak et al., 2007; Lee et al., 2014;
Park et al., 2004; Youn et al., 2004). Cultural influences, described above may have a significant

impact on how Korean American caregivers use health care services.

Summary

As the population of older adults continue to increase rapidly, the numbers of caregivers
for them will also need to increase. While they are caring for their family members, evidence has
shown that caregivers are under physical and emotional stresses, which may lead them to
develop various health issues that may incur noticeable financial costs. In addition, previous
studies revealed that caregivers underutilize healthcare services and have limited awareness of
available resources. More importantly, caregivers from ethnic minority groups may have more
factors hindering them from seeking healthcare services, such as language barriers and their own
cultural beliefs-filial piety, familism and face saving- and norms around caring for their loved
ones. Healthcare professionals should recognize such barriers and cultural context to understand
what their needs are. To better understand these phenomena among Korean American caregivers,
this proposed study will explore how Korean American caregivers perceive caregiving around

their role, coping strategies, and healthcare utilization.
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Research Methodology

Research Design

A qualitative descriptive approach with thematic analysis was used with semi-structured
interviews to describe and explore Korean-American caregivers’ perceptions and experiences of
caregiving and health service uses. Qualitative descriptive approach was used because this
method can help us to understand the cultural nuances and personal impact of caregiving by
adapting a person-centered and holistic perspective (Holloway & Wheeler, 2014). Furthermore, a
qualitative descriptive method was chosen because it is “the method of choice when straight
descriptions of phenomena are desired” (Sandelowski, 2000, p. 334). According to Sandelowski
(2000), the qualitative descriptive approach facilitates a comprehensive summary of an event in

our daily lives which was a good fit to understand caregivers of older adults.

Additionally, the qualitative descriptive approach can stay closer to the data than other
qualitative method. In other words, qualitative descriptive approach requires low inference,
which researchers put much of their interpretive opinion to the event they observed or
experienced (Sandelowski, 2000). Considering all the benefits mentioned above, the qualitative

descriptive approach was the best fit for this proposal.
Pilot Study

To examine the feasibility and interview guide in terms of cultural context and validity a
pilot study was conducted. With the approval of University of Virginia Institutional review board
(IRB) (IRB#2016-0431-00), the primary investigator (PI) recruited the participants from the
metro New York and Northern Virginia area by posting flyers and contacted local Korean

American senior center coordinator, and church pastor. Period of recruiting and data collection
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was between December 10th, 2016 and March 31, 2017. Inclusion criteria was 1) Age 18 and
older, 2) be a family member/partner, 3) reside with or have contact with a person who is
diagnosed with dementia (vascular, Lewy-body, Alzheimer’s) at least twice a week, and 4) be
self-identified as Korean-American. The targeted range of sample size was three to 20. The Pl
screened and set an appointment for the interview after the participants contacted and showed the
interest in the study. All interviews were conducted in Korean. All were recorded and transcribed

verbatim and translated into English.

Results. There were four participants who contacted and four were included in the pilot
study. One was a spouse and three were adult child caregivers. Range of their age was 44 to 81.
All were bicultural status in terms of the level of acculturation, which means all of them were
assimilated to the western culture while they still keep their old culture. Only one interview was

held at the participant’s home and the rest were at the local coffee shop or bakery.

Conclusions. Different recruitment strategy was considered to engage more participants
such as revising inclusion criteria, modifying the terms on the flyer and emails to the personnel
of local Korean community centers and conduct in-person recruitment to provide more education
regarding the study at the local Korean churches or senior centers. Include local Korean
newspaper and social network sites were other options, such as including the group sites of any
local Korean churches on Facebook. Han and colleagues found that utilizing ethnic media was
effective when recruiting hard to reach population (Han et al., 2007). By changing the inclusion
criteria number three (reside with or have contact with a person who is diagnosed with dementia
(vascular, Lewy-body, Alzheimer’s) at least twice a week) into the family member/partner who

are caring for older adults produced better outcome in terms of recruitment. Interview guide was
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revisited to broaden up the contents to ask experiences of caregiving in general to specific

concerns or challenges of caregiving.

Data Collection Procedures

Participants and Setting. The target population was Korean American family caregivers
of older adults, no matter which generation they are. Participants were recruited by purposive,
non-probability, convenience sampling methods and the snowball technique, from the Metro
New York area and Northern Virginia where a majority of Korean immigrants reside (Yeo &
Gallagher-Thompson, 2006, p 246; Yoon et al., 2016). According to the US. Census Bureau, 9%
and 4.8% of Korean Americans are living in both metro New York and Virginia, respectively
(U.S Census, 2010). They are second and fourth place in population wise following after
California, New Jersey, and Texas. Northern Virginia was selected because of the vicinity to the

Pl in terms of feasibility.

Sample Size. Based on the sample characteristics and suggestions from literatures (Lee
& Smith, 2012; Lee & Yim, 2012; Moore & Cahill, 2013; Navab et al., 2013; O’Sullivan et al.,
2014; Park et al., 2004; Prorok et al., 2013; Sun, 2014) and with the revision of inclusion criteria
after the pilot study, sample range twenty to forty seemed appropriate for this proposal.
However, interviews were continued to be gathered until saturation (means there are no more
new concept or repeatedly shown similar concepts) has been reached (Creswell, 2016, p110).
Guest et al.(2006) asserted in their experimental study that small samples like three can be
enough within a homogeneous population who share a particular cultural context. Furthermore,
Magilvy and Thomas (2009) suggested the sample range for qualitative descriptive study from

three to twenty (Magilvy & Thomas, 2009).
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Recruitment. IRB-approved emails were sent to the leaders of organizations, churches or
clinics, such as the Korean American Senior Centers or Korean-American clinics in targeted
areas. In particular, churches are one of the most successful place to recruit participant (Han et
la., 2007), the PI primarily contacted the pastors of the local churches as well as the local senior
centers to set up a booth to hand out information about the study. Flyers that also indicate the
incentive for participating ($10 value of local grocery store gift card) the study were posted in
multiple places within the Korean community, such as Korean churches, Korean grocery stores,
and Korean senior centers, and clinics. A sign-up sheet was provided for people who want more
information and then the PI contacted them to see if they were eligible for the study. Individuals
also contacted the PI directly from the contact information listed on the flyer. The PI have
utilized the social network sites, such as the site of local Korean churches or local Korean
communities on the Facebook and Kakaotalk by posting the flyer to promote recruiting.
Kakaotalk is the worldwide social network that the majority of Koreans are using as a way of
communicate. One last strategy was the use of snowballing technique (Creswell, 2016, p 109).
When one interview was completed, the Pl askd whether the participant can suggest other
volunteers for the PI to contact. The PI contacted and screened them by using the inclusion

criteria.

Inclusion criteria were 1) Age 18 and older, 2) be a family member/relative who is caring
for older adult age 65 years and over, 3) reside with or contact with older adult at least twice a
week, and 4) be self-identified as Korean or Korean American. Once they were selected as a

participant, the PI set an appointment for the interview.

Data Collection. Informed Consent and Survey. Once participants verbally agreed to

participate in this study (participants contacted the PI through the various contacts that were
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provided on the flyers and to the leaders of the communities or in person at the information
booth), the PI contacted each of them and arranged an appointment to elicit informed consent
(Korean/English version available). Study participants have completed/signed a consent to
participate in the study prior to the collection of any research data which was needed to confirm
confidentiality and participants’ voluntary participation. To increase the number of participants,
the PI had set up a table in the facilities/ churches to explain about the study to the candidate of
the study to get a verbal consent. The Pl have conducted the whole process including consent
and interview process, which means the participants received the consent form and signed before

they have an interview.

At the beginning of the interview session, the revised Participant Information Form (PIF)
was completed by participants after they have completed the written consent form. The PIF
includes basic demographic information and characteristics of participants such as the type of
health insurance, relationship to the care recipient, and the length of caregiving, but this form
was revised to better fit the population of interest. It was a self-reported questionnaire and

estimated completion time was approximately 5 to 10 minutes.

Interviews. Face-to-face interviews, with semi-structured interview protocol, in either
Korean or English based on participant preference, was conducted by the PI. The semi-structured
interview questions were focused on the experience of caregivers. Furthermore, the interviewer

could manipulate the sequence of questions depending on each participant's reaction.

According to Holloway and Wheeler (2010), "interview studies have contributed to the
understanding of participants and the wider culture. In health research, interviewing provides the
basis both for exploring colleagues' perspectives and clients' interpretations™ (Holloway &

Wheeler, 2010, pp. 87). Participants can express their thought freely within semi-structured
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interviews while researchers can have the freedom to prompt for more information. Thus, both

researcher and participants were satisfied with this method of data collection.

The interview took approximately 60 to 90 minutes. They were audio-recorded.
Participants were asked open-ended questions about their experiences as caregivers of older
adults. General questions, such as “please tell me about your experience from taking care of your
parents/spouse” and questions that asks any challenges or experiences that hinder or promote
their seeking help, were included. Interview questions were developed the Pl adapted from past
studies. It was revised after the pilot study to broaden the spectrum of question to caregivers of
older adults. The Pl made notes during and after each interview (See Appendix A). After
interviews were completed, the participants received the local grocery store gift card ($ 10) for

appreciation of participating in the study.

Data Analysis Strategy

Thematic Analysis (TA) was used for three specific aims because TA is a method for
“identifying, analyzing, and reporting patterns (themes) within data. It minimally organizes and
describes your data set in (rich) detail” (Braun & Clarke, 2006, p. 6). Braun and Clarke asserted
that TA is the first qualitative method of analysis that researchers should learn. TA is the basis
for conducting many other forms of qualitative analysis. One of the benefits to conducting TA
was flexibility. With or without the theoretical framework, TA provides a flexible and useful
research tool, which can potentially provide a rich and detailed, yet complex account of data

(Braun & Clarke, 2006). For these reasons, TA was the best fit for this proposal.

The PI adapted the seven steps of thematic analysis as stated by Braun and Clarke (2006).

The PI (1) read and re-read the transcript to become familiar with the data, (2) generated initial
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codes, in this process, Pl have conducted open coding, (3) during the second coding, focused
coding was conducted, (4) categorized and searched for themes, (5) reviewed themes, (6) defined
and named themes, and (7) produced the report. This process was repeated by the Pl and another

researcher.

Recorded interviews were transcribed verbatim and analyzed. After analysis, codes and
excerpts were translated into English. The codes and excerpts of the first five interview
transcripts were translated into English and sent to the bilingual researcher to ensure the accuracy

and validity. The software Dedoose provided by the institute was used for storing, sorting,

retrieving, and coding data. Dedoose was chosen because it is web-based and user-friendly.

Reliability and Validity

To add to the rigor, conceptual and methodological verification were done by member
checking such as sharing coding and categorizing processes with other researchers or discussing
them with a qualitative expert. To ensure rigor and validity, the Pl have confirmed the contents
with the informants for member checking and during the coding process, the PI has sent the
English translated codes and excerpts of the first five interviews to the bilingual researcher to
check the accurate translation including the nuance of the meaning of the codes. Also, the
proposal was presented at the conference to have the peer feedback to ensure credibility

(Shenton, 2004).

Study Limitations

The convenience sampling method would be a limitation, in that there was a possibility
of sampling bias and social desirability bias. Also, findings from a small sample size from
metropolitan New York area and Virginia had a limited transferability to the Korean-American

population as a whole. Since this study is a cross-sectional study, research results were limited to
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understand the perceptions caregiving and health service uses of caregivers of older adults
among Korean-American over time. To strengthen the study, a future study should plan to
increase the sample size or include participants from other Asian countries, such as China,
Vietnam, or India, and last, including different geographical areas within the US to increase the

transferability.

Protection of Human Subjects

University Institutional Review Board-Social and Behavioral Sciences (IRB-SBS)
approval was sought since this study involved interacting with individuals and assessing
individual characteristics or behavior including perception, cognition, cultural beliefs and social
behavior. Since the IRB-SBS has been approved for the pilot study for the dissertation study
(IRB# 2016-0431-00), the PI has submitted a modification to address the expanded dissertation

research.

A minimal risk existed in this study because this study was descriptive in nature, based
on participants' personal thoughts such as perception and experiences and data were collected
through face-to-face interview, self-report questionnaire and no other intervention or interaction
with other personnel. Some subjects may have been subjectively sensitive to participants because
they were discussing the care of loved ones. In the context of those discussions topics such as
stereotype, labeling, and discrimination could aroused and caused emotional distress while they
were sharing their experiences during the interview. The PI has provided resources such as the
coordinator of elder care support group at the local senior center or church. This study included

"risk-sensitive™ participants of the minority group, and probability of harm occurring is minimal.
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To minimize the risks, the P1 ensured that the participants fully understand the purpose of
this study and processes in detail in either Korean or English, including participants' right
regarding participation and withdrawal during the study (Creswell, 2016, pp.51). The P1 was
attentive to both verbal and nonverbal cues for signs of physical or emotional distress. Any
adverse reactions noted during the participation was supposed to be reported to the Institutional

Review Board (IRB) of the University of Virginia within the respective time frames outlined.

Inclusion criteria for the study was defined as 1) being Age 18 and older, 2) being a
family member/relative who is caring for an older adult age 65 and over, 3) residing with or
contact with a care recipient at least twice a week, and 4) being self-identified as Korean or
Korean American. Exclusion criteria was defined as being an immigrant from other countries
and speaking other languages. There was no additional staff other than PI; thus no staff training
plan was needed. The participants who belong to a vulnerable population such as children,
prisoners or persons with impaired decisional capacity were not included in this study because

participants should be family caregivers’ of older adults, not patients themselves.

To minimize the potential for the loss of confidentiality, demographic survey and
transcripts of the interview were stored separately in a locked file cabinet in a locked office in
the School of Nursing separate from the consent forms that was locked. Participants were
assigned unique identification numbers that are linked to transcripts and Participant Information
Form (PIFs). The cross reference sheet was stored with the consent forms. Only the documents
with identified numbers were used for data analyses. After recordings and verbatim transcripts

are completed, all audio files were destroyed, six months after data collection.
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Abstract

Alzheimer’s disease and related dementia (ADRD) is a rapidly growing disease among older
adults. More than half of the Persons with Dementia (PwD) are not formally diagnosed, often
suffering under physical and emotional strain without any treatment. As a result, it is critical to
understand what triggers or hinders help-seeking behavior among this population. This review
examined evidence related to help-seeking for caregivers of PwD to understand the barriers and
facilitators to seeking support services for their loved one. Twenty-seven relevant publications
meeting the inclusion criteria were selected. Three categories of barriers to help-seeking among
family caregivers of PwD were identified: individual, structural, and cultural. To promote help-
seeking among PwD and their caregivers, education regarding dementia etiology, symptoms, and
progression of the disease, and available treatment resources is needed. Furthermore, culturally

and linguistically tailored resources may be necessary.



48
Introduction

Dementia, specifically Alzheimer’s disease, is a rapidly growing global pandemic
(Alzheimer’s Association, 2018; Regan, Bhattacharyya, Kevern & Rana, 2013). An estimated
46.8 million people in the world are living with dementia (Prince et al., 2015) and among the
affected population, less than half of the cases were diagnosed as Alzheimer’s Disease and
related dementia (ADRD) (Morgan et al., 2014). By 2030, the number of people having dementia
is expected to increase to about 74 million and 131.5 million by 2050 (Prince et al., 2015). In the
United States, there are currently 5.7 million people with ADRD, and this number is projected to
increase to 13.8 million by 2050 (Alzheimer’s Association, 2018). As of 2015, 110,561
Americans died from AD, which makes it the 6™ leading cause of death in the United States and
the 5" leading cause of death among people 65 years and over (Alzheimer’s Association, 2018;

Hughes, Tyler, Danner, & Carter, 2009).

In 2017, more than 16 million people, most of the family members, provided unpaid care
for persons with ADRD (PwD), which was calculated to be 18.4 billion hours of care that was
valued at $232 billion (Alzheimer’s Association, 2018; Laditka et al., 2012). Caregivers of PwD
experience higher levels of stress than caregivers of persons without dementia, which may cause
both mental and physical illnesses such as cardiovascular disease, decreased immune function,
and depression (Alzheimer’s Association, 2018; Laditka et al., 2012; Mannion, 2008). For that
reason, approximately eleven billion U.S. dollars per year were spent on the physical and

emotional toll on caregivers’ of older adults with ADRD (Alzheimer’s Association, 2018).

Even though the importance of early diagnosis is addressed by many researchers,
ADRD are still frequently left undiagnosed among many in the general population (Alzheimer’s

Association, 2018; Amjad et al., 2018; Bayer, 2012; Jimenez, Jaen, Garcia, & Barahona-
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Alvarez, 2013; Kiral, Ozge, Sungur, & Tascelen, 2013; Nourhashemi et al., 2008; Okie, 2011,
Wahlster, Niederlander, Kriza, Schaller, & Kolominsky-Rabas, 2013). According to Dartigues
(2011), only one out of every three patients is diagnosed in the early stage of dementia and
estimated time from detecting memory problems to seeking medical care ranged from one to
almost three years (Leung et al., 2011; Xiao, Habel, & De Bellis, 2015). Without a diagnosis,
patients are not eligible to have well-timed treatments such as pharmacological drugs,
psychosocial interventions, and counseling support for patients and family members (Kuo &
Shyu, 2010; Morgan et al., 2014). When these treatments are given during the early stages of
AD, it may slow down the disease progression more effectively than at a later stage of the
disease (Hughes et al., 2009). Thus, early diagnosis is critical to improving the quality of life for
both PwD and their caregivers. Furthermore, in the early stage, PwD are more actively involved
in their care plans and activities while they can contribute to the decision choices that are being
made (Hughes et al., 2009). To promote early diagnosis, understanding what affects their help-

seeking behavior is essential.

According to the Alzheimer’s Association report (2018), early diagnosis of AD for the
current US population could save 7.9 trillion dollars (Alzheimer’s Association, 2018). In
addition to the economic benefit of an early diagnosis of ADRD, family members have more
time to adjust to their roles as caregivers and to educate themselves regarding the disease
trajectory and the resources available to them (de Vugt & Verhey, 2013; Dubois, Padovani,
Scheltens, Rossi, & Dell’ Agnell, 2015; Hughes et al., 2009; Morgan et al., 2014). Further,
because early diagnosis and proper treatment may reveal a reversible cause of the disease and

assist PwD, and their caregivers in identifying needed support to enhance the quality of life for
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them both (Alzheimer’s Association, 2018; Leung et al., 2011), seeking healthcare or resources

for their unknown condition is critical.

Time strain may be an issue for caregivers of ADRD. Obtaining a cognitive evaluation
and diagnosis may be a cumbersome process regarding time, effort, and expenditure for both
PwD and family caregivers. According to the annual report of the Alzheimer’s Association
(2018), family caregivers of ADRD spend about twenty hours per week, and six out of 10
caregivers are employed, while they are caring for their family members (Alzheimer’s
Association, 2018). Furthermore, financial constraints and adverse effects of the reimbursement
system can affect caregivers’ seeking of a healthcare provider (Dubois, Padovani, Scheltens,
Rossi, & Dell’ Agnello, 2015). This is especially true for family members who have had
previous experiences with AD as they tend to delay seeking a diagnosis because they learned
from their experiences that the efficacy of AD treatment is low because of the disease process
(Rapp, 2014). To promote family caregivers of PwD’s help-seeking behavior, understanding

factors, which facilitate and hinder, in addition to those factors mentioned above, is important.

Conceptual Framework

An individual’s health-related behaviors may be determined by what one knows or how
they perceive the disease and its process (Hochbaum, 1958). The interacting variables of
demographic factors, knowledge, and education each affect and individual’s perception which
influences one’s decision making related to help-seeking behaviors. To better understand one’s
own belief about health and disease, one must disentangle what is known as reality versus a
perception. These factors may influence decision making related to help-seeking behaviors that
are important in managing this disease. As a result, to promote early diagnosis of ADRD,

learning about caregivers’ perceptions about the disease, their knowledge about the progression
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of the disease and their experiences throughout the caregiving are important. In this integrative
review, the factors that are facilitating and hindering help-seeking behaviors among family

caregivers of PwD were examined.
Methods

Four digitalized databases, Cumulative Index to Nursing & Allied Health Literature
(CINAHL), Ovid Medline, PsychiInfo, and Web of Science, were searched for the literature
relevant to the keywords: “family caregiver” or “caregivers”, and, “help-seeking” or “help-
seeking behavior” or “healthcare utilization” or “health behavior”, and “Dementia”. A total of
177 manuscripts were identified. All articles on the list were exported to RefWorks for further
data management. Thirty-three duplicates were removed from the list, and 116 articles were
removed after the title and abstract screen. Finally, 28 articles were retrieved after inclusion/
exclusion criteria were applied. Inclusion criteria included 1) peer-reviewed articles, 2) written in
English, 3) published from 2008 to 2018, and 4) relevant to keywords. Articles were excluded if
the studies were 1) reviews of the disease and treatment, 2) review of the literature, 3) editorials,
4) not relevant to dementia or caregiving, and 5) focused on pathophysiological issues. Among
28 full-text articles, eight were removed because the main focus of the articles was irrelevant for
the purpose of the review although they were included based on the keywords. Additionally,
seven studies were found by manually searching the reference lists of journal articles identified.
As a result, a total of 27 articles were selected to be included in this integrative review (See

Figure 1).

Results
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Twenty-seven peer-reviewed studies were selected. Of the 27 studies, 19 studies were
conducted with a qualitative design and eight studies used a quantitative design. The studies
were conducted in four different countries; USA (14), Canada (5), Australia (6), and UK (2). Ten
studies were conducted with participants including ethnic minority groups: African American,
Chinese, Korean, and Vietnamese. The majority of the participants were White (59.4 %) and
female (62.1 %). Among the rest, 18. 1 % were Asian. Sample sizes of the studies in the review

ranged from eight to 1,3609.

Most of the studies explored hindering factors more than facilitating factors. Facilitating
factors were categorized into three groups: The level of knowledge, caregiver’s levels of stress,
and caregivers’ demographics. Hindering factors were categorized into three groups: Individual,

structural, and cultural factors. These will be further described below.

Facilitating Factors

In terms of facilitating factors, the level of knowledge, caregiver’s levels of stress, and
gender were key findings. Five studies included within the review found that the level of
knowledge was the most prominent factor to help-seeking among family caregivers of PwD
(Casado, Hong, & Lee, 2018; Haralambous et al., 2014; Morhardt, Pereyra, & Iris, 2010; Morgan
et al., 2014; Noureldin, Murawski, Mason, Hyner, & Plake, 2017). For example, Casado and
colleagues (2018) found that AD knowledge reduces the negative perceptions around ADRD.
When PwD and their caregivers have more knowledge, they may have more positive attitudes
toward seeking health providers. Further, early education regarding the disease and available

healthcare system may enable caregivers seeking help (Haralambous et al., 2014).
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Caregivers’ levels of stress or anxiety were found as facilitating factors (Bergman, Haley,
& Small, 2011; Mukadam, Cooper, Basit, & Livingston, 2011). Bergman and colleagues found
that caregivers who are most distressed in bereavement utilized formal services (Bergman et al.,
2011). Also, caregivers who have more physical and emotional stress and have anxiety regarding
care recipients’ safety or opinion of others tend to seek formal care more than those who are not

(Mukadam et al., 2011).

The third facilitating factor was the caregiver’s demographic factors such as gender and
ethnicity (Brown & Chen, 2008; Casado, Hong, & Lee, 2018; Lee & Casado, 2011; Hayes,
Zimmerman, & Boylstein, 2010). The study by Brown and Chen revealed that caregiver
husbands are slower than caregiver wives to notice cognitive symptoms, but they are quicker to
seek for help from outside of the family and utilize healthcare providers during early stages of
the disease (Brown & Chen, 2008; Hayes et al., 2010). Contrary to the norm that most Asian
American adults have a negative attitude towards dementia care (Casado et al., 2018; McCleary
etal., 2012; Sun, Mutlu, & Coon, 2014; Xiao et al., 2015), in one study by Casado et al. showed
Korean Americans have a positive attitude towards seeking help regarding dementia care
(Casado et al., 2011). This may add the influence of ethnic background not only as a hindering

factor but also facilitating factor.
Hindering Factors

Individual characteristics. Multiple studies (n=12) revealed that lack of knowledge
was a major reason among caregivers of PwD to defer seeking help (Haralambous et al., 2014;
Hughes et al., 2009; Koehn et al., 2012; Lee et al., 2017; Leung et al., 2011; McCleary et al.,
2012; Morhardt et al. 2010; Mukadam et al., 2011; Robinson et al., 2012; Stockwell-Smith,

Kellett, & Moyle, 2010; Werner et al., 2017; Xiao et al., 2015). Limited understanding of
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dementia symptoms, diagnosis, and treatment can delay seeking help variously. According to
Leung and colleagues (2011), caregivers do not seek formal help because they are not aware of
the early symptoms of AD. Also, the study by Hughes and colleagues (2009) showed that a lack
of knowledge about AD prior to initial symptom recognition delayed African Americans
caregivers’ seeking healthcare providers. Additionally, a majority of the Hispanic American
participants did not regard AD as seriously as their White counterparts, which may be due to the

lack of knowledge about AD (Van Liew, Wooldridge, Kothari, & Cronan, 2014).

Normalization of dementia symptoms is another factor related to the low level of
knowledge that prevents caregivers from seeking help (Leung et al., 2011; McCleary et al., 2012;
Morhardt, Pereyra, & Iris, 2010; Mukadam, Cooper, Basit, & Livingston, 2011; Van Liew,
Wooldridge, Kothari, & Cronan, 2014; Xiao et al., 2015). Even though family caregivers of PwD
notice early symptoms of dementia, they regard them as normal aging symptoms
(normalization), so they live without taking any action. Some family caregivers believe that the
dementia symptoms are caused by stress; thus they do not search for the assistance of healthcare
but wait until the problem is resolved (Morhardt et al., 2010). Uncertainty can be caused by not
knowing about the disease progression, treatment, and the formal healthcare system (Leung et
al., 2011; Mukadam et al. 2011). When family caregivers notice the symptoms, they are not sure
if they are related to the disease or normal aging. Also, they are not certain about available
resources and the effectiveness of the treatments, so they wait until they desperately need help
from outside of the family. Both normalization and uncertainty may stem from a lack of
knowledge. They may be prevented by educating the lay public regarding the symptoms and

treatment of ADRD.
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Gender is another factor that influences caregivers’ seeking help (Brown & Chen, 2008;
Gainey, Payne, & Kropf, 2010). Female caregivers usually notice the symptoms of dementia
earlier than male caregivers, but the coping strategy they apply is avoidance, which delays
seeking help, which results in beginning the treatment later (Brown & Chen, 2008; Gainey et al.,

2010).

Structural characteristics. The lack of healthcare resources was found in five studies as
a major structural characteristic. Lack of community-based resources or inaccessibility of
services can discourage caregivers from utilizing services (Forbes et al., 2012; Lee et al., 2017,
McCleary et al., 2012). Furthermore, the complexity of the service system, travel required
getting to services, and lack of culturally appropriate services or trained providers hinder
caregivers from seeking services (Haralambous et al., 2014; Lee et al., 2017; Van Liew et al.,
2014). Specifically, family caregivers who are relatively new immigrants experience more
difficulty in seeking help than caregivers of the non-immigrant group in a similar situation

(Koehn et al., 2012; Sun et al., 2014).

Other structural characteristics may include challenging environments such as remote
geographical areas and communities with poorer socioeconomic status. Communities in rural
areas often lack of adequate community-based services and supports, which can hinder
caregivers from approaching to health services (Forbes et al., 2012; Gainey et al., 2010). Also,
the caregivers from the communities with a low socioeconomic status showed lower rates of the
formal service utilization (Gainey et al., 2010). Given this lack of healthcare resources and lack
of utilization in rural areas, ways to promote help-seeking across environmental and socio-

economical settings need to be addressed.



56

Cultural characteristics. Caregivers of people who are members of ethnic minority
groups, especially Asian Americans including Korean Americans, have different hindering
factors. Different cultural beliefs such as filial piety (Haralambous et al., 2014; Koehn et al.,
2012; Mukadam et al., 2011; Sun et al., 2014; Van Liew et al., 2014; Xiao et al., 2015), the level
of acculturation (Xiao et al., 2015), stigma (Forbes et al., 2012; C; McCleary et al., 2012;
Robinson et al., 2012), and language barrier (Haralambous et al., 2014; Lee et al., 2017; Xiao et

al., 2015) affect caregivers’ help-seeking..

Caregivers from Asian countries such as China, Korea, and Vietnam strongly believe that
caring for old parents is an obligation or reciprocal family responsibility (Haralambous et al.,
2014; Mukadam et al., 2011; Stockwell-Smith et al., 2010). Furthermore, caregivers who are
more acculturated to the western culture, are typically more flexible in terms of the family
obligation, and are often more knowledgeable about the available healthcare resources in their
community (Xiao et al., 2015). Thus, cultural characteristics, filial piety, acculturation, and may

affect caregivers’ decision making to utilize health services.

Stigma may affect family caregivers’ help-seeking as well. The stigma associated with
dementia makes family caregivers reluctant to disclose the disease due to the fear of
embarrassment (Forbes et al., 2012; C; McCleary et al., 2012; Robinson et al., 2012). Lee and
Casado (2011) described that two-thirds of the participants believed that dementia was a form of
insanity that could stigmatize PwD and their family caregivers. However, contrary to common
Asian cultural norms, their study showed that Korean Americans were willing to seek and accept
help from outside of the family in dementia care because their values about elder care may have
deviated from traditional values and the perceptions of the seriousness of a disease and burden

outweighed the shame from the stigma (Lee & Casado, 2011).



57

Lastluy, having a language barrier (English as a second language) was mentioned as a

barrier for family caregivers (Haralambous et al., 2014; Lee et al., 2017; Xiao et al., 2015).
According to Lee and colleagues, most of the Korean American family caregivers did not search
for dementia-related information written in English, which led them to delay seeking help to go
through the further process to be diagnosed (Lee et al., 2017). In relation to the language barrier,
some family caregivers of ethnic minority groups showed a lack of trust for health care providers
or of information about the healthcare system (Mukadam et al., 2011; Phillipson & Jones, 2012;
Phillipson, Magee, & Jones, 2013; Werner et al., 2017). Overall, the language barrier may be the
big challenge to address among many immigrants, in terms of the access to healthcare and

further processes.
Discussion

The purpose of this review of the literature was to explore the facilitating and hindering
factors affecting the help-seeking behavior of the family caregivers of PwD. The Key findings of
this review were the importance of caregivers’ level of knowledge, gender, and cultural belief

related to help-seeking behavior such as filial piety and stigma.

The impact of the level of knowledge among individuals on help-seeking behavior may
emphasize the importance of the caregiver’s understanding of the disease and available
resources. This result is aligned with studies in the past (Devoy & Simpson, 2017; Neary &
Mahoney, 2005) in which the authors found that a lack of knowledge about dementia was a
primary barrier to early diagnosis. Furthermore, knowledge of disease can be an influential factor
in deciding whether to seek help when caregivers of PwD notice symptoms of cognitive

impairment among ethnic minority groups as well (Casado et al., 2018; Sayegh & Knight, 2013).



58

Well-informed caregivers may have more of a positive attitude towards seeking help from formal

services than those who are not (Casado et al., 2018).

Under the umbrella of the level of knowledge, normalization is another identified factor
(Devoy & Simpson, 2017; Eustace et al., 2007; Jang, Kim, & Chiriboga, 2012; Kuo & Shiu,
2010; Neary & Mahoney, 2005; Riva et al., 2012). In those studies, caregivers thought the
ADRD symptoms, especially memory loss, were caused not by disease, but by stress, depression,
trauma, life hardships, old age, and medication side effects. That biased attitude towards

dementia symptoms led them to not seek formal healthcare (Morhardt et al., 2010).

Normalization is not only the caregivers’ issue but care providers’ as well. According to
Kiral and colleagues, normalization was a hindering factor among healthcare providers (2013).
In this study, primary care physicians fail to diagnose the early stage of disease due to time
constraints and normalization. The lack of time during patient visits makes physicians defer the
proper cognitive assessment, which results in mild cognitive impairment being considered a part
of normal aging (Kiral et al., 2013). To solve this problem, accurate, simple, and cost-effective
diagnostic tools for general practice physicians should be developed for an easy approach to
detecting cognitive impairment. The standardized Mini-Mental State Examination (SMMSE) is a
sensitive and brief screening tool for early detection of ADRD. Even though it was originally
developed as a bedside screening tool, it is quite useful for someone at risk for ADRD (Petersen
et al., 2001). This instrument may promote the early diagnosis of ADRD. Continuous updates
about available evaluating instruments such as the positron emission tomography (PET) imaging
or the cerebrospinal fluid (CSF) test should be provided to healthcare providers (Alzheimer’s
Association, 2018). Emerging evidence supports the fact that researchers can, by combining

brain imaging analysis with a neuropsychological assessment, detect with remarkable sensitivity
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incipient dementia in individuals with mild cognitive impairment (MCI) (de Vugt & Verhey,
2013). This evidence also supports the importance of regular screening to early identify

individuals with ADRD.

Caregivers’ gender may be an important factor that should be addressed by researchers
and healthcare providers. As mentioned above, female caregivers of PwD are slow in seeking
help. This may result in female caregivers dealing with hardship longer than male caregivers
(Alzheimer’s Association, 2018). Furthermore, Poysti and colleagues (2012) showed that female
caregivers have higher depression scores than male caregivers after they measured both male and
female caregivers’ depression scales in their study (Poysti et al., 2012). This was supported by
Robinson and colleagues in the scoping review study; women experienced higher levels of
burden than men did (Robinson, Bottorft, Pesut, Oliffe, & Tomlinson, 2014). Female caregivers’
not taking care of their own health is evidenced by the fact that the majority of female caregivers
self-rated their health status as poor (Mannion, 2008). This evidence supports that gender is an
important moderator of caregivers’ help-seeking behavior, and healthcare providers should pay

more attention to female caregivers to promote better health management.

Cultural beliefs and ethnicity are other barriers that should be addressed. In certain
cultures or ethnic minority groups such as Korean Americans or Hispanics, taking care of ill
parents is a normal role for children caregivers due to filial piety (Han, Choi, Kim, Lee, & Kim,
2008; Van Liew et al., 2014). Filial piety is one of the core principles in Confucianism which
emphasizes the importance of serving parents (Dai, 1988; Lai, 2010; Han et al., 2008).
Furthermore, Chinese Americans believe practicing filial piety can help them to keep their
family harmony (Sun, Ong, & Burnette, 2012). Thus, family caregivers, especially adult children

caregivers among may try to keep control of caregiving at home to keep the family harmony,
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which can lead to delays in the definitive diagnosis of their parents. Hispanic American culture
has a similar background in which children generally have obligations to take care of their ill
parents (Hughes et al., 2009; Van Liew et al., 2014). They believe that they are repaying their
parents by taking care of them. They may consider that bringing their ill parent to a health care
professional to assess their cognitive function is being disrespectful to their parents. Therefore,
they may try to keep their ill parent home as long as possible. Healthcare providers may have to
be aware of those cultural influences when they encounter PwD and their caregivers from ethnic

minority groups so that they can provide proper education with culturally tailored materials.

While a majority of the studies within the review pointed out the negative impact of
culture among ethnic minority groups, positive attitudes toward seeking help among minority
groups in dementia care were also noticed (Casado et al., 2018; Koehn et al., 2012). These
support previous studies that were conducted with ethnic minority populations (Casado et al.,
2015; Jang, Chiriboga, Allen, Kwak, & Haley, 2012). Jang and colleagues revealed that Korean
Americans have a favorable attitude toward formal care (2012) and the result of this review
support their study specifically among caregivers of PwD. This phenomenon may be explained
by the increased public awareness of ADRD. Even though few studies showed a favorable
attitude toward formal care among ethnic minority groups, finding more positive aspects and

reinforcing them may increase PwD and their caregivers’ utilization of healthcare services.

Another consistent finding with this review is that stigma has been a prominent issue as
a help-seeking barrier. It is in line with Burgener and colleagues’ study (Burgener, Buckwalter,
Perkhounkova, & Liu, 2015). In their study, they revealed that perceived stigma increases the
caregivers’ stress due to the consequences of stigma, such as social isolation (Burgener et al.,

2015). This phenomenon is prominent among ethnic minorities, especially among Asian
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Americans who are under the influence of their unique culture (Lee, Lee, & Diwan, 2009).
Because disclosing their parents’ illness, especially dementia which is regarded as a mental
illness, would be dishonoring their good family name, children caregivers are reluctant to
disclose their parent’s illness to seek help (Neary & Mahoney, 2005; Schrauf & Iris, 2011; Van

Wezel et al., 2018).

However, the stigma would be less influential if there was more public awareness about
ADRD. Education about the disease coupled with early detection and diagnosis may reduce the
stigma and social isolation caused by the lack of knowledge or the misperception regarding
dementia (lvey et al., 2012; Riva et al., 2012). Participation in a community memory screening
and education program has shown a decrease in family caregivers’ stigma and isolation
(Lawrence et al., 2003). In addition, Parveen and colleagues found that dementia education given
to adolescent students prevent the development of stigmatizing views. Thus, lay public education

regarding reducing stigma is important (Parveen, Farina, Shafig, Hughes, L, & Griffiths, 2018).

Although the majority of studies in this review primarily included White samples
(59.4 %), there is ample evidences that suggest the need to acknowledge and tailored
interventions to promote help-seeking by race/ethnicity factors as well. Literatures suggested a
customized education regarding each barrier, finding in-depth knowledge of variables related to
the specific ethnicity may fill the gap in current studies (Haralambous et al., 2014; Hayes et al.,
2010; Ivey et al., 2012; McCleary et al., 2012). Moreover, more attention has been given to
ethnic minority groups during the last decade, however, further studies are needed to explore the

affecting factors of help-seeking behaviors among Asian Americans in particular.

The prevalence of ADRD is different among different races and ethnicities. The study by

Matthews and colleagues showed that there were significant disparities in the prevalence of
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ADRD among different races and ethnicities (Matthews, Xu, Gaglioti, Holt, Croft, Mack, &
McGuire, 2018). The U.S. Department of Health and Human Services reported that race and
ethnicity are a risk factor for AD and asserted the necessity of decreasing disparities in the
National plan to address Alzheimer’s disease 2018 update (U.S. Department of Health and
Human Services, 2018). The prevalence of PwD was highest among African Americans (14.7 %)
followed by Hispanics (12.9%). The prevalence of Asian Americans were 10.1% which was
lower than other ethnicities. However, Asian Americans are the fastest growing ethnic group
among age 65 and older, with 1.5 million in 2010 and a projected population of 8.1 million by
2050 (U.S. Census Bureau Population Division, 2013). Furthermore, the number of Asian
American caregivers may be underestimated because the survey used English instead of the
immigrant’s native languages and people with limited access or no telephone access might be
excluded. That means there may be more Asian American family caregivers than what was

estimated and who are suffering from caregivers’ burden or strain.

In addition, Asian Americans are likely to underutilize services in general, especially
caregivers of PwD since they perceive it as a stigmatized mental illness as mentioned above
(Laditka et al., 2009). Therefore, finding factors that influence caregivers’ help-seeking behavior
in the Asian American population is important. The sooner family caregivers use the healthcare
services available for their family members with dementia, the less caregiver strain they will

experience.

Conclusion

The majority of the studies emphasized the importance of education regarding ADRD
because the most noticeable barrier that delayed early diagnosis of ADRD was the lack of

knowledge and related factors such as normalization and stigma. Tailored education for the
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caregivers of a different ethnicities, cultural background, gender, and language is important to
make the pathway to diagnosis shorter, which will increase the quality of life for both PwD and
their caregivers. Furthermore, to develop a proper plan to decrease the disparity, better
understanding of its underlying causes, as well as identifying ways to support racial and ethnic

minority families during the disease process, are crucial.
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recognition of
symptom to the
formal diagnosis:

interviews

Female: n=14)
Average age =
59.8years

care system,
perceptions of
disease severity,
and susceptibility

sample in one
ethnicity
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factors that influence
the decision to seek a
formal diagnosis
Ivey et al. Examine the Qualitative N =175, e Most stressful Limited
(2012), USA | differences in daily method design, AD caregivers factor in both generalization:
life experiences of focus group in 4 states ethnic groups convenient
informal caregivers interview : Filipino (n= was recipients’ sample, most
of persons with 25), White cognition decline | were women, only
dementia in White (n=50) e FEmotional two ethnic groups
and Filipino group Average reaction in were included
age=58 years, Whites was guilt
90 % were and frustration;
female.

in Filipino
Americans
feeling as if
learning from
caregiving;

e Common coping
strategy in both
groups: Seeking
help from friends
and family;

e Both groups
described
adapting their
lives by limiting
social
interactions

e Culturally
tailored
education and
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support is needed
to promote early
diagnosis and
reduce the stigma
and social
isolation
Koehn et al. | To understand the qualitative, semi- | N=20, PwD & The traditional Limited
(2012), experiences structured caregivers family structures | generalizations:
Canada throughout the interview, (Male: n=9, and cultural small sample and
pathway from the phenomenological | Female: n= beliefs, and the researcher's own
perspectives of exercise 1) lack of biases during the

Chinese-Canadian
dyads of persons
with dementia and
their caregivers

knowledge
delayed help-
seeking.
Outreach to
ethnocultural
minority
communities and
invest in the
sustainability or
expansion of
programs in the
targeted
community, as
well as strategic
use of ethnic
media, is
recommended.

interviews; they
reflected each
interviewer's
familiarity with
the subject.
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Lee & To examine attitudes | Quantitative, N= 209, first- e Contrary to the Limited
Casado toward community questionnaire generation traditional Asian | generalizations:
(2011), USA | services use survey Korean cultural norm, the convenient
Americans. Korean sampling and
Male: 49.8 %, Americans were | geographically
Female: willing to accept | defined sample
50.2 % help from outside
the family in a
dementia
caregiving
situation.
e 66% agreed the
stigma exist
regarding
dementia, but the
stress and
suffering as
caregivers may
lead them to seek
help.
Lee at al. To identify Quantitative, N= 35, family e Most of the Limited
(2017), USA | smartphone and survey caregivers ethnic minority generalizations:
computer usage (15 Korean family CGs did small sample size,
among family American, not search for specific
caregivers of 20 Vietnamese dementia-related | geographic area
dementia patients to American, information
develop dementia mostly written in
care education female) English, and they
programs Male: n=4, were not aware

Female: n=31

of local
associations or
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Author(year),
Country

Purpose/Aims

Research
Methods

Participant
Characteristics

Findings/Implication

Limitations

resources related
to Alzheimer’s or
dementia.

With the
widespread use
of smartphones
among AA,
smartphone-
based
interventions
could address the
unmet needs of
many dementia
family CGs who
cannot leave
home to take
advantage of in-
class education.

Leung et al.
(2011),
Canada

To explore the
perceptions and
experiences of

problem recognition,
and the process of
obtaining a diagnosis
among the carers of

dementia

Qualitative,
semi-structured
interviews

N=13,

(6 PwD,
7CGs, mainly
spouses)
Male: n=6,
Female: n=7

Pathways of AD:
Aware of
memory
problems,
attributing
meanings to
symptoms,
initiating help-
seeking,
acknowledging
the severity of
cognitive
changes and

Limited
generalizations:
small size
Volunteer bias;
may reflect the
experiences of a
specific subset of
individuals who
are proactive and
socially engaged.
Recall bias:
Retrospective
interviews
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Author(year),
Country

Purpose/Aims

Research
Methods

Participant
Characteristics

Findings/Implication

Limitations

obtaining a
definitive
diagnosis
Needed the
intervention for
promoting early
help-seeking for
dementia for
both caregivers
and individuals
with dementia
Healthcare
provider should
be aware of
uncertainty,
normalization,
acknowledgment,
stigma, fear, and
social withdrawal
related to the
diagnosis of AD

McCleary et
al. (2012),
Canada

To explore

experiences of South
Asian Canadian with

dementia and carers

Qualitative,
descriptive, semi-
structured
interviews, in-
depth, content
analysis

N=14, family
caregivers and
PwD

Male: n=5,
Female: n=9

Normalization,
lack of
knowledge,
inaccessibility of
services, and
stigma of mental
illness negatively
influence service
use in the general
population and
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other cultural
groups.
Targeting
education and
outreach to South
Asians is needed
because they
may be less
knowledgeable
about dementia
than their ethnic
majority
counterparts.
Morhardt et | Examine the Qualitative N =50, family The belief of No causality can
al. (2010), conceptualization of | method design; caregivers memory loss and | be demonstrated:
USA dementia in 5 limited | observation, (10 from each AD; small, convenient
English- proficiency | interview LEP normalization sample.
(LEP)caregivers of community; with stress, The profound
dementia; Arab, depression, stigma of AD in
Examine the reasons Assyrian, trauma, life these
for hindering/seeking Bosnian, hardships, old communities
a cognitive Hindi, and age, medication | made data
impairment Urdu), side effects collecting
evaluation for their Female: n=36, caused memory | challenge.
family members Male: n =14 loss
mean years Caregivers who
length of stay wanted cure/slow
in U.S.=15.5 the disease

sought evaluation
Further health
promotion and
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Author(year),
Country

Purpose/Aims

Research
Methods

Participant
Characteristics

Findings/Implication

Limitations

education is
needed to
increase
awareness of the
AD progress and
benefits of early
treatment and
care

Morgan et al.
(2014),
Canada

Examine the reasons
for hindering/seeking

a cognitive
impairment

evaluation for their

family members

longitudinal,
retrospective and
prospective
qualitative
research design

N=46,
informal
caregivers of
PwD

Male: n =15,
Female: n =
31,

Clinic day
interview:
Pursuing
knowledge about
patients’ progress
was the major
theme that
participants
shared.

After 6 months:
acceptance and
moving forward
in the patients’
disease progress
was the main
response.
Family
caregivers wait
to plan for the
treatment and
plan on a
diagnosis.

Limited
generalizations:
Selective sample;
volunteer bias
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e Better public
awareness of the
early signs and
symptoms of
dementia is
needed:
healthcare
provider should
be aware of the
importance of
education
Mukadam et | To explore the link qualitative with N=18, Hindering factor: Limited
al. (2011), between attitudes to | semi-structured caregivers Cultural expectations: generalizations:
UK help-seeking for interviews (6 White, 7 Familial responsibility, small size,
dementia and the Asian, 5 lack of knowledge specific ethnic
help-seeking Black), including normalization, | groups.
pathway in the Male: n=5, lack of trust of
minority ethnic(ME) Female: n = information in the
and the indigenous 13 healthcare system
population Facilitating factor:

severe symptoms that
CGS could not cope,
safety, other people
noticing problems
Further work should
explore whether an
intervention can modify
the attitudes
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Clomatisy Purpose/Aims Methods Characteristics Findings/Implication Limitations
Noureldin et | To explore the Quantitative, N=1369 Facilitating factor: the No causality can
al. (2017), association between | secondary data Male: n=450 | positive relationship be demonstrated:
USA family caregivers' analysis Female: n = between CGs’ Retrospective
involvement in 919 involvement in assisting | study analyzing a
managing care care recipients’ secondary dataset,
recipients’ medication and help- cross-sectional
medications and their seeking. survey data.
information-seeking Needs for health care
behavior and the providers to play a more
sources used by them proactive role in
assessing CGs’
information needs and
providing individualized
education related
medication management
Phillipson & | To explore and qualitative N=36 CGs don’t perceive Limited
Jones (2012), | describe the approach, semi- caregivers respite center beneficial | generalizations:
Canada behavioral, structured Male: n=10, for CRs. Facilitating Small sample size

normative, and
control beliefs of
caregivers of
individuals with
dementia in relation
to their use of out-of-
home day centers

interviews, focus
group

Female: n=26

factor: positive
caregiving norms (gains
from social interaction
or mental stimulation,
enhancing or improving
the quality of life of
both). The nurse should
encourage service uses
and emphasizing
potential benefits for
both CGs and CRs.
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Phillipson et | To investigate the quantitative N=113, Hindering factor: CR’s | Limited
al. (2013), carers' beliefs mainly reluctance or refusal and | generalizations:
Canada regarding out of female, spouse | the belief that service Small convenient
home respite services (Male: n~=40, | use would result in sample and
Female: n=73) | negative outcomes for specific
the CR. characteristics of
Service beliefs should be | the sample
addressed through
service development and
promotion that
emphasizes benefits for
both CGs and CRs.
Robinson et | To identify issues qualitative study, | N=27, Hindering factor touse | Limited
al. (2012), around the use of day | telephone 78% female day respite care: lack of | generalizations:
Australia respite care, focusing | interviews, semi- | (Male: n=6, knowledge, stigma Restricted
on barriers to structured Female: Reliable information geographic area,
attendance and interview n=21), sources and strategies to | small sample size
strategies to facilitate average age= | help caregivers are
attendance 78 years important
Stockwell- To explore the qualitative, focus | N=16, mainly | Hindering factor: Limited
Smith et al. limiting and groups female and Reciprocity, fear, lack of | generalizations:
(2010), motivating factors spouses knowledge Lack of cultural
Australia that influence carers' (Male: n=5, Service delivery changes | diversity

use of respite
services

Female: n=11)

that engages and
promotes user control
and fosters genuine
participatory relations
between informal and
professional carer may
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improve uptake of
respite services
Sun et al. To explore the Qualitative, focus | N=12 ( 6, Structural and cultural
(2014), USA | service barriers group, content professionals, | barriers (i.e., lack of
perceived by Chinese | analysis 6 family culturally tailored
American families caregivers, services, different
with a dementia mainly values, and norms)
patient and their female) To prevent these
strategies to Male: n=5, barriers, families, and
eliminate these Female: n=10 | professionals to be
barriers. educated about disease
and healthcare systems
Van Liew et | To examine ethnic Quantitative N =974, Differences were seen No differences in
al. (2014), differences in ratings | method; (52.5% between Hispanic and all outcomes
USA of condition severity, | MANCOVA female, 74.2% | White participants in between Black,
need for medical White, severity rating and Asian-American,
assistance, and the 5.8% Black, seeking assistance; and White;
likelihood of hiring 8.4% Asian, Hispanic participants did
Healthcare Advocate 11.6% not regard AD as serious | Differences were
(HCA) for ill, an Hispanic) as Whites. seen between
elderly parent in the Male: n=464, | Culturally sensitive Hispanic and
different situation Female: education regarding AD | White participants
n=511 needed especially for the | in severity rating

Hispanic population;
Synergistic medico-
familial care would be a
good fit for cultural
backgrounds.

and seeking
assistance;
Hispanic
participants did
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not regard AD as
serious as Whites
Random number
sequence was
used to prevent
selection bias.
Werner et al. | To identify barriers to | qualitative, focus | N=52, mainly | Nine barriers to access Limited
(2017), USA | meeting caregivers' groups, content female and information on generalizations:
information needs analysis White behavioral symptoms One geographical
related to the Male: n=17, using web-based area
management of Female: n=35 | platform.
dementia-related Caregivers need
behavioral sociotechnical system
symptoms, and interactions/timely
overcome barriers access to information.
Xiao et al. To explore the qualitative, in- N=13 (6 Hindering factors: Limited
(2015), perceived challenges | depth interviews | family normalization, lack of generalizations:
Australia of dementia care caregivers, 7 | knowledge, providers’ One Vietnamese
from Vietnamese care workers, | negative attitudes community
family caregivers and Female: n=10, | towards the diagnosis, organization;

workers

Male: n=3)

family stigma, and level
of acculturation.
Individualized dementia
caregiver supports are
needed to overcome
stigma related to
dementia.

volunteer bias
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Appendix B.

Figure 1. PRISMA Flow Diagram
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Abstract

Background: Stigma, negative associations due to a particular circumstance, has been
associated with those who have been diagnosed with a mental health illness. In particular, people
who are diagnosed with dementia have often been perceived inadequately, due to the perceived
stigma related to dementia. Stigma affects family caregivers’ quality of life and often preventing
open discussion and encouraging their help-seeking behaviors to get a diagnosis in a timely

manner and to seek supportive services throughout the disease trajectory.

Aim: To report a concept analysis of perceived stigma related to Persons with Dementia (PwD)
and their caregivers.

Design: A Concept analysis.

Data Source: Four databases (CINAHL, OvidMedline, PsychINFO, and Web of Science) were
searched with the keywords “perceived stigma” or “stigma” and “dementia” and “caregivers.”
After the inclusion/exclusion criteria were applied, fifty one empirical studies were selected.
Methods: Guided by Walker and Avant’s method

Results: Four attributes of perceived stigma were synthesized; negative emotional reaction,
living on the margin, inequality, and losing what’s normal. Consequences including intermediate
and long-term outcomes were extracted.

Conclusion: This concept analysis offers a clear view of the concept of perceived stigma that
can help nurses understand the phenomenon and help researchers to develop an instrument
measuring stigma and stigma reduction interventions. Also, better communication between

different levels of providers and researchers is needed.
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Introduction

In the United States, there are currently 5.7 million people with Alzheimer’s disease and
related dementia (ADRD), and this number is projected to increase to 13.8 million by 2050
(Alzheimer’s Association, 2018). The prevalence of ADRD is different between races and
ethnicities. In the study by Matthews and colleagues regarding the prevalence of ADRD, there
are significant disparities among different races and ethnicities (Matthews, Xu, Gaglioti, Holt,
Croft, Mack, & McGuire, 2018). Department of Health and Human Services claimed that race or
ethnicity is a risk factor for AD and the 2018 update of the national plan to address Alzheimer’s
disease asserted the necessity of decreasing disparities in AD (U.S. Department of Health and

Human Services, 2018).

As the number of persons with dementia (PwD) is growing rapidly, the number of
families caring for them is increasing as well, and both need support from formal healthcare
services because the PwD’s cognitive and behavioral deterioration may cause a substantial strain.
However, despite the benefits of the early diagnosis of ADRD, less than 50 percent of PwD are
formally diagnosed due to a lack of knowledge and stigma (Amjad et al., 2018). Stigma,
especially, is a prominent cause of delayed help-seeking among PwD and their caregivers
(Forbes et al., 2012; Haralambous et al., 2014; McCleary et al., 2012; Robinson et al., 2012). The
pervasiveness of stigma, as well as the importance of its reduction for public health, were
emphasized by the Alzheimer’s disease International in their report (Alzheimer’s Disease
International, 2012). Also, there are many studies that have attempted to understand the impact
of stigma and efforts to develop a scale to measure stigma. However, not many assessment tools
were developed regarding stigma, especially stigma among PwD and their caregivers (Stevelink,

Wu, Voorend, & van Brakel, 2012). Thus, it is necessary to examine a clear definition, attributes,
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antecedents, and consequences of perceived stigma among PwD and their caregivers to have

clearly defined empirical referents for designing measurements that examine perceived stigma.

The Purpose and Aims of Concept Analysis

The purpose of this study was to analyze the concept of perceived stigma among persons
with dementia and their caregivers. The most frequently used stigmas in previous research are
courtesy-stigma, family-stigma, and stigma by association (See Table 1; Goffman, 1963; Link &
Phelan, 2001; National Alliance on Mental IlIness, 2019). However, limiting stigma to those
concepts may not explain the perceived stigma clearly among those suffering from cognitive

impairment.

The process of perceived stigma in dementia caregiving often begins when PwD and
caregivers perceive others’ reaction to the disease or when PwD displays behavioral/cognitive
symptoms (Burgener et al., 2015). Assuming that perceived stigma is more subjective than other
stigmas, measuring this concept objectively may be a challenge. Thus, it is necessary to analyze
the concept further. Perceived stigma may affect the decision making process involved with
seeking help or participating in social activities. It also may affect the quality of life of
caregivers and the older adult with the condition. In such manner, perceived stigma can be an

influential variable in caregiving research.

Thus, this concept analysis can be used to help in the development of an operational
definition and attributes to understand perceived stigma in dementia caregiving (Walker &
Avant, 2005). Ultimately, it can be used to develop a research instrument in order to measure the

concept among this caregiving population. The specific aims of this concept analysis are to 1)
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define the clear meaning of perceived stigma based on the literature, 2) define its attributes, 3)

identify its antecedents and consequences, and 4) describe its empirical referents.

Data Sources

A literature search was conducted by searching four databases: Ovid Medline,
Cumulative Index of Nursing and Allied Health Literature (CINAHL), PsychINFO, and Web of
Science. Manual searching on the bibliographies of retrieved articles was completed as well.
Search terms were “perceived stigma” or “stigma” and “dementia” and “caregivers.” To obtain
the most number of relevant evidence related to stigma, studies were searched from 1963, the
year Goffman defined the concept of stigma (Goffman, 1963). Inclusion criteria were written in
English, studies related to dementia, caregivers, and stigma, and exclusion criteria were
editorials, reviews, letters, guidelines, non-English language, studies that only focused on the
symptoms or policies, and not relevant to dementia. A total of 149 literatures were retrieved after
an initial search, and 32 duplicates were excluded. After abstracts were reviewed and

inclusion/exclusion criteria were applied, 50 studies were selected.

Concept Analysis Method

The concept analysis is guided by the work of Walker and Avant (2005) which is a
modified analysis procedure of Wilson’s classic concept analysis procedure (1963). There are
eight steps: 1) select a concept, 2) determine the aims or purposes of analysis, 3) identify all uses
of the concept that you can discover, 4) determine the defining attributes, 5) identify a model
case, 6) identify borderline, related, contrary, invented, and illegitimate cases, 7) identify
antecedents and consequences, and 8) define empirical referents. This method was selected

because it is the easiest to understand and master for research beginners, and these eight steps are
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sufficient to capture the essence of the concept with the iterative process. Walker and Avant
asserted that the iterative nature of the eight steps could yield more precise analysis of the
concept (Walker & Avant, 2005). The author scrutinized 50 selected empirical studies to identify
the defining attributes, antecedents, consequences, and define empirical referents. Then, cases

were built upon the author’s clinical experiences with PwD and their caregivers.

Results

Identify All Uses of the Concept

Definition of the concept. The definition of “perceived stigma” was searched from
several dictionaries. Unfortunately, there was no definition of the combination of “perceived”
and “stigma.” However, the definition of stigma was present in many dictionaries. “Stigma”
originated from the Latin word “stigma, pl. stigmata” and Greek word “‘stigmatos”, meaning
mark, puncture, and a tattoo with its figurative meaning, “a mark of disgrace” (Thesaurus.com,

2015).

In the Merriam-Webster online dictionary (2015), the meaning of stigma is “a set of
negative and often unfair beliefs that a society or group of people have about something” and the
online Oxford English Dictionary (2015) defines stigma as “a mark of disgrace associated with a
particular circumstance, quality, or person.” The second definition of stigma in the Oxford
Dictionary was derived from the Christian tradition, which is, “marks corresponding to those left
on Jesus’ body by the Crucifixion, said to have been impressed by divine favor on the bodies of
St. Francis of Assisi and others.” The third definition in the Oxford dictionary was the use in

Medicine, “a visible sign or characteristic of a disease.”
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In the online American Heritage Dictionary (2015), the definitions of stigma were more
comprehensive. They were “an association of disgrace or public disapproval with something,
such as an action or condition,” “Medicine A visible indicator of disease, small body mark,
especially a birthmark or scar, that is congenital or indicative of a condition or disease,”
“Psychology A bleeding spot on the skin considered to be a manifestation of conversion
reaction,” “Christianity Bodily marks, sores, or sensations of pain corresponding in location to

the crucifixion wounds of Jesus, believed to be given as divine recognition of devotion.”

The definition of perceived in the Merriam-Webster online dictionary (2015) is “become
aware or conscious of something; come to realize or understand.” Synonyms of perceive are
discern, recognize, see, distinguish, realize, grasp, understand, identify, comprehend, appreciate,
and sense (Merriam-Webster online dictionary, 2015). All of these definitions combine to define
perceived stigma in the context of dementia as being aware of disgrace or public disapproval

related to one’s or family member’s dementia symptoms or diagnosis.

The meaning in that context is similar to how Goffman, a renowned sociologist, defined
stigma in his book, ‘Stigma: Notes on the management of spoiled identity,” in 1963. Stigma is a
complex individual experience in which manifestations of diseases and social environments
interact to affect personal identity and, ultimately, sense of self (Link & Phelan, 2001; Goffman,
1963). Goffman (1963) also defined stigma as “an attribute that is deeply discrediting, from a
whole and usual person to a tainted, discounted one” (pp. 3). Stigma can be classified in a couple
of different ways such as experienced- and perceived- stigma versus public-, self-, family-, and

structural stigma (Goffman, 1963; Corrigan, Druss, & Perlick, 2014).

The concept uses in various disciplines regarding dementia. Uses of stigma were

noticed in various disciplines. In Sociology, stigma is a multifaceted concept, and there are
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various ways to define this concept (Phillipson, Magee, Jones, Reis, & Skaldzien, 2015).
According to Link and Phelan (2001), stigma is a process that encompasses many concepts such
as labeling, stereotyping, separation, discrimination and negative use of power. Fear of
discrimination due to a lack of knowledge affects people with dementia and their caregivers’
help-seeking behavior (Moore & Cahill, 2013; Stokes et al., 2012). Stigma influences not just
people with dementia but also influences family caregivers (Forbes et al., 2011; Haralambous et
al., 2014; McCleary et al., 2012; Robinson et al., 2012). In terms of the family caregivers of
PwD, ethnic minority groups have faced more challenges due to their unique cultures from their
own countries (Sun, Mutlu, & Coon, 2014; Werner, Goldstein, & Buchbinder, 2010). According
to Sun et al. (2014), Chinese Americans utilize fewer healthcare resources due to barriers such as
language and cultural differences that lead them to be more likely stigmatized than the general

population (Sun et al., 2014).

In psychology, stigma refers to “prejudicial views or negative stereotypes that individuals
or groups hold about people with certain distinguishing characteristics or attributes, and has been
widely investigated in conditions such as depression and HIV/AIDS” (Phillipson et al., 2014,
pp.158). Stigma has been related to help-seeking behavior that can cause delayed diagnosis and
treatment (Forbes et al., 2011; Haralambous et al., 2014; McCleary et al., 2012; Robinson et al.,

2012).

In medicine, stigma, as a mark of disgrace, is associated with a certain circumstance, or
person (O’Sullivan, Hocking, & Spence, 2014; Phillipson et al., 2014). Early detection and
screening for dementia can offer a better quality of life through pharmacotherapy and other
interventions; stigma is one of the barriers that hinder PwD and their caregivers from seeking

healthcare (Boustani et al., 2011). A stigmatizing perception of AD was shown among ethnic



100

minority groups such as Korean Americans or Chinese Americans because they regard AD as a

status of insanity (Lee, Lee, & Diwan, 2012).

In nursing, the concept of stigma is used as one of the help-seeking barriers in certain
distinguishing conditions such as mental illness, HIV/AIDS, and other chronic diseases (Bull,
Boaz, & Sjostedt, 2014; Burgener et al., 2015; Daly, McCarron, Higgins, & McCallion, 2013).
Notably, among people with dementia and their caregivers, concerns of rejection from others can
increase stress and caregiver burden (Riley et al., 2014). All those aspects lead to a delayed

diagnosis that causes high mortality and lower quality of life (Burgener et al., 2015).

Theoretical uses of the concept. From the analysis, two theoretical uses of the concept
were found (Burgener et al., 2015; Werner, Mittelman, Goldstein, & Heinik, 2011). In the
Modified Labeling Theory, Link and his colleagues (1989) delineated the stereotype, labeling,
stigmatization, and the consequences of this phenomenon such as negative consequences of self-
esteem. In the theory, people who have mental illness or people who are associated with
someone who is mentally ill, perceive and internalize themselves as devalued or disgraced. Once
one is labeled, responses such as secrecy, withdrawal, and educating others to protect oneself
will take place. When one fails this step, negative impact on the social network or lower self-
esteem will occur, and one becomes vulnerable to a future disorder or present disease (Link,

Cullen, Struening, & Shrout, 1989).

Stigma was used in the attribution theory as reflecting a process in which cognitive or
causal attributions or stereotypes lead to emotional reactions (e.g., shame, fear, and pity) and
behavioral consequences or discrimination (Corrigan, 2000 in Werner et al., 2011). This theory
became a framework to develop a structured quantitative questionnaire, the Family Stigma in

Alzheimer’s Disease Scale (FS-AD; Werner et al., 2011).
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Empirical use of the concept. Empirical use of the concept of perceived stigma were
noted among various disciplines. In sociology, perceived stigma was used to mean
worthlessness, discrimination, interpersonal interaction, social relationship, concealment,
structural discriminations, assignment of guilt, and assignment of shame (Link, Cullen,
Struening, Shrout, & Dohrenwend, 1989). In medicine, the concept was used to mean perceived
harms (Boustani, 2011). In psychology and nursing, perceived stigma was used to measure social
rejection, financial insecurity, internalized shame, and social isolation. Many studies from
different discipline seem to share empirical uses (Boustani et al., 2011; Burgener et al., 2015;
Link et al., 1989; Riley, 2012). Because not many studies distinguished the perceived stigma
from general concept of stigma, finding attributes of perceived stigma to build the empirical

referents are crucial.

Identification of Defining Attributes

According to Rodger and Knafl (2000), the attributes of characteristics of the concept
represent “a real definition that makes it possible to identify situations that fall under the
concept” (pp. 256). It is the most important part of concept analysis in which the analyst will
pursue the broadest insight into the concept (Walker & Avant, 2005). As a result, there were four
attributes of perceived stigma categorized from the analysis. They include a negative emotional

reaction, living on the margin, inequality, and losing what is normal.

Negative emotional reaction. It is characterized by the stigmatized persons’ internal
reaction to the antecedents. That is the most direct and primary attribute that can be recognized
from the stigmatization. It includes humiliation (Navab, Negarandeh, Peyrovi, & Navab,
2013;0’Sullivan et al., 2014), embarrassment (De Mamani, Weintraub, Maura, De Andino, &

Brown, 2018; Hsiao, Liu, Xu, Huang, & Chi, 2016; Mackenzie, 2006; O’Sullivan et al., 2014;
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Werner et al., 2010), shame (Burgener et al., 2015; Guo, Levy, Hinton, Weitzman & Levoff,
2000; Innes, Abela, & Scerri, 2011; Lee etal., 2012; Moore & Cahill, 2013; Navab et al., 2013;
O’Sullivan et al., 2014; Phillipson et al., 2015; Werner et al., 2011; Zhan, 2004), being left in the
shadows (Harland et al., 2017; Stokes, Combes, & Stokes, 2012), vulnerableness (Burgener et
al., 2015), fear (Forbes et al., 2011; Werner et al., 2010), feelings of unworthiness (Liu et al.,

2008; Mackenzie, 2006; Wiersma et al., 2016), and condemnation (Mackenzie, 2006).

Losing what is normal. It is the internal and social level of reaction to the antecedent,
characterized by a deeper impact in affected one’s life than negative emotional reaction. It
includes loss of autonomy (Boustani et al., 2011; Cheston et al., 2016; Devlin et al., 2007; Devoy
& Simpson, 2017; Phillipson et al., 2014), weakness (Boots et al., 2015; Moor & Cahill, 2013),
disruption of family cohesion (Moor & Cahill, 2013; Sun et al., 2013), feeling unbalanced (Liu et
al., 2008; Sun et al., 2013), social death (Hoppe, 2018; Van Gorp & Vercruysse, 2012), and
losing face (Xiao et al., 2015). Once PwD and their caregivers perceive that they are stigmatized,
they feel vulnerable as if their relationships in their circle of society is ruined due to a loss of

family dignity and/or independence who may appear judgmental.

Living on the margin. It can be defined when PwD or their caregivers perceive their
social status getting narrow after they have internalized the social label of dementia. It includes
marginalization (Daly, McCarron, Higgings, & McCallion, 2012; Evans, Harrison-Dening, &
Read, 2018; Mackenzie, 2006), the anticipation of social rejection (Burgener et al., 2008;
O’Sullivan et al., 2014; Phillipson et al., 2015; Van Wezel et al., 2018), a gradual loss of social
status (Devlin, MacAskill, & Stead, 2007; Devoy, & Simpson, 2017; Lockeridge & Simpson,

2012), and a feeling of denial (Devlin et al., 2007).
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Inequality. It is the attribute at the social level. In other words, inequality is the attribute
that PwD and their caregivers perceive from society. It includes discrimination (Dai et al., 2013;
Liu et al., 2008; Phillipson et al., 2015; Werner & Heinik, 2008), being devalued (Burgener et
al., 2008; Burgener et al., 2015; Cheston et al., 2016; Navab et al., 2013; Sun et al., 2014),
labeling (Burgener et al., 2008; O’Sullivan et al., 2014; Phillipson et al., 2015), negative social
attitude toward PwD and their caregivers (Burgener et al., 2008; Burgener et al., 2015; Edward
Voss, & lliffe, 2014; O’Sullivan et al., 2014; Riley et al., 2014), and prejudice (O’Sullivan et al.,

2014; Sun et al., 2014; Werner et al., 2011; Werner & Hess, 2016; Xiao, Habel, & Bellis, 2015).

As the antecedents trigger attributes of perceived stigma, these four characteristics
influence each other, leading to consequences such as avoidance, fear, anxiety, social isolation,

and delay in timely diagnosis.

Construction of model case and additional cases

Model Case. A model case is “an example of the use of the concept that demonstrates all
the defining attributes of the concept. It should be a pure and paradigmatic example” (Walker &
Avant, 2005, pp. 174). Below is an example of a model case which is produced by the author’s
clinical experiences with PwD and their caregivers. Mr. Kim and Sue showed perspectives of
dementia which included fear of social rejection, discrimination, and disruption of family

cohesion and dignity. All four attributes were included in this case.

Mr. Kim is a 73-year-old man who’s having Alzheimer’s disease with symptoms of
deterioration of his cognitive and physical function. He had been hiding his significant memory
loss from his wife, Sue, for a year because he did not want to ruin their social life; they hosted a

weekly Bible study group and threw potluck parties for the church small group and had other
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family gatherings. On top of that, he didn’t share his condition with his coworkers because he
believed when they found out his condition, they would fire him. When Sue recognized his
symptoms, she hesitated to seek help because she was worried about damaging her family’s

dignity.

Borderline Case. Borderline cases are “those examples or instances that contain most of
the defining attributes of the concept being examined but not all of them. They may contain most
or even all of the defining characteristics but differ substantially in one of them” (Walker &
Avant, 2005, pp. 175). This case represents a borderline case. Mr. Kim recognized the stereotype
of dementia or negative attitude of society, but he found support from his family and knew his
symptoms were not from himself, but from the disease. Some, but not all, of the attributes were

shown in this case.

Mr. Kim is a 73-year-old man who was diagnosed as having Alzheimer’s disease due to
the deterioration of his cognitive and physical function. He had been hiding his significant
memory loss from his wife, Sue, for six months because he did not want to disturb their life
including hosting weekly Bible studies and potluck parties for the small group of their church.
On top of that, Mr. Kim did not want to lose his part-time job at the grocery store because he
believed that he would be fired if people found out his status. When Sue recognized his
symptoms, she summoned all family members and discussed his condition. During the
discussion, he said, “Even though I have some problem in my daily life, I will be all right
because | have all of you who care for me. Moreover, | know it is not me but the process of the

disease that gives me problems.”

Related Case. Related cases are “instances of concepts that are similar or related to the

concept being studied but that do not contain all the defining attributes” (Walker & Avant, 2005,
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pp. 176). The following case represents a related case, in which Tom was covering the situation
because he felt shameful. That is similar to perceived stigma, or it can even be one of the

consequences of perceived stigma.

Anna, a 70-year-old woman, came to the primary care physician with her husband, Tom,
for the symptoms of memory loss and incontinence. Tom said, “Anna has been like this for a

while, but I could not come to you because | was worried and felt ashamed about my situation.”

Contrary Case. Contrary cases are clear examples of “not the concept” (Walker &
Avant, 2005, pp. 177). This case represents a contrary case. Bob was positive about his diagnosis
and getting support from his family and friends. Thus, he did not perceive any stigma; rather he

was showing coping and empowerment in this case.

Bob is a 73-year-old man who was diagnosed as having Alzheimer’s disease due to the
deterioration of his cognitive and physical function. He and his wife, Holly, recognized his
symptoms six months ago and summoned a whole family meeting. After discussing his
condition, they decided to visit his physician for dementia screening. He told Holly, “Thank
goodness that I now know what my problem is! | will ask for prayer from my friends at the

church!”

Determination of antecedents and consequences

Antecedents are ones that initiate the concept and lead to the consequences (Walker &
Avant, 2005). Prior to the beginning of the process of perceived stigma, certain phenomena that
initiate the process of stigmatization among PwD and their caregivers must occur. Those
phenomena are recognition of the symptoms (Daly et al., 2012; Lockeridge & Simpson, 2012;

Navab et al., 2013; Stokes et al., 2012; Sun et al., 2014; Werner et al., 2010), dementia screening
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(Boustani et al., 2011; Phillipson et al., 2015), other’s reaction and connotation (Daly et al.,
2012; Harland et al., 2017; Hoppe, 2018 ), deterioration of family members’ functional and
cognitive status (Forbes et al., 2011; Hsiao et al., 2016; Liu et al., 2008; Van Wezel et al., 2018;
Werner et al., 2008; Werner et al., 2010), diagnosis of dementia (Boots et al., 2015; Burgener et
al., 2015; O’Sullivan et al., 2014; Phillipson et al., 2014; Riley et al., 2014; Sun et al., 2013,
Werner et al., 2010), and disclosure (Guo et al., 2000; Lee et al., 2012; Mackenzie, 2006). Others
are a lack of anonymity (Forbes et al., 2011), uncertainty (Devlin et al., 2007; Innes et al., 2011),
a feeling of failure (Liu et al., 2008) and tiredness (Evans et al., 2018). Antecedents of the
perceived stigma come from various directions including society, results of the formal care

process, and the PwD or family caregiver themselves.

According to Walker and Avant (2005), “consequences are those events or incidents that
occur as a result of the occurrence of the concept- in other words, the outcomes of the concept”
(Walker & Avant, 2005, pp. 179). The consequences from the analysis were categorized to

intermediate outcomes and long-term outcomes.

Intermediate outcomes include avoidance (Burgener et al., 2015; Harland et al., 2017,
Hsias et al., 2016; Lee et al., 2012; Phillipson et al., 2015; Sun et al., 2013), concealment
(Hoppe, 2018; Liu et al., Mackenzie, 2006 ;Sun et al., 2014; Werner et al., 2010), withdrawal
(Boustani et al., 2011; Burgener et al., 2015; Lee et al., 2012; Lockeridge & Simpson, 2013;
Moore & Cahill, 2013; O’Sullivan et al., 2014; Phillipson et al., 2014; Riley et al., 2014; Sotkes
etal., 2012; Werner et al., 2011), secrecy (Boustani et al., 2011; Burgener et al., 2015; Devoy &
Simpson, 2017; Hsiao et al., 2016; Lee et al., 2012; Lockeridge & Simpson, 2012; Moore &
Cahill, 2013; OSullivan et al., 2014; Phillipson et al., 2014; Riley et al., 2014; Sotkes et al.,

2012; Werner et al., 2011), loss of independence (Boustani et al., 2011; Burgener et al., 2015;
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Riley et al., 2014), distress (Lockeridge & Simpson, 2012; Phillipson et al., 2014), anxiety
(Burgener et al. 2015; Devlin et al., 2007; Mackenzie, 2006; O’Sullivan et al., 2014; Riley et al.,
2014), a sense of shame (Burgener et al., 2015; Navab et al., 2013; O’Sullivan et al., 2014; Riley
etal., 2014; Sun et al., 2013), guilt (De Mamani et al., 2018), denial (Devlin et al., 2007), Fear
(Devlin et al., 2007; Guo et al., 2000), discrimination (Werner & Hess, 2016) and a sense of

hopelessness (Devoy & Simpson, 2017; O’Sullivan et al., 2014).

When the intermediate outcomes are not timely treated, long-term outcomes, such as
depression (Boustani et al., 2011; Dai et al., 2013; O’Sullivan et al., 2014), delayed timely
diagnosis and treatment, social isolation, heavier caregiver burden, and lower quality of life, will
appear (Boustani et al., 2011; Burgener et al., 2015; Devlin et al., 2007; Elliott; Guo et al., 2000;
Harland; Lee et al., 2012; Lockeridge & Simpson, 2012; Moor & Cabhill, 2013; O’Sullivan et al.,
2014; .Phillipson et al., 2015; Riley et al., 2014; Stokes et al., 2012; Sun et al., 2013; Van Gorp

& Vercruysse, 2012; Werner et al., 2010; Xiao et al., 2015).
Determination of empirical referents

When the defining concept and defining attributes are highly abstract, empirical referents

are necessary. Walker and Avant states

Determining the empirical referents for the defining attributes is the final step in a
concept analysis. They are useful in instrument development because they are
clearly linked to the theoretical base of the concept; they are useful in practice
because they provide the clinician with clear, observable phenomena by which to
determine the existence of the concept in particular clients. (Walker & Avant,

2005, pp.179)
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Humiliation, embarrassment, vulnerableness should be included as empirical referent to
measure a negative emotional reaction. Loss of autonomy, feeling unbalanced can measure
losing what is normal, and the anticipation of social rejection can be used to measure living on
the margin attribute. The last, negative social attitude can be the empirical referent to measure

inequality.

From this analysis, three scales for measuring the concept of stigma were recognized:
The Modified Stigma Impact Scale (MSIS: Burgener & Berger, 2008; Riley, Burgener, &
Buckwalter, 2015), the Perceptions Regarding Investigational Screening for Memory in Primary
Care (PRISM-PC: Boustani et al, 2011; Phillipson et al., 2014; Phillipson et al., 2015), and the

Affiliate Stigma Scale (Mak et al, 2008).

Burgener and Berger (2008) revised the Stigma Impact Scale by Fife and Wright (2000)
in 2008 to measure perceived stigma in PwD. The Modified Stigma Impact Scale includes four
subscales with 24 items in total. Scores range from 0 to 96. A higher score indicates a higher

perceived stigma. Cronbach’s alpha is .92.

The Perceptions Regarding Investigational Screening for Memory in Primary Care
(PRISM-PC) questionnaire is the second scale. Guided by the health belief model, it was
developed by the Indiana University Center for Aging Research team to capture the acceptance
and perceived harms and benefits of dementia screening (Boustani et al., 2011). It has five

domains with 34-items. The internal consistency has a Cronbach alpha range of 0.58 to 0.89.

The last scale is the Affiliate Stigma Scale. It was originally developed by Mak and
colleagues (2008 in Chang, Su, & Lin, 2016) to assess the self-stigma of a caregiver providing

care to a family member with a mental illness or intellectual disability. It has 22 items rated on a
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4-point Likert scale with three domains (cognitive = 7 items, affect = 7 items, and behavior = 8
items); a higher score indicates a higher level of affiliate stigma. Cronbach’s alpha ranges from

0.851t0 0.94 (Chang et al., 2016).

Discussion

Summary of the findings

The purpose of this concept analysis was to define attributes, antecedents, consequences,
and its empirical referents of perceived stigma to help health care providers, including nurse
researchers, to pursue a better understanding of the phenomena and ultimately enable better
communication between each other. From the analysis, four categories of attributes were found,
as well as antecedents and consequences (see Figure 1). Among four categories of attribute, each
part covers internal (negative emotional reactions), and social (losing what is normal, living on

the margin, and inequality) aspects.

Implications for Nursing Research, Theory and Practice

As stigma evolves as a concept and theory, analyzing perceived stigma and having a clear
understanding of it may help nurses and healthcare providers have a better plan for tailored care

of PwD and their caregivers who come from various backgrounds.

To be a good clinician, nurses should hold holistic perspectives of clients as well as their
caregivers to understand the physical and psychological consequences of stigmatization. This
analysis can provide a deeper understanding of the process of perceived stigma to give clinicians
a thorough view. As many researches pointed out, stigma’s pervasive impact on lives of PwD
and their caregivers cannot be ignored (Alzheimer’s Disease International, 2012: Burgener et al.,

2015). Thus, acknowledging the perceived stigma among the affected populations and planning
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to help them learn how to overcome by using various methods such as education and counseling

is needed.

Nursing researchers can continue to develop instruments that measure perceived stigma,
which may help to develop interventions to reduce perceived stigma. They can also develop
structured education with several different versions to fit care recipients who have different
sociocultural backgrounds. By having a clear understanding and empirical referent of perceived
stigma, healthcare providers can have better communications when they discuss care plans or

develop the instruments used to measure perceived stigma.

Study Limitations

This concept analysis has limitations. First, there could be a researcher’s bias because
attributes of the perceived stigma were categorized only by the primary author. It would be better
to have another researcher who can do this process separately and make a consensus to decrease
the bias (Walker & Avant, 2005). Also, out of 50 empirical studies, only six studies utilized
perceived stigma as a concept, six used family stigma or associate stigma and the remaining
articles did not define the types of stigma. The author analyzed and defined the attributes of
perceived stigma, but there can still be overlaps between perceived stigma and the broader
concept of stigma, making it difficult to understand which is primary. Furthermore, studies
included in the analysis were conducted from several different countries (US, UK, Canada,
China, Norway, Iran, Netherland, Ireland, and Israel), but cultural factors were not considered

during the analysis.

In spite of these limitations, this analysis is one of the first to compile the literature in this

way regarding perceived stigma with a lot of rich data. As it mentioned above, the impact of
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perceived stigma in dementia caregiving cannot be neglected. As perceived stigma is more
subjective than other stigmas, it is important to have a tool to measure this concept objectively,
and this study offers the components for that matter. Thus, it can be used to develop an

instrument to measure stigma and to operationalize perceived stigma.
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Table 1. Types of Stigma

BTCT

Public Stigma

This happens

when the public
endorses negative
stereotypes and
prejudices, resulting
in discrimination
against people

with mental health
conditions.

Self Stigma
Self-stigma
happens when

a persan with
mental illness or
substance-use
disorder intemalizes
public stigma.
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The Seven Types of Stigma
TYPE 3 TYPE 4 TYPE 5 TYPE 6 TYPE 7
Perceived Stigma | Label Avoidance Stigma by Structural Stigma | Health Practitioner
Perceived stigma This is when a Association Institutional policies | Stigma
is the belief person chooses Stigma by or other societal This takes place
that others have not to seek association occurs | structures that any time a health
negative beliefs mental health when the effects of | resultin decreased | professional allows
about people with | treatment to avoid | stigma are extended | opportunities stereotypes and
mental illness. being assigned a to someone linked | for people with prejudices about
stigmatizing label. | to a person with mental illness mental illness to
Label avoidance mental health are considered negatively affect a
is one of the most  difficulties. This structural stigma. | patient's care.
harmful forms of type of stigma is
stigma. also known as
‘courtesy stigma”

and “associative
stigma.”

Note. Reprinted from National Alliance on Mental 1liness Overcome Stigma by Grappone, 2017
Retrieved from https://www.namikenosha.org/uploads/4/9/0/6/49066629/overcoming_stigma.pdf
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Figure 1. Conceptual Map
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Abstract

Background: As the number of older adult increases, the number of Asian American older
adults in the U.S will grow as well. Among older adults, more than 80 percent have an informal
caregiver to help maintain their daily lives. In many cultures, family caregivers are the backbone
of informal caregiving. This is especially important among Korean American immigrants who
may culturally believe that older adults should be kept in their community due to the filial

responsibility. These cultural beliefs may also influence their health care choices.

Aims: 1) To explore the perceptions of caregiving and responses to the challenges of the
caregiving role, and 2) to describe the perceived factors that contribute to the use of health care

services among Korean American caregivers of older adults.
Design Qualitative descriptive study

Methods: Semi-structured interviews were conducted. Thematic analysis was the method used to

analyze the data.

Setting/Participants: Korean American family caregivers of older adults, including caregivers
of people with dementia, who live in the metro New York and Virginia area were included.

Semi-structured interviews were conducted.

Findings: Thirty-three Korean American caregivers were recruited. Most caregivers were female
(87.9 %) and adult children (75.8 %). Five themes related to perceptions of caregiving were
identified. Cultural influences such as filial piety among the caregivers were prominent. A

variability between caregivers of PwD and general older adults were noticed
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Conclusion: A better understanding of different ethnic minority groups may improve the
development of educational tools and intervention materials to improve the health status of both

caregivers and their care recipients.

Key words: caregivers, perceptions, challenges, health services use

Introduction

In the U.S., there were 46.2 million Americans aged 65 and over in 2014, and it will be
more than double by 2060 (US Department of Health and Human Services, 2018). Among this
fast growing population, more than eighty percent of older adults have at least one or more
family or informal caregivers to maintain their activities of daily life (Kasper et al., 2015). As the
number of older adults increase, the number of caregivers for them increases as well. Previous
studies have shown that family caregivers have more physical and emotional stress from
caregiving than non-caregivers, which could negatively affect the state of public health
(Grunfeld et al., 2004; Musich et al., 2017; Paekh et al., 2017; Schulz & Beach, 1999).
Specifically, according to Musich and colleagues (2017), they reported that approximately 30 %
of caregivers experienced negative mental or physical health outcomes. Previous studies have
also revealed that family caregivers of older adults underutilize healthcare services compared to
non-caregivers, particularly among Asian Americans, including Korean Americans, who are
under the influence of their own cultural beliefs (Casado & Lee, 2012; Han et al, 2008; Park et

al., 2004). What is less known is why they make these choices.

Caregiving of older adults often involves assisting in the activities of daily living
including dressing, feeding, bathing and helping in and out of bed. Family caregivers may have

to put in a lot of time and effort to maintain older adults’ daily living. They spend an average of
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24 hours per week to provide care for their care recipients, and among those family caregivers
who reside with their care recipients, they work an average of 40 hours per week (National
Alliance for Caregiving and AARP, 2015). Family caregivers who reside with their care
recipients may feel more overwhelmed emotionally than those who are living separately, because

they are unable to be separate from their care recipients.

Researchers have found that caregivers have higher morbidity and mortality risks than
non-caregivers (Musich et al., 2017; Paekh et al., 2017; Schulz & Beach, 1999). They also have a
higher prevalence of depression, cardiovascular disease, and diabetes (Bruce et al., 2008;
Burgener et al., 2013; Laditka et al., 2012; 1989; Mannion, 2008). Furthermore, Grunfeld and
colleagues revealed that caregivers had equal to or greater psychological morbidity than care
recipients who were suffering from breast cancer (Grunfeld et al., 2004). Parekh and colleagues
showed that 30 percent of caregivers experienced health problems related to caregiving (Parekh
etal., 2017). All of these previous studies showed one common feature that caregiving affects
one’s physical and psychological health. Thus, to maintain caregivers’ well-being, more attention

should be given to these populations.

One factor that may affect caregivers’ well-being is health service utilization. Researches
have shown that family caregivers underutilize the formal care resources compared to non-
caregivers; they also have a low awareness of available healthcare services (Boots et al., 2015;
Casado & Lee, 2012; Musich et al., 2016). Boots and colleagues (2015) found that family
caregivers of persons with dementia (PwD) expressed fear of stigma and low levels of
acceptance from their community, which hindered them from seeking help (Boots et al., 2015).

Burgener and colleagues (2013) support this finding, such that fear of a negative response and
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social isolation could be a stressor, which may influence caregivers’ healthcare utilization that

results caregivers’ quality of life (Bergener et al., 2015).

This phenomenon—underutilization of healthcare services—is pertinent to a better
understanding of caregiving among Korean American older adults (Kwak et al., 2007). Korean
Americans are 4™ largest sub-group among Asian Americans. Their immigration rate started to
grow after the passage of immigration Act in 1965. Among them, 90% of age 65 and over are
foreign born, 64% speak little or no English , greater than 20 % have incomes below poverty
level, 19% lived alone, and 30% have less than 9 years of education (McBride & Yeo, 2011).
These demographic factors may affect Korean American caregivers’ health service utilization.
Furthermore, Korean American adults have the highest uninsured rate among the subgroups of
Asian Americans (The Kaiser Family Foundation, 2008), which may be the reason for their
underutilization of healthcare services as well. Additionally, mental health services for older
adults with cognitive impairment has also been shown to be underutilized, due to the cultural
beliefs around moral duty as adult children in terms of filial piety (Kwak et al., 2007; Lee et al.,
2014). Including Kwak and colleagues’ study, previous studies have identified the caregivers’
attitudes toward healthcare services (represented as familism), filial piety, differences in food,
and language barriers as factors important to understanding health care utilization (Han et al.,
2008; Kwak et al., 2007; Lee et al., 2014; Park et al., 2004; Youn et al., 2004). Cultural
influences described above may have a significant impact on how Korean American caregivers

use health care services.

Based on what is known, healthcare providers should acknowledge the negative
consequences of caregiving and underutilization of health services among Korean American

caregivers and its consequences. Even more importantly, studies regarding healthcare service
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utilization among Korean American older adults and their family caregivers are scarce (Jang,
Kim, & Chiriboga, 2010; Lee, Lee, & Diwan, 2009). Given these factors, Korean American
caregivers need to be further examined to better understand how they perceive their roles as a

caregiver and what affects their healthcare service utilization for caregivers and care recipients.

The primary purpose of this study is to explore the personal experiences and
perceptions of caregiving among Korean Americans who are caring for older adults who are age
65 and older. Based on the literatures, caregiving for older adult is physically, mentally, and
financially challenging, which may negatively influence the health status of Korean American
caregivers. Exploring the individual’s experience and perception of caregiving can expand our
knowledge and understanding of what influences health services use and add to the existing

evidence of cultural influences on one’s caregiving role.

The second purpose of the study is to explore negative and positive responses to the
challenges of the caregiving role. Acknowledging the responses to caregiving can help
researchers build the foundation to develop an intervention to decrease the negative impact or

challenges of caregiving of older adults from Korean American families.

The last purpose is to describe the factors that contribute to Korean American famiy

caregivers’ use of health services.

Methods

Research Design

The study was conducted using a qualitative descriptive design. The qualitative
descriptive design allows for an understanding of the cultural nuances and personal impact of

caregiving by adapting a person-centered and holistic perspective (Holloway & Wheeler, 2014).
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The qualitative descriptive method is “the method of choice when straight descriptions of
phenomena are desired” (Sandelowski, 2000, p. 334). According to Sandelowski (2000), the
qualitative descriptive approach facilitates a comprehensive summary of an event in people’s
daily lives, which is a good fit to understanding caregivers of older adults. Additionally, the
qualitative descriptive approach can stay closer to the data than other qualitative methods. In
other words, this approach requires low inference, which results in researchers not putting much

of their interpretive opinion on the event they observed or experienced (Sandelowski, 2000).

University Institutional Review Board-Social and Behavioral Sciences (IRB-SBS)

approved this study (IRB# 2016-0431-00).

Sampling and Recruitment. Participants were recruited by purposive, non-probability,
convenience sampling methods and the snowball technique, from the metro New York area and
Virginia where a majority of Korean immigrants reside (Yeo & Gallagher-Thompson, 2006, p
246; Yoon et al., 2016). According to the U.S. Census Bureau, 9% and 4.8% of Korean
Americans are living in both metro New York and Virginia, respectively (U.S Census, 2010).

They are second and fourth place in population following California, New Jersey, and Texas.

Based on the sample characteristics and suggestions from the literature (Lee & Smith,
2012; Lee & Yim, 2012; Moore & Cahill, 2013; Navab et al., 2013; O’Sullivan et al., 2014; Park
et al., 2004; Prorok et al., 2013; Sun, Mutlu, & Coon, 2014), the sample range was set between
twenty and forty. Thirty three interviews were conducted and stopped collecting data when the
saturation (no more new concepts or repeatedly shown similar concepts) had been reached

(Creswell, 2016, p110).
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IRB-approved emails were sent to the leaders of organizations, churches, or clinics, such
as Korean American Senior Centers or Korean American clinics in targeted areas. Flyers that
also indicated the incentive for participating in the study (gift cards with a value of $10) were

posted in multiple places.

The author utilized social network sites, such as Kakaotalk, by posting the flyer to
promote recruiting. Kakaotalk is a worldwide social network that a majority of Koreans use as a
means of communication. However, the recruitment from the social network sites was not
productive. People who recognized the postings on social network sites mentioned that there
were people who they could refer to participate, but they did not contact further. Therefore, the

main recruiting strategy of this study was the snowballing technique (Creswell, 2016, p 109).

Inclusion criteria were 1) age 18 and older, 2) be a caregiver who is caring for family
member/relative aged 65 years and over, 3) reside with care recipient or contact with at least
twice a week, and 4) be self-identified as a Korean or Korean American. Once the participants

were validated, the author set appointments for interviews.

Informed Consent and Participant Information Form. Once participants verbally
agreed to participate in the study the author contacted each of them and arranged an appointment
to elicit informed consent (Korean or English version). Study participants completed a consent
form prior to the collection of any research data, which is needed to confirm confidentiality and

participants’ voluntary participation.

At the beginning of the interview session, the Participant Information Form was
completed by participants after they had completed the written consent form. The Participant

Information Form includes basic demographic information and characteristics of participants
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such as language, religion, the type of health insurance, income, relationship to the care

recipient, the length of caregiving, and the length of living in the U.S.

Interviews. Face-to-face interviews, with a semi-structured interview protocol, were
conducted by the author in Korean. The semi-structured interview questions were focused on the
experience of caregiving. Furthermore, the interviewer could manipulate the sequence of
questions depending on each participant's reaction. Through this, participants could express their
thoughts freely within semi-structured interviews, while the researcher could have the freedom to
prompt for more information. Thus, this method of data collection satisfied both the researcher

and the participants.

The interviews took on average 37 minutes (range15~90minutes), and were audio-
recorded. Participants were asked open-ended questions about their experiences as caregivers of
older adults. General questions, such as, “Please tell me about your experience taking care of
your parents/spouse,” and questions that ask for any challenges or experiences during the
caregiving period were included. Interview questions were developed by the author and adapted
from previous caregiving research studies. The author made notes during and after each
interview (See Appendix A). After each interview was completed, the participants received a gift

card ($10) as a token of appreciation for participating in the study.

Data Analysis

Thematic Analysis (TA) was used to address the two specific aims because it is a method
for “identifying, analyzing, and reporting patterns (themes) within data. It minimally organizes
and describes [the] data set in (rich) detail” (Braun & Clarke, 2006, p. 6). Braun and Clarke

asserted that TA is the first qualitative method of analysis that researchers should learn. TA is the
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basis for conducting many other forms of qualitative analysis. One of the benefits to conducting
TA is flexibility. With or without the theoretical framework, TA is a flexible and useful research
tool, which can potentially provide a rich and detailed, yet complex, account of data (Braun &
Clarke, 2006). The author analyzed the data using the seven steps of thematic analysis as stated
by Braun and Clarke (2006); 1) read and re-read the transcript to become familiar with the data,
2) generate initial codes (in this process, the author conducted open coding), (3), conduct focused
coding during the second coding, (4) categorize and search for themes, (5) review themes, (6)

define and name themes, and (7) produce the report.

Recorded interviews were transcribed verbatim and analyzed by the author. After
analysis, codes and excerpts were translated, as needed, into English. The software Dedoose
(Dedoose Version 8.0.35, 2018) was used for storing, coding, sorting, and retrieving data.

Dedoose was primarily used for data management.

To add to the rigor of the study, conceptual and methodological verification was done by
sharing the coding and categorizing processes with other researchers (IW, JL) or discussing them
with a qualitative expert (JR). To ensure rigor and validity, the author confirmed the contents
with the informants for member checking and, during the coding process, the author sent the
English translated codes and excerpts of the first five interviews to a bilingual researcher to

check whether the translations, including the nuance of the meaning of codes, were accurate.

Findings

Thirty-three caregivers were interviewed. Of these participants, 13 were caring for
someone with self-reported dementia. Average age of participants was 58 years old and 69% had

at least a college degree. Caregivers were mostly female and adult children (87.9, 75.8%
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respectively) (See table 1). Five themes were identified from analyzing interview transcripts to
answer research questions. The themes were 1) perceptions of caregiving, 2) challenges, 3)
strategies to overcome, 4) benefits of caregiving, and 5) healthcare and resources. Each theme
has subthemes to define their meanings. There were results, which were prominently different
among caregivers of PwD than the caregivers of general older adults. Further explanation is

below within each theme.

Perceptions of Caregiving

Perceptions of caregiving among Korean American family caregivers of older adults
included four subthemes, which are 1) role in action, 2) self-assurance, 3) paying-back, and 4)
reciprocity. The noticeable finding of this section was the different perceptions between
caregivers of general older adults and caregivers of PwD. While caregivers of general older
adults perceive caregiving as reciprocity, caregivers of PwD perceive caregiving as filial
responsibility. This may be explained by the nature of the disease symptoms and progression,

and PwDs’ dependency on caregivers to maintain their daily living.

Role in action. Most of the family caregivers perceived supporting their care recipient’s
daily routine and healthcare uses as basic actions in caregiving. Assisting with care recipient’s
activities of daily living, maintaining a healthy diet and exercise, and assisting with
transportation and language when visiting primary care physicians are included. One participant
who is caring for a mother with dementia stated, “She cannot do anything...so I have to do
everything she cannot even take a shower by herself.” Caregivers of general older adults stated

that mostly their job is helping parents’ activities outside of their home.
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“Well...visiting doctor’s office every month, and then...um...like mom’s
food...like...bad to her, because she’s diabetic. Make her stop eating those and tell her to

do this and that for the diet...and like that...try to maintain her diet...”

“What I do is...um...make an appointment...um...call the [doctor’s] office and take him
[father] to the doctor and translate...such things...and...Um...come with him to the

follow ups...well...that’s all.”

Self-assurance. This is a perception that assures or persuades caregivers themselves for
taking on a caregiver role. For example, some caregivers regard serving their parents as being for
their own good. One participant, who was caring for a mother with dementia, stated, “Caregiving
is fulfilling God’s will,” and another participant said, “Being a good example to my children.”
Another participant, who was caring for a mother with dementia, gives meaning to the role,
stating, “Not to regret later when I look back in the future.” Another participant, who is caregiver
of a general older adult, said, “I think...it [taking care of my parent] is like spreading seeds. | just
take care of her because she’s my mom, but my kids might think the same thing when they watch
me doing [caring my mom].” Participants put more meaning towards their own lives rather than
for their care recipients’. One participant said, “I think...I think it is like the last time spending
together with my mom...so I can deal with all the hardships. [I] just focus on it [caring mom].”

Self-assurance can help caregivers to endure difficult situations by encouraging themselves.

Paying-back. Most adult child caregivers think that they are repaying their parents’ hard
work for them in the past. In other words, they are trying to fulfill their filial responsibility.
Many caregivers of PwD reflected on caregiving as an opportunity to repay their parents’ hard

work for them go give themselves a reason to endure the hardship from caregiving.
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“So...I was not a good son until then...I did not serve my parents as enough as a first son
should do...and...to my parents...um...I couldn’t make them happy...so I decide to serve

them until they leave [die]....”

“Just...as a daughter in law, I think it is such a natural thing to take care of parents in
law. I just want to do really well because this job was given to me. And...Uh...um...I

want to support them [parents in law] to live peacefully until they leave [die].”

“It [caring mom] is nothing compared to what she’s done to me.”

“Like I said, I had surgeries seven times when I was little and she took care of me during
that time. It must have been tough. Anyway...she did that...ah...maybe it [caregiving] is

sort of paying back to her dedication?”

Reciprocity. Different from repaying their parents, caregivers in this sub-theme think of
their caregiving role as a part of a continuous reciprocal relationship with their parents. In this
subtheme, adult child caregivers perceive caregiving as co-living, reciprocal relation, or
blessings to each other. Many adult child caregivers, who are working fulltime, accept help from

their parents to maintain their lives in places such as participating in house chores and child care.

“When we get home after work, it is 7 O’clock. After we get home, I have to give them
dinner, and help with the homework, then 10 pm already then again....it’s already time to
sleep and 7am tomorrow we have to go to work again. Both of us...then mom and dad do

all the house chores and take care of children while we are at work.”

“I cannot say the word caregiving. It’s rather living together to help each other. Maybe I

get more help from them [parent].
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“Mom and I, both of us are blessed people...she should not be ill but being healthy and
living with us that is a blessing to us and to her as well...we say this to each other every

2

day.

Challenges

There were four sub-themes of challenges identified, which are 1) cultural gap, 2)
emotional challenges, 3) negative attitudes, and 4) feeling cramped. On the one hand, a majority
of the caregivers of older adults expressed conflicts with their care recipients. On the other hand,
caregivers of PwD did not mention difficulties in their relationships, but were more likely to

express their own emotional and physical stresses as challenges during caregiving.

Cultural gaps. Many participants mentioned a cultural gap between generations, and
between family members with a different cultural background. Cultural differences between
different generations were mentioned by several participants. These were conflicts between
people who kept traditional Korean values and people who were acculturated. Language barriers

between different generations or races were mentioned as well.

“My mom and I are not getting along very well because her way of thinking and mine

are so different...”

“Father-in-law must have a culture shock. He must have thought why my daughter-in-law
is doing like this... And he gets mad...and I think [his way of thinking is] not fair...those
were conflicts we had encountered. | guess in Korean culture, when elderly person gets

mad, people [children] cannot say a word and just obey...but I can’t...”

One participant stated about her care recipient (mother-in-law)’s traditional Korean

value, “my mother-in-law thinks women should be treated like a slave...well....there is old
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saying ‘woman and dried pollack should be beaten every three days’....seriously....and she
thinks men’s anger is mostly because of women’s wrong-doing.” This participant continuously

experienced conflict because of the different perspectives on gender roles.

Challenges of cultural gaps not only occur to different generations, but also to different
races in a family. One Korean American participant, who is married to a spouse who is White,
and takes care of her mother, said, “My husband doesn’t speak Korean, and my mom doesn’t
speak English....when my husband complains about my mom and then my mom does about my

husband....I cried a lot...”

Emotional challenges. Many participants, mostly caregivers of PwD, expressed
emotional challenges due to the prolonged period of caregiving. Hopelessness due to the late
stage of disease was one such challenge. One participant who cared for his wife with late stage

dementia stated,

“I think it is better she [wife] is going sooner. Well...people are saying it’s better to be
alive even though you are in a bad condition, and I used to think so....I
agreed...but...now I think that it is not true if you live like her [terminal stage of

dementia]...it’d be better to leave [die] sooner than later.”

Another participant stated, “My mom’s [physical] condition now is all right. That is a
problem. I don’t know how long she will live like that [with late stage dementia].” This caregiver
was also taking care of someone (his mother) with late stage dementia. Her behavioral symptoms
were getting worse but her physical condition was fair, so she could easily escape their apartment
and wander around the neighborhood. He felt hopeless and tired, and at the same time, he was

worried. He stated, “I am worried... To be honest, | was worried... whenever I see my mother, I
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felt heavyhearted and worried.” Another participant stated, “For how long do I have to do this
[caring for mom]?”” She had been taking care of her widowed mother for several years at the time

of the interview.

One of the emotional challenge from caregiving was depression. By imagining
themselves in their care recipient’s position or just remembering that their social relationship had
been destroyed due to the caregiving makes participants depressed. One participant, who was
caring for a mother with dementia, stated that she reflected on herself in her mom’s condition
and got depressed. She stated, “elderly people stay in their apartment all day long...well...that
makes me depressed...because...soon [ will be in the same route. And so...problem is....you are

not sure what your health will be like...” and stated, “There’s nothing I can do...nothing...”

One participants expressed that she often felt isolated and lonely. She stated, “Where can
I go while my husband is ill. I have nowhere to go...and I do not want to spend money...so I just
stay home.” Another participant who is caring for PwD stated, “Dementia is the worst
disease...it had broken every relationship I had. Until she [my wife] dies...after she’s gone, it is
too late because I am too old...too old to rebuild a new relationship with people...it will be
useless...it is gonna be time for me to go as well....[die]” Another stated about one’s limited
boundary of life due to the caregiving for PwD; “Not really...If there is any [social activities], it
is the fact that I cannot leave my mother alone not even for a second...I cannot let her out of my

sight...so I cannot go out as freely as before.”

Negative attitudes. This subtheme involves care recipients’ and caregivers’ attitudes
toward caregiving roles or healthcare service use. Care recipients’ non-cooperation and stigma
regarding disclosure are in this subtheme. One participant who is living with her mother-in-law

with dementia/psychosis stated, “Well, now...she extremely has hated to go to see the doctor ever
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since we found out her symptoms. It has been very difficult to take her to the hospital so we
barely made it there.” One participant stated that her parents-in-laws do not want to discuss

anything regarding dementia, stated,

“Father [-in-law] also denied his dementia symptoms, but mother [-in-law] just agreed
that he had a negligible level of it. Then she seemed to not want me to speak with him

about it. Mother [-in-law] told me to just pretend not knowing it”

Another participant who is also a caregiver of PwD, expressed his concern about being criticized

by the members of the community. He stated,

“It is something that I was deeply concerned about. For example, | am a pastor and | have
been considering what other caregivers would say about me elsewhere. | know the
Korean community is small...And people could criticize me...for not coming to visit my
father often as his son... So, these are some of the things that would always be a part of

the customs in Korea.”

Feeling cramped. Participants were struggling due to a lack of energy, time, and social
activities for themselves. Physical, emotional, and social strain can make caregivers feel
challenged. Participants, mainly daughters and daughter-in-law, were physically exhausted due
to the continuous demands for care. One participant, the daughter of a PwD stated, “Now,
regardless of my mother’s illness, I feel it’s little hard taking care of her when I am tired
physically, or when I have a hard time being in control of my life.” Other participants expressed
the challenges from the overloaded responsibilities in caregiving and working double duties

between their ill parents and their own family members.
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“So, I have to take care of both my parents-in-law and my husband (laugh)...l have to
make him a lunch box. Besides, | have to go to his working place over lunch time to eat
with him because he does not eat when he’s alone. As you cas see, it is not easy because |

have to look after both.”

“The other people...some people feel sorry not just for my mom, but for me as well.
Going to work and doing the house chores during the day and going to her place to sleep
at night... some people think that this is tough...But I only do what I can do....

(Laughing).”
Strategies to Overcome

Identified subthemes from strategies to overcome challenges were 1) avoidance, 2) keeping a

positive attitude, 3) utilizing manpower, and 4) setting up the boundary.

Avoidance. Caregivers tried to focus on their work or to stay silent to avoid conflict
situations. These conflicts can be the caregiver’s own feelings of being overwhelmed, conflicts
between family members, or accumulating stress from caregiving. Participants who responded in

this subtheme expressed that they either avoid or distract themselves from the problem.

“Stop asking me any more....please ask me no more. Stop making me cry...

(laugh)....because I don’t want to cry...please don’t ask me anything more.”

“I tried to open up some conversation to talk over the difficulty, then it changed into a big

argument. So I had to stop.”

Keeping a positive attitude. Acceptance and practicing religion were the ways to keep

caregivers moving in a positive direction. Accepting reality, (being thankful with or without



143

religion), and having support from family members or friends can encourage caregivers who
encounter challenges from caregiving. One participant stated that accepting a parent’s diagnosis
of dementia is the only way to accept her caregiving role. She said, “In the past, I used to think
carelessly that my parents should be healthy, but now, I started to think that | am not different
than anyone else. What happens to others can happen to me, too.” One participant caring for
PwD stated, “There is nothing we can do to heal this disease. It comes together with the memory

loss and gets only worse and never ends. Then we have to live with it. What can you do?”

Practicing religion can be a good way of fighting challenges for some caregivers. By
participating in religious events or prayers, caregivers try to direct or lead themselves toward a

better life.

“If not, listening to praises, and praying are what I should do. Shouldn’t I pray when I am

weak? So I pray and feel empowered and then, I sing again. This is how I do.”

“As I 'look back, if someone asks me how I did it [caring for demented mother-in-law],

then I will say that it’s not me but God. He also gave this hard time...”

“Today I also prayed when I drove around that God removes the stress. ...... So when I
feel really difficult in focusing on [working], I try to feel comfortable by agreeing that |
should surrender to God who has control over all things and it never belongs to me. |

think it worked out for me gradually as I trained myself in thinking this way.”

Utilizing manpower. Participants stated that asking for help from other family members
or friends for caregiving activities and for the caregiver’s own social life was very helpful.
Caregivers of PwD, especially, stated the importance of support from others such as physical

help or emotional support. They stated,



144

I just get rid of stress by having conversations.”

“We have shared works. My sister takes care of all the documents and medicines. She
also works on keeping the records regarding doctor visits as there are many doctors we
need to see. I take care of some doctor visits too, because we have so many doctor’s

offices to visit.”

Setting up the boundary. This is a strategy to overcome challenges from a different
cultural belief, an emotional despairing due to the prolonged progress of dementia, or a lack of
knowledge about dementia symptoms. Participants set a parameter to distinguish worsening

symptoms or to change the plan such as considering institutionalization.

“Well, now I say yes for what I can do and no for what I can’t. My parents [in-laws]
might have felt disappointed as | started clearly expressing my opinions. However, |
believe they will gradually accept my honest responses and their disappointment gets

smaller. So, I feel better.”

“I recognized that my mother-in-law is sick when she does not organize her
surroundings. If she is alright, she would have cared about cleaning and organizing the

things around her and also the house stuff.”

Benefits of Caregiving

Identified subthemes of benefits of caregiving are 1) better relationships, 2) handing down of
culture, 3) emotional benefits, and 4) self-reflection. This was observed in all participants

regardless of the care recipients’ disease type.
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Better relationships. Many participants stated that giving care was a good opportunity to
learn more about their parents and family members. Although participants started caregiving out
of filial responsibility, they became more appreciative of their parents’ presence after they spent
time with them and learned about them. In addition, throughout the caregiving phase, the bonds

between family members increased.

“Before we lived together, I did not know what’s going on with them unless I called or
contacted them. And also, likewise, | did not know what happened to them until they told
me. Now we live together, so it is very good for me to have the information about them

much faster.”

“In a way, I feel grateful that my mother-in-law is sick. We initially argued because of
her sickness as we thought differently about it, then you know that arguing does not
resolve the issue, so after we argued over and over, we started having conversation on

this. Sometimes she even makes a joke of her illness, and things are better.”

Handing down of culture. Many participants expressed that the educational aspect was a
great benefit. It was related to the self-assurance among the perceptions of caregiving. They were
assured that their children are learning from their act of filial piety. They stated that their
children showed respect to their grandparents and other older adults, practicing Korean culture

naturally.

“They make sure to greet grandmother whether or not she understands it. Such things are
experiential learning methods to my children that their parents have done these things

with their grandparents. I take this as an advantage out of them.”
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“So things are like this; if I don’t do well to my mother even though we live together, my
child doesn’t do well to me either. He does well to me if I do well to my mother. He

learns things from me. That’s why it says “parents are the mirror of their child.”

Emotional benefits. One of the benefits from caregiving to parents was positive
emotional outcomes such as feeling comfortable, secure, and stable. One participant stated,
...... it is good to have such opportunity to serve her, and I feel fullness at home as my mom
lives together.....” Another participant stated, “She is like a home of my heart, and | can come to
her right away when I am in a difficult situation. So, I feel secure... and I rely on her

unnoticeably.” Both expressed the emotional fullness and security by living with their parents.

Self-reflection. Participants were grateful to have a chance to experience aging indirectly
and preparing for their own end of life. They continuously reflected on their care recipients’

situation and imagine their own futures.

“So, I feel I am being prepared [for death] as I take care of my mom. Although | help her
to be prepared, | also feel, on the other hand, that | am prepared religiously, because |

think it is the last moment for my parents although it is difficult......”

“I also think that I have more chance to think about my old age. It comes to me soon,

too...so how should I prepare my old age?”
Health services use and resources

Health services use were influenced by three subthemes including 1) accessibility, 2)
availability, and 3) attitudes. Both caregivers of general older adults and PwD expressed similar

perceptions in terms of health services use.
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Accessibility. Most participants actively use community resources in the metro New
York area and in Northern Virginia where Korean providers or Korean adult daycare centers are

available.

“S(he) goes to the adult daycare center and stays there from 8 AM to 1 or 2 PM, then
comes back home when we have a homecare attendant until s(he) goes to bed. Now they
do all these services and connect me to where | get the answer to my inquiry, so it is very

convenient.”

However, some caregivers and care recipients could not use available services actively because
they did not have insurance. Language barriers also hindered participants from accessing health

services.

“Well...You let me know what to do [without an insurance]... (Laugh)... if we have pain
in our feet here, we should go to Korea before it gets worse. So we have a flight ticket

valid for any time so that we can go whenever we need to.”

”What was initially inconvenient was that I did not know the language and could not

communicate because I do not speak English. There was no interpreter.”

...... sometimes there is no interpreter at the hospital. The other day... I and my wife

had to talk and answer roughly when we had the X-ray exam.”

Availability of health services. Health services use were influenced by the residing
area, the healthcare provider availability, and the relationship with the primary care physicians
(PCP). Participants who reside in metro New York area visit their PCPs regularly and would call
PCPs whenever they encounter any health problems. Korean providers are available in this area

so the participants can maintain good relationship with their PCPs without any problem. The
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participant from the metro New York area stated. “Ah...that...hospital...there was a social
worker....she’s able to speak Korean...well...I am grateful to that social worker. She stands for
my family and protects the patient.” However, participants from Central Virginia expressed that
it is not easy to visit health care providers because Korean doctors or healthcare providers are not
available near the area. One participant stated, “Things for Koreans [Korean providers or adult
daycares]...none in this area...even my kids don’t want to visit often because it is far from the

metro area.”

Attitudes. Some negative attitudes towards healthcare providers and services use such as
distrust, skepticism or stigma hindered caregivers and care recipient from using health services.
Older adults were skeptical of the PCP’s service when they trusted their experience more than
their care provider’s expertise. Further, they became more skeptical and distrusting of care
providers after they went through assessment and diagnosis with PCPs. These seem to happen
more among caregivers of PwD since there are few or no choices offered by the PCPs. In
addition, prejudice regarding existing facilities and services influenced caregivers’ healthcare

uses as well.

“She has had asthma for a long time, so she is so knowledgeable about it. She even says
to the doctor that she tried this medicine but it didn’t work, then the doctor feels
embarrassed, and writes a prescription for different one. It is hard because it seems like

she’s not trusting the medical professionals......

“It’s not gonna work even though you visit the doctor [for dementia symptoms]. | know

well that doctors will say same thing over again.”
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“And...I don’t go to the dental office covered by the insurance [Medicare] because the

quality of care is terrible. I go to the dentist where I pay.”

Healthcare resources. Almost every participant mentioned the Internet as a resource to seek
health related information. PCP, Korean newspapers, and the Korean radio channel were
mentioned as other methods. One participant stated, “So...my father-in-law learns a lot from
surfing the Internet on his smartphone. He finds what fits him from there. He is very systematic.”
Another participant stated, “Internet, Korean Internet site I check because I have searched
American websites...but it wasn’t helpful. Yah...it was not...well....I tried to give vitamin A and
others what the site said, but nothing worked...nothing helped...” This participant decided to
search Korean Internet websites to seek information because that’s more convenient for her since

her first language is Korean.

Discussions

The purpose of this study was to explore the perceptions of caregiving and healthcare
uses among Korean American caregivers of older adults and to explore their challenges and
strategies to overcome. Study findings reveal and support that cultural beliefs influence and are
interrelated to many aspects of caregiving of caregivers of Korean Americans, including
perceptions, challenges, strategies, and their healthcare uses (Casado & Lee, 2012). This may
lead to nurse clinicians and researchers looking at this population in a more holistic view to build
nursing care plans or interventions. They would not simply focus on one challenge that clients or
patients bring up to the clinic, but look at the whole picture to see what affects the problem that

appears on the surface.
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The most prominent perception of caregiving was caregiving as a way of repaying their
parents’ hard work: filial responsibility. Filial responsibility is one of the principles in
Confucianism, which emphasizes the importance of loving and respecting parents (Dai, 1988;
Lai, 2010). Many Asian immigrants including Chinese, Korean, and Vietnamese practice this
principle to keep their family harmony (Han, Choi, Kim, Lee, & Kim, 2008; Sun, Ong, &
Burnette, 2012; Xiao. Habel, & De Bellis, 2015). Even though Americans have a similar concept
of filial piety which shows emotional support, substantial aid, and a sense of gratitude towards
parents (Dai & Diamond, 1998), Asians’ filial piety is differentiated with attributes of the
practice such as interdependence, obedience, self-sacrifice and devotion to parents or family
values which require more time and energy to keep (Dai & Diamond, 1998). Thus, filial
responsibility is involved in caregivers’ lives and relationships between family members (Lai,
2010). On the one hand, it has a role in the strategies to overcome challenges of caregiving;
caregivers persuade themselves that they are fulfilling their filial responsibilities to stay positive,
and regard it as a benefit of caregiving. On the other hand, due to the filial responsibility,
caregivers are suffering and enduring emotional and physical strain, because they regard the

enduring hardship with sacrifice and devotion is a virtue.

The key finding of this study is the variability of perceptions and challenges among
caregivers of general older adults and caregivers of PwD. The differences in perceptions and
challenges of caregiving between two groups may be explained by the presence of interaction
between caregivers and care recipients. Caregivers of PwD are less likely interactive with their
care recipients than caregivers of general older adults. Thus, they perceive caregiving as paying
back other than reciprocity. In terms of challenges, emotional and physical strains were more

obvious among caregivers of PwD than other caregivers while conflicts due to the cultural gap
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was expressed by the counterpart. These results are consistent with previous studies. According
to a report by Alzheimer’s Association (2018), 59% of family caregivers with ADRD reported
high emotional stress from caregiving. Further, the physical and emotional impact of dementia
caregiving is estimated to have resulted in $11.4 billion in healthcare costs (Alzhimer’s

Association, 2018).

Korean American caregivers, especially those who are caring for PwD, are more
vulnerable to these challenges (emotional and physical strains) because they have pressure from
multiple sources, in addition to that of the caregiving of older adults, face saving, and stigma
regarding dementia. Many of the participants from this study were living with a “double duty”,
which means they were taking care of their family members while they were also caring for their
ill parents. According to Lee and colleagues (2010), 74 % of Korean American participants have

a strong sense of stigma regarding dementia and they regard dementia as a form of insanity.

Interestingly, all of the participants in this study used dementia (X|OH; chi-mae; dementia), the

medical term, instead of using the negative connotation of dementia (‘= 2; no-mang; senile

craziness) while they were talking about the challenges associated with the caregiving of PwD.
This may be due to the level of education of the current sample (70% were college graduates), or
it could be that the knowledge of ADRD had increased since the study of Lee and colleagues.
Since this study was conducted with caregivers of older adults, including caregivers of PwD, the
findings may explain more in terms of the challenges compared to the previous study which was

conducted with a general population. Furthermore, Korean Americans have a concept called

“X|™; face saving’, which reinforces the stigmatization. Face saving, in addition to filial

responsibility, hinders caregivers from disclosing their family member’s illness, especially
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diseases that can ruin their family name such as mental illnesses and dementia (Lee, Lee, &
Diwan, 2010). Previous studies showed that caregivers of early stage dementia patients are less
likely to seek help due to a fear of stigma and low acceptance from society (Boots et al., 2015;
Sun, Mutlu, & Coon, 2014; Xiao et al., 2015). The results of the current study were in line with
those previous studies regarding stigma. Thus, healthcare providers should be aware of the
impact of stigma as it deters caregivers from seeking help and results in caregivers’ emotional

and physical strain.

Current literatures also supports that language barriers are another challenge for
caregiving and healthcare utilization. The literature shows that, a language barrier was the
biggest issue among ethnic minorities in terms of healthcare utilization (Casado & Lee, 2012;
Haralambous et al., 2014, Lee et al., 2014; Lee et al., 2017; Xiao et al., 2015). Casado and Lee
(2012) revealed that limited English proficiency was associated with underutilization of
healthcare services among older Korean Americans. Caregivers who were more proficient in
English were more acculturated to American ways of life and had a greater awareness about
formal care. Thus, they were more conscious about care needs than those who were less
proficient in English (Casado & Lee, 2012; Lee et al., 2010).

In terms of the strategies used to overcome challenges, Korean American family
caregivers of older adults showed various types such as avoidance, utilizing the human power,
keeping positive attitudes, and setting up the frame. These are mostly passive ways to decrease
physical and emotional distress with the exception of utilizing human power. However, utilizing
manpower is mostly limited to inside the family circle due to filial responsibility or face saving.
To help caregivers overcome the adverse effects of caregiving, there should be approaches that

are more aggressive. For example, caregivers should understand that participating in the
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caregiving role or getting support from the community is not against their cultural beliefs.
Abundant resources should be available to make caregivers feel that it is normal to utilize them
when the need arises. Further, health providers should consider more assertive advertisement or
education on what is available to decrease caregiver’s emotional or physical strains because
participants of this study did not mention utilizing formal treatment to ease their own problems.
According to Gallagher-Thompson and Coon’s study (2007), there are various evidence-based
psychological treatments such as depression management, counseling, and support group
attendance (Gallagher-Thomson & Coon, 2007). Nurses and other healthcare providers who are
working with Korean Americans should be aware of culturally tailored resources, and put more
effort in utilizing those resources for their clients. Furthermore, healthcare providers may
consider collaborating with Korean community centers, senior centers, adult day cares, and

churches to create support groups which are better suited to Korean American caregivers’ needs.

Study Limitations and Strengths

The convenience sampling method could be a limitation in that there is a possibility of
sampling bias and social desirability bias. Also, findings from a small sample size from the
metropolitan New York area and Virginia have limited transferability to the Korean-American
population as a whole. Since this study is a cross-sectional study, research results are limited to
understand the perceptions of caregiving and health service uses of caregivers of older adults
among Korean-American over time. In addition, this study did not analyze by gender, the level
of acculturation, and position in a family; thus, a further study to explore differences between

each item may produce a different result.

To strengthen the study, a larger sample size is needed and or researchers can include

participants from other Asian countries, such as China, Vietnam, or India. Future research should
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also include different geographical areas within the U.S. to increase the transferability. Adapting
a variety of recruitment strategies such as multiple sampling methods (flyers, mailing, media,
and provider referral) or consumer-centered approaches (face-to-face solicitation, utilization of

community newsletters) will yield better results (Kwon & Kim, 2011).

In spite of the limitations, the sample size of this study is comparably large for a
qualitative descriptive design. It is also the first study that explored Korean American family
caregivers’ perceptions and experiences of caregiving and healthcare service utilization including
caregivers of PwD. In addition, the key finding suggested the variability of perceptions of
caregiving between caregivers of general older adults and PwD. Thus, this study may contribute
to a deeper understanding of caregivers of older adults’ experiences and their needs, especially
within their cultural context. Further studies comparing both population—caregivers of general

older adults and caregivers of PwD to expand this finding is suggested.

Conclusion

Korean American caregivers of older adults including caregivers of PwD perceive
caregiving as a filial responsibility as well as a reciprocal reaction to their parents working hard
for them. To assist Korean American caregivers in overcoming challenges of caregiving and
healthcare services utilization, culturally tailored healthcare services with bilingual staff,
language specific information, and collaborated works and programs between the ethnic
community and healthcare system should be considered. Furthermore, healthcare providers
should be culturally sensitive when they encounter ethnic minority clients for a thorough
assessment and intervention once they aware of the differences between caregivers of PwD and

others. Lay public education to decrease stigma related to dementia should be considered.



Appendix A.

Table 1. Characteristics of participants

Characteristics

Participants

N=33

%

Age (years)

Range 38-82
Average 58.2
Gender
Male 4 12.1
Female 29 87.9
Education
< High school 4 12.1
High school graduate 6 18.2
College and up 23 69.7
Religions
Protestant 31 93.9
Catholic 2 6.1
Relationship to recipient
Spouse 6 18.2
Children 25 75.8
Other 2 6.0
Identity
Korean 11 33.3
Korean-American 22 66.7
Period of Caregiving
<1 year 0 0.0
1~4 years 11 33.3
>4 years 22 66.7
Care Recipient with 13 39.3
Dementia
Caregiver’s Insurance
Medicaid/Medicare 14 42.4
Work/Self-paid 10/5 30.3/15.2
No Insurance 4 12.1
Care Recipient’s Insurance
Medicare/Medicaid 27 81.8
Self-paid 1 3.0
No Insurance 5 15.2
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Appendix B.
Semi-structured Interview
(1) How was your life like back in Korea? What are some differences between Korean and

America? 2= 0 M 2| Y2 O 4Lt R? 0|0 A2 dent o{EHASO|

Cla}A |_| 77|.?

= M-

(2) Please tell me who are you caring for now and what kind of health problem she/he has (if
there is any). @42 F7E SEAHL &4 20 AAY, ZA| A2 X7t UCHH
ofH EHSQIX| LEHFHAIR.

(2)-1 what do you do to manage your family member’s health problem. For example, manage

the Dr.’s appointment, health care proxy, checking drug administration, checking blood

sugar/blood pressure, etc. O Bt O = AZ 2| E 0 A ML O E =T

& 2ldt

I':|£

Ofef, X el oHalQl, AFHEAN 2|, dEX 22 LN, 7[EISS.

Hn

(3) Can you tell me of your typical day with your family member who you are taking care of?

-

20| SE= 7IHEZ 0ol 40| tioh 28 FEEELICE o F 2uts

rr

LI 23l M 2.

Perceptions of caregiving &0l 8t A e

rir
N

(4) What does that mean to you taking care of your parent/ spouse/ other members? 7+ 5}

E=A0] A0A= o 20| YLt 52 2[0| & R 05 L2
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(5) Please tell me about your experiences in providing care to your family member. 7}

=o
1=

Ir

sEE (UEote) MH2ZAM BES LT 2

o O

Consequences/ Challenges 282 2 Qo ‘471 €& (HAXANE S2S HEAE)

(6) What are some of the challenges you face in taking care of your family member? (Can you

tell me what your biggest concern is when you care for the older adults in your family?)

UESIBEM dett dEASE URFE & AM 2 (=2 sE2=A0AM 71
HAYE=A B2 FHR2A2 A7)

(7) What are some of the positives in this role? ZtH et 2 Z3

rot
o
oA

M
o

T2 0f CHol

LR = AR,

(8) What your life was like before? What sorts of things do you do when you have free time?

Ho| SOl afoff Cioh A Ll =AMl 8. ZHESHR| G= AlZHOf

o LS —

Dealing with Challenges

(9) How do you handle the challenges that you face when you care for your family member?

Please tell me what do you do care for yourself.

(10) If you need help (in reference to caregiving) who do you ask?

(11) If you need help personally who do you ask?
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Healthcare utilization 2|2 A|d 0| &

(12) Please tell me if you have any health problems. If you have, can you tell me how often

you meet doctors or nurses? What influences your decision to seek and use healthcare

services? (e.g., language, money, or distance). 7120 &7} QO AX| 22 QUCHH, A0OFL}
Xt HME222Q 22 AH 2 0| 8SHA=X| LR FH = A2 M 22 0{H Z4=0]| 0

255 UL FTotCtn d25th 2 ol AS0| Feks O|X[LtR? (W E =T

(12)-1 Please tell me if your loved one has health problems, and if yes, tell me how
you manage their health problems. For example, make an appointment,

transportation, communication with the provider, etc. Please tell me what takes you
away from going to the provider? EE2Al= 7t&2| AZ 0| 2X7F ULt2? JUCHHA
OfEA &2 = stMl a2 ol & =T o<, O] 5, 2|ArRte| Tzt S-S0 Chet
O[OF7| & LHHFAl7] HIEL|CE 20| 7IZRHZ =M E 2He[5t= 2 oA
CHAS ZO{X| A SHLER?
(13) How do you get the information related to your health problem?

(prompt: media, other people, books) E4I2 O{H 22 HH S2 X =20f| 2ot HEE

—

HLtR? (Of: 2 O|C[Of, CHE AME S, H)
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a. How do you get the information for your loved one’s health situation? =42 O

A
b

BR2 sHEE= S0 2ot YEE HLR?

d

What else you would like to share about your life? O|5+0j| CH2 SFA10| M=oyl CHSH A LE

Of 2 0fl CHBHA|ZHE LHFAZO0| AOA|T LHHZN 2.
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CHAPTER 6

CONCLUSION

Summary of the Research

Even though Korean Americans are a small population in relation to the general
population, a comparatively young history with rapidly growing numbers and unique cultural
beliefs, may put this group at risk of underutilizing healthcare services, especially among low
income adults or where there is a lack of language proficiency. The findings of this study will
contribute to the expanding of knowledge on Korean American caregivers of older adults in

regards to maintaining their health management and health services utilization.

In chapter one, an introduction of the dissertation was explained. In chapters two, three,
and four, manuscript one, two, and three was described, respectively. In this chapter, findings
from each manuscript were summarized and implications for clinical practice and research are

suggested.

The purpose of manuscript one in chapter two, factors affecting help-seeking behavior
among family caregivers of people with dementia: An integrative literature review, was to
examine the evidence related to help-seeking for caregivers of PwD in order to better understand
barriers and facilitators in regards to seeking support services that were found in previous studies

conducted in the past 10 years.

This study revealed the importance of caregivers understanding symptoms, treatment, and
the progress of ADRD. Normalization was a prominent result from lack of knowledge.
Interestingly, normalization exist not only among family caregivers but also healthcare

providers. Thus, education regarding ADRD symptoms, available diagnostic tools and treatment
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options also are important. In addition, cultural beliefs and stigma hinder family caregivers’
help-seeking behavior. Especially studies conducted among ethnic minority groups showed the
influence of the filial piety and stigma. Fear of rejection from the social circle results in the

stigmatization process among family caregivers of PwD.

In chapter three, manuscript two, perceived stigma in dementia: Concept analysis, was
analyzed in 50 empirical studies. This study was part of a continuum that explores hindering
factors. One such factor found from the review of the literature was stigma, however, the
definition of stigma, especially perceived stigma in dementia was not clearly defined. Thus, this

concept analysis was a necessity.

In this analysis, attributes of perceived stigma were defined; negative emotional reaction,
living on the margin, inequality, and losing what’s normal. Empirical referents were also
determined; humiliation, loss of autonomy, the anticipation of social rejection, and negative
social attitude. By defining a clear concept of perceived stigma, clinicians such as nurses and
physicians may understand the physical and psychological consequences of stigmatization.
Furthermore, researchers can continue to develop instruments that measure perceived stigma,

which may help to develop interventions to reduce the negative consequences.

In manuscript three, perceptions of caregiving and healthcare services use among
Korean American caregivers of older adults: Qualitative descriptive study with thematic
analysis, 33 face-to-face interview transcripts were analyzed using thematic analysis to explore
perceptions and experiences of the caregiving of older adults among Korean American family
caregivers. Six themes were identified; the perceptions of caregiving, challenges of caregiving,
strategies to overcome, benefits, healthcare uses and resources of healthcare information. The

study included thirteen participants that were family caregivers of PwD.
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The remarkable finding from this study was the variability of perceptions and challenges
of caregiving between family caregivers of PwD and family caregivers of general older adults.
The presence of interaction between caregiver and care recipient may be the reason for this
phenomenon. The nature of caregiving among family caregivers of PwD are likely a one-way
direction without interaction with their care recipient. Therefore, filial responsibility or paying
back was differentiated with reciprocity in which caregivers and care recipients serve each other
to maintain their daily lives. In terms of challenges, caregivers of PwD are less likely to
experience conflicts from cultural differences with care recipients. Thus, most of their challenges
are coming from physical and emotional strains. Nurses and researchers should address different

issues when they encounter these two different groups of caregivers.

Language barrier was the prominent challenging factor in utilizing health services among
caregivers of Korean American older adults. Since the previous study revealed that about 64% of
Korean American immigrants have limited English proficiency, bilingual care providers,

language specific information and assessment tools for Korean immigrants should be considered.

Clinical Implications

Nurses and other healthcare providers should acknowledge the difference between
caregivers of PwD and caregivers of general older adults with other health problems in order to
provide proficient care. Nurses and other healthcare providers should also address how Korean
Americans’ perception of caregiving differ from other ethnic groups, so they can provide proper
assessment tools and interventions specific to each client. They also should consider stigma as a
prominent factor in terms of challenges and should be sensitive in addressing clients’ attitudes

towards existing services to reduce the rate of underutilization.
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Research Implications

Researchers should be aware of the specific needs of different ethnic groups because
different cultural beliefs have a different influence on those who are caring for older adults.
Researchers can continue to develop instruments and interventions to assess and reduce
perceived stigma as well. They can also develop and apply structured education in different
languages as well as culturally tailored versions for each client with different cultural
backgrounds. The culturally tailored tools and education may increase the rate of healthcare
service utilization among family caregivers of older adults, especially those who are caring for

PwD among ethnic minority groups.

Future Researches

The relationship between healthcare service utilization and the level of acculturation is
suggested. The level of acculturation influences the decision making process when caregivers of
older adults seek help or are in need of healthcare services (McCleary & Blain, 2013). This study
was not focused on the differences between genders, so future studies analyzing perceptions,
challenges, and strategies as well as health services use is suggested. The association between
different levels of education and different perceptions of dementia caregiving was also not

explored in this study. Thus, future research including the level of education is suggested.
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