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“I was confused about how to take care of mom because this
disease is different everyday”: Viethnamese American caregivers’
understanding of Alzheimer’s disease
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Abstract

Family members provide the majority of caregiving to individuals living with Alzheimer’s disease
(AD) and related dementias. Asian American families are disproportionately impacted by the
burden of caregiving due to limited knowledge about the disease in this community. This study
explored how Vietnamese American caregivers understand AD and provide care to family
members with AD. Twenty caregivers who have provided care to a family member with AD
participated in a semi-structured qualitative interview. Data were analyzed using thematic analysis.
Several themes were identified in the caregivers’ understanding of AD: (@) “Now I know:” the
disruptions, shocks and surprises leading up to the initial diagnosis, (b) The frustrations of
managing family members’ cognitive impairments, (c) “Going with the flow:” challenges in
managing personality and behavioral changes, (d) The exhaustion of around-the-clock caregiving,
(e) “Taking it day by day” in the face of progressively worsening symptoms. Underlining the
participants’ descriptions of AD was a shared understanding of the progressively worsening,
complex and unpredictable nature of the disease that makes it challenging for family caregivers on
a daily basis. Findings provide important implications for healthcare workers’ outreach to
Vietnamese American families to ease the caregiving experience through culturally-responsive
education, thereby enhancing the families’ ability to recognize the early symptoms and seek
appropriate help.
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Introduction

More than 16 million Americans in the United States provide unpaid care for individuals
living with Alzheimer’s disease (AD) and related dementias, and family caregivers are at the
forefront of taking on this responsibility (Alzheimer’s Association, 2018). Alzheimer’s
disease is the most common subtype of dementia that impacts an estimated 5.7 million
Americans, the majority of whom are 65 years and older (Alzheimer’s Association, 2018).
As the aging population increases, so will the prevalence of this disease. Alzheimer’s disease
is characterized by an irreversible, progressive decline in memory, language, problem-
solving, and cognitive abilities that interfere with daily activities (National Institute on
Aging, 2018).

Caring for a family member with dementia can be stressful and challenging in light of the
decline in cognitive, behavioral, and affective functioning associated with the progression of
the condition. As such, caregivers’ knowledge about dementia has implications for how they
provide care to their family members (Andrews et al., 2017). Individuals who are more
knowledgeable about dementia are likely to recognize early symptoms and seek appropriate
services for support (Ayalon & Arean, 2004). Limited knowledge about dementia can impact
caregivers and their loved ones - as it is often associated with delayed diagnosis,
underutilization of support services, later onset of appropriate treatment, and caregiver
distress (Given, Sherwood, & Given, 2008; Graham, Ballard, & Sham, 1997; Lee & Casado,
2017; Meyer et al., 2015; Wang, 2012).

Despite the prevalence of dementia in older adults and its impact on families, knowledge
about the syndrome remains limited, particularly among ethnic minorities (Ayalon & Arean,
2004). Studies have consistently documented the lack of awareness and knowledge about
dementia among Asian Americans (Ayalon & Arean, 2004; Cahill, Pierce, Werner, Darley,
& Bobersky, 2015; Jang, Yoon, Park, Rhee, & Chiriboga, 2018), yet limited research has
explored caregivers’ understanding of dementia - within specific Asian American subgroups,
particularly Vietnamese Americans - to inform the development of culturally-tailored
education and interventions to ease the burden of dementia caregiving in this community.
Vietnamese Americans are among the fastest-growing Asian American subgroups, with
more than 2 million people residing in the United States (U.S. Census Bureau, 2016). With
about 15% of the Vietnamese population over the age of 65, there will be an increase in the
number of Vietnamese Americans affected by dementia (Zong & Batalova, 2016).
Considering the central role of Vietnamese American family members in providing care to a
loved one with dementia, they are likely at risk for experiencing the stress and impact of
caregiving when they have a limited understanding of the condition and ways to manage it
(Connell & Gibson, 1997; Dilworth-Anderson, Williams, & Gibson, 2002; Yeo, Tran,
Hikoyeda, & Hinton, 2002). The purpose of our study was to address this knowledge gap by
examining how Vietnamese Americans understand AD, the most common subtype of
dementia.

According to the sociocultural stress and coping model, cultural beliefs and values influence
the caregiving experiences of diverse groups and their understanding and perceptions of
dementia (Aranda & Knight, 1997; Gray, Jimenes, Cucciare, Tong, & Gallagher-Thompson,
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2009; Janevic & Connell, 2001; Janevic & Connell, 2001; Knight & Sayegh, 2010;
Richardson et al., 2017). Culturally-informed variations in the conceptualization of dementia
can impact all aspects of caregiving, including the understanding and interpretation of
symptoms, patient and family’s treatment preferences and expectations, and help-seeking
behaviors (Gray et al., 2009; Napoles, Chadiha, Eversley, & Monero-John, 2010).
Depending on level of acculturation, Asian Americans often combine biomedical labels of
dementia with explanations that draw upon folk models of illness (Suzuki, Goebert, Ahmed,
& Lu, 2015; Yeo, 2001). Persisting folk beliefs about dementia attribute the syndrome to
physical, psychosocial stress, spiritual/religious factors, or the process of normal aging
(Chan, 2010; Hinton, Franz, Yeo, & Levkoff, 2005; Yeo, 2001). Dementia-related symptoms
such as memory loss, forgetfulness, and confusion are most commonly viewed as normal
consequences of aging (Lee & Casado, 2017; Sun, Ong, & Burnette, 2012), and in some
cases as a mental illness (Hinton, Franz, Yeo, & Levkoff, 2005). Several labels exist in the
Vietnamese language to refer to cognitive decline in older adults: the idiom of Ian
(indicating the loss of mental acuity, forgetfulness, and confusion) used in combination with
1ii 13n, gia lan, an rot, 13m lan, or 1an I6n (Ta Park et al., 2018; Yeo, Tran, Hikoyeda, &
Hinton, 2002). This notion of forgetfulness as a natural part of old age, coupled with the lack
of knowledge and awareness about dementia, can hinder families’ abilities to recognize the
early signs and seek help for a family member living with AD. Moreover, traditional Asian
cultural beliefs and values, rooted in Confucianism and Buddhist principles, can influence
conceptions about and responses to dementia. Fatalism, or the belief in one’s destined fate,
may guide some families to view their loved one’s dementia as part of life (Braun &
Browne, 1998; Hinton, Tran, Tran, & Hinton, 2008; Jang, Yoon, Park, Rhee, & Chiriboga,
2018). As such, it is now the caregiver’s responsibility to care for their loved one living with
dementia in accordance with the virtue of filial piety, or one’s duty to care for elders and
family members. These culturally-informed conceptions about dementia can pose barriers to
early detection and treatment-seeking.

To date, there is limited knowledge on Vietnamese American dementia family caregivers -
more specifically individuals providing care to family members living with AD - despite
their vital role in the daily care of a loved one impacted by this disease. This was among the
few exploratory studies that highlighted the perspectives of individuals impacted by the
burden of Alzheimer’s disease, and yet, remain largely invisible to the public: family
caregivers. In particular, our study provided a richer and deeper understanding of the lived
experiences of Vietnamese American family caregivers — whose voices are under-
represented in caregiving research. The purpose of this study was to explore how
Vietnamese American caregivers understand and provide care to family members with AD.
Findings could inform healthcare providers (e.g., physicians, nurses, social workers, clinical
psychologists) on culturally- and linguistically-relevant interventions for promoting AD
awareness among Vietnamese Americans.
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Methods

Participants

Participants included 20 Vietnamese American caregivers of family members living with
AD. We used multiple strategies for recruitment. We posted flyers in several local
community centers serving Vietnamese Americans in Southern California. We also
distributed our flyers in a local non-profit Alzheimer’s service organization and local Asian
grocery stores to recruit caregivers. A few participants were recruited via snowball
recruitment. Potential eligible caregivers either directly contacted the study team or gave our
study participants’ permission to release their contact information to the study team. This
study was approved by the University of California, Irvine, Institute of Review Board (IRB)
as Exempt Review for Human Subjects Research Consideration. The signed informed
consent was waived by the IRB due to the minimal risk nature of the study protocol.

Eligibility criteria for participation were: 1) aged 18 years or older; 2) currently have a
family member who is diagnosed with or have had a family member who was diagnosed
with dementia (e.g., Alzheimer’s Disease) but died, 3) speak the Vietnamese language or
English, and 4) have no significant communication deficits. Participants provided verbal
consent on the study information sheet that described the purpose, procedure of the
interview, potential risk, benefits, compensation, data security, and research team’s contact
information. Participants received $50 cash as appreciation for their time at the end of the
interview.

Interview Procedures

Three bilingual research assistants trained by a gerontology-specialized faculty (J.L.)
conducted semi-structured interviews in Vietnamese. One participant - who spoke fluent
English - was interviewed in English by the gerontology faculty. An interview guide was
utilized during the interview that elicited the caregivers’ perspectives on key domains related
to their caregiving experiences: a) recollection of the first time their family member received
an official diagnosis of AD, b) knowledge about AD and its manifestations; c) perceived
barriers in accessing information about AD and resources for caregiving needs; d) caregiving
stress and burden and strategies for managing these challenges. All interviews were face-to-
face and took place mostly at the participants” homes. Each interview took approximately an
hour and was audio-recorded.

Data Analyses

Interviews were transcribed verbatim in the language in which the interview was conducted.
Vietnamese transcripts were then translated into English by bilingual transcribers. One of the
authors listened to all audio-recordings and verified translated transcripts for accuracy. We
analyzed the interview transcripts using thematic analysis (Braun & Clarke, 2006). The first
and last authors developed the coding tree, using the interview guide to inform the initial
themes. At the initial stage of coding, three transcripts were read multiple times and coded
independently by two coders in Dedoose, a qualitative and mixed data analysis tool
(Dedoose, 2018). After each of the three transcripts was co-coded, raters met with a third
coder, a qualitative expert researcher (H.N.) to review and refine the initial codes. The team
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compared similarities and differences among the raters’ preliminary codes, and with the
third coder’s input, the codes within the coding tree were finalized. Once the coding tree was
finalized, coders one and two went back to co-code all the transcripts; approximately three
to four transcripts were co-coded per week. Each week, coders one, two, and three met to
review the coding and assess for areas of agreement and disagreements. In cases of
disagreement, coder three (H.N.) facilitated the discussion until the team reached a
consensus.

Characteristics of family caregiver participants

A total of 20 Vietnamese-American family caregivers participated in the interviews. The
characteristics of participants were presented in Table 1. Caregivers’ mean age was 61.5
years, ranging from 43 to 82. Half of the participants (10 of 20) were adult children (nine
daughters and one son). More than half of the participants reported they believed in
Buddhism, and about 40 percent (8 of 20) were Christian (Catholic or Protestant). More than
half of the participants (11 of 20) reported they completed a college education. Participants
had lived in the U.S. on average more than 26 years, but rated their English proficiency as
not very good (n=5 of 18 who responded, 28%). Most caregivers (r7= 14 of 20, 70%) lived
at home with family members with AD while others lived close by.

Several salient themes emerged in the caregivers’ understanding of AD: (@) “Now I know:”
the disruptions, shocks and surprises leading up to the initial diagnosis; (b) The frustrations
of managing family members’ cognitive impairments, (c) “Going with the flow:” challenges
in managing personality and behavioral changes; (d) The exhaustion of around-the-clock
caregiving, and (e)“Taking it day by day” in the face of progressively worsening symptoms.
Caregivers’ understanding of AD ranged from some to extensive, depending on the duration
of the family members’ illness and the caregivers’ access to information about AD from
social service agencies, family and friends, and the media. Personal accounts of the first time
a family member was officially diagnosed by a family doctor revealed the caregivers’ lack of
knowledge about dementia more broadly, and AD more specifically, thus making it difficult
for them to recognize and seek appropriate help early on. Over the course of caregiving and
increasing access to information and resources for dementia, the caregivers began to grasp
the symptoms as observed in their family members and ways to respond to these symptoms.
Underlining the participants’ descriptions of AD was a shared understanding of the
progressively worsening, complex and unpredictable nature of the disease that made it
challenging for the family caregivers on a daily basis. Caregivers’ access to culturally- and
linguistically-appropriate information and resources (e.g., written materials in the
Vietnamese language, available support from Vietnamese-speaking social workers and case
managers) helped to improve their awareness and knowledge about dementia and AD,
thereby easing the burden of caregiving that they have had to endure alone prior to
interfacing with the healthcare and social service systems.

“Now | know:” the disruption, shock and surprise leading up to the initial
diagnosis—Caregivers reflected on the first time their family member was diagnosed with
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AD at the primary care doctor’s office, following a series of “disruptive” or “unusual”
behaviors that interfered with the care recipient’s daily life and interpersonal relationships.
The caregivers expressed shock and surprise while recounting their loved one’s first
diagnosis, asserting that they had not associated “the signs” with a disease. Many recalled
thinking that the family members’ “disruptive” or “unusual” behaviors were a “normal part
of aging” or “part of their habit,” until the disease progressively worsened and became
disruptive. At that point the family member was brought in to see the family physician and
received a diagnosis of AD.

Weaved throughout every caregiver’s account were the moments when their family member
“began to forget things” that happened most recently, “kept asking the same questions over
and over again,” “complained of losing stuff, which was not real,” or “wandered and got
lost.” These moments became repeated occurrences that eventually alarmed the family to
seek help from the primary care physician. One caregiver shared, “At the beginning, we saw
how she kept asking the same question again and again, and we knew something was wrong
with her. | answered them, and she would ask the same question again after 5-10 minutes.”
Other caregivers similarly described the unusual changes in the family member’s behaviors.

The first time it happened was when he had a lunch gathering with friends to a
commonly frequented place. He left and called his friends and relatives to say that
he didn’t know where it was. | took him to the doctor. The physician tested his
memory... He got diagnosed, and | was very surprised and shocked... | guess |
associated this and other symptoms with his habits, because my husband has
always worried about money. So, when he kept asking me and the children where
we hid his money, | thought it was part of his old habit. Looking back, my husband
had exhibited signs...like putting a toothbrush where you normally would put a
knife or saying one thing in the morning but another in the afternoon. And if you
pay attention you would know something was not normal. But the thing is, my
husband got this illness when he was much older, and | didn’t have the knowledge
then to differentiate between memory decline associated with Alzheimer’s disease
versus that of normal aging. But now | know. (Participant 17, wife)

Some caregivers further described the onset of AD as a manifestation of multiple symptoms
to include increasing agitation and aggression toward other family members. One daughter
shared her family’s experience,

At the beginning my mom had become forgetful and talked about unreal things.
She was screaming and agitated with everything. People around her felt
uncomfortable, but I am her daughter and | love her. In addition, | knew the disease
was controlling her, so | tried my best to take care of her. | never argued with her
and let her talk about whatever she wanted, or thought was right. She also often hid
her cash and then forgot about it. After that she would tell me her cash was lost and
ask me to help her to find the money. (Participant 11, daughter)

The early symptoms not only disrupted the home life but further impacted the care
recipient’s social life and employment, namely the inability to carry out mundane tasks. One
participant’s story about her husband shed light on this experience:
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At the time, he did a lot of paperwork for a volunteer job, but his memory problem
would affect the job. | drove him to the doctor’s office. The doctor diagnosed my
husband with Alzheimer’s. Finally, he decided to quit volunteering. At that time, |
had a dry cleaner shop, so he came to help me. Sometimes he put on the wrong
name and gave customers the wrong clothes... but he did not accept his mistakes...
he argued with customers and told them he did not want to serve them after he
made mistakes. It kept happening more frequently. (Participant 14, wife)

The frustrations of managing family members’ cognitive impairments—
Cognitive impairments emerged as a common cluster of symptoms throughout the
participants’ understanding of their family members’ AD, encompassing several key
dimensions: (a) short-term memory loss, (b) impaired judgment and reasoning, (c)
disorientation, and (d) suspicion, delusions and hallucinations.

The caregivers described short-term memory loss as their family members’ inability to
remember most recent events despite being able to recall past events from many years ago.
As one participant put it, her father could “remember the things that happened in the past”
but would lose all the “recent memory.” Another similarly echoed, “She (mom) would
quickly forget the content of a book we just read” but nonetheless would “remember
everything about her life before she got married. We were really surprised at that.” Short-
term memory decline put a tremendous demand the caregivers to continually remind and
respond to the family member’s repetitive questions and requests. One spouse exclaimed,
“For example, | would remind him again and again every day to help him remember, but that
did no good because he would forget it a few minutes after.” One daughter similarly detailed
the concerning extent to which her mother had forgotten the things she said or did just
moments ago:

My mom forgets everything that is current. For example, when her children and
grandkids came over and left, she asked how come no one ever comes to visit, and
we had to show proof of pictures that they just did. Another instance was when we
just had dinner, and she finished ahead of me. She saw me chewing my food and
asked how come we didn’t feed her. There was one time, after | gave her
medication, a while later she repeatedly asked whether she took the medication or
not. Often, she would ask twenty times within one night, and it was tiring to repeat
my answers. (Participant 6, daughter)

In many instances the caregivers gave examples of the family members’ disorientation,
described as being out of touch with their environment, not knowing how to “navigate the
surroundings,” or “not recognizing familiar people and situations.” Some caregivers shared
that the care recipients “could be taken to the garden in the backyard,” where they previously
enjoyed gardening, but now would just wander around mindlessly. Others gave the example
of the family members “having no concept of the date and time.” One spouse sadly shared
her experience with her husband’s disorientation, “Sometimes he knows who | am, but
sometimes he doesn’t. And sometimes he doesn’t want to talk to me. He acts like a
stranger.” The excerpts below elaborated on the challenges of having to keep a close watch,
remind, and direct family members when they are constantly in a state of confusion:
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| would tell him don’t do certain things, and after one minute, he would do it again.
The thing is whatever | tell him, he does not remember despite me repeating and
reminding him... Like at the shopping center... | would stand outside the restroom
and show him which way to go, and he still could not find his way to the restroom.
One time, | went to Store A and asked him to sit on the front bench, and he would
wander to Store B. | had to ask security to find him. Since then, | would not dare to
leave him alone. (Participant 17, wife)

A month ago, she had to go to the hospital for a pleural effusion. We told her about
the situation, but she kept forgetting and asking why she was there, whose house
does this belong to. The nurses came in and out of the room, which caused her to be
anxious and nervous. Every time they came in to take blood samples and tests, she
was so scared and didn’t comprehend what they were doing to her and why. She
kept herself awake and watched out for healthcare workers because she was scared
of what they were doing to her. When the paramedics came to transfer her to the
ambulance... she said: “what did you do to get arrested by the police?” (Participant
7, daughter)

In some cases, the caregivers described symptoms of suspicion, delusions and hallucinations
that were difficult to manage and impossible to challenge. A common observation was the
prevalence of their loved ones’ belief that someone in the family had “taken and hidden”
something from them, or “the suspicion” of others’ “intent to harm” them. Despite the
caregivers’ assurances, family members continued to hold these beliefs, to which the
caregivers must provide proof to ease the suspicion. In a few instances, the caregivers
reported seeing the care recipients “talking to themselves” or “to invisible people” around
them. Other caregivers’ stories similarly shed light on this struggle:

He often talks about things that didn’t happen. For example, a couple of nights ago,
he wanted to open the garage. | asked why, and he said that someone was trying to
steal our car. | took him to see our car and assured him that no one was trying to
steal it. We have to go with the flow and listen to them, even if it is at midnight.
These experiences teach us lessons: Don’t try to argue or go against their
accusations. It will not work. (Participant 20, wife)

I don’t know how other patients behave, but my sister gets angry and agitated very
easily. When she talks to me, she never makes eye contact with me. She is usually
yelling at me. Sometimes she talks to someone invisible and thinks | talk badly
about her. (Participant 10, sister)

“Going with the Flow:” Challenges in Managing Personality and Behavioral
Changes—With a few exceptions of care recipients being described as generally more
“calm” and “easy” to deal with after the diagnosis of AD, many caregivers observed an
increasingly “irritable,” “difficult,” and “rigid” personality in their loved ones over the
course of the disease. Participants elaborated about the times when the care recipients would
become upset because things were not done according to their liking, or when the caregivers
attempted to reason with them about why things have to be done a certain way. Regardless
of the caregivers’ helpful intent, the family members could not take perspective, and instead,
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would respond with irritation and aggression. One caregiver spoke with sadness about the
changes in her husband’s personality, alluding to her grieving as she lost a part of him that
she knew for so long:

His disease is unique because it does not get better by treatment. His memory gets
worse day by day. | was scared to see his disease worsening and his personality
changing. Before, he was a happy, humorous person; everyone enjoyed listening to
him. But after having disease, he is very angry. He gets angry with everything | do.
(Participant 14, wife)

A common complaint throughout the caregivers’ narratives about the care recipients’
increasingly “inflexible” and “difficult” personality was their preferences for things to be
done in a particular way, to which the caregivers would try to accommodate rather than
change. For example, one care recipient would “watch TV on loud volume all day” or would
“turn on the light and ceiling fans all day even though it was winter, not allowing anyone to
turn it off.” Others would have preferences for “daily fresh meals” rather than leftovers or
canned and frozen food, thus requiring a lot of time and effort from caregivers and could
take “all day” for meal prep.

Caregivers asserted that the family members’ impaired judgment and reasoning, combined
with delusional tendencies and inflexible thinking, can make it impossible to reason with or
convince the family members that certain routines needed to be carried out for their safety
and well-being. Participants generally struggled with responding to the care recipient’s rigid
mindset and deeply held beliefs and preferences (e.g., “not wanting to take baths” or “not
wanting to wear diapers™). Efforts to reason with, convince, or challenge the family
members would result in irritable and defensive reactions. One caregiver eloquently captured
this struggle:

Caring requires patience. We cannot apply logic and explain things to them. If they
say 1, then we agree that’s 1; then they will be happy. We don’t go against their
will. We know their perspectives are absurd, and it can be frustrating, but we have
to calm down as it can affect us and make us exhausted. They can misplace
something and blame and accuse us of hiding it from them. In the past, | would
argue with him (husband). Now, from experience and through time, | just go with
the flow. (Participant 20, wife)

In addition to the care recipients’ changes in personality, the caregivers described - with
sadness and confusion - other behavioral changes that can be disruptive and stressful for the
family. Some participants alluded to the “self-destructiveness” of the family members’
“aggressive” behaviors toward them, usually sparked by suspicions of the caregivers’ intent
or assertions for how things should be. These behavioral and personality changes could lead
to resentment and frustration in the caregivers. One daughter spoke about her exhaustion:

Oh, the self-destructive behavior: hiding stuff, yelling...I want to help her, but
every time | try to, she does not want me to help. She would yell, say bad words
and even hit me. Every time | change her and take her clothes for a wash, she
would yell at me. She is afraid that | would steal it and would wash the clothes
herself... so she takes a pot of water and pour bleach on the clothes, and then puts
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them inside the drying machine. After all that is done, | then need to clean the
dryer. It’s a lot of work to take care of her. (Participant 15, daughter)

Other behavioral changes included the family members’ constant “complaints of losing
things,” when in fact they had misplaced the items while repeatedly “moving” or
“reorganizing” things around the house. Some caregivers would take note of family
members’ tendencies to “take and store away things,” upon which the family members
would then question caregivers and other family members about the misplaced items, at
times accusing them of having taken these items. One daughter shared her mother’s
experience:

Every symptom has a phase. Each symptom happens for a few months, and then it
will change to another. The most difficult thing is that she likes to hide stuff. She
really likes kitchen utensils. When | took her to a restaurant, she put a spoon, fork,
and chopstick into her pocket. One time, before we left the restaurant, | asked her to
give it back. She disagreed and yelled very loudly and screamed bad words.
(Participant 15, daughter)

One common behavior that most caregivers must keep a vigilant watch over was their family
members “wandering” away from home and “getting lost.” While some care recipients
stayed put inside the home, others had the tendency to leave the house but could not find
their way around. One participant shared:

He would easily forget, and when he goes outside, he would get lost. Then | have to
look for him. There was one time he wandered off from 3pm-9pm so we had to call
police for help. Now | have to take him everywhere I go. The physician’s office is
just in front of the house, but he would walk off so far away when we have our
visits. It has happened 3 times already. (Participant 18, wife)

Some caregivers also described disruptive sleep patterns among their family members since
the diagnosis, typically sleeping very little and waking up at odd hours during the night and
disrupting the caregivers’ sleep. One caregiver lamented her husband’s poor sleep patterns,
his irritability, and their impact on her.

He would wake me up at 1 or 2 am every day and not let me go back to sleep,
telling me it is already morning time. Last night, | couldn’t sleep. | was tired earlier
so | wanted to take a nap, but | was afraid that | would oversleep and miss your
interview, so | stayed up and waited until now. He makes me feel tired very often.
Sometimes, he would become upset and tell me to get out of his sight. (Participant
18, wife)

The Exhaustion of Around-the-Clock Caregiving

Throughout the participants’ narratives, another salient theme emerged around the care
recipients’ decline in their ability to carry out activities of daily living. Most concerning and
demanding were the time and effort required to assist care recipients with feeding, toileting,
and bathing. Many caregivers discussed the distress of caring for family members with
personal care needs - in one or more areas of care - because they had somehow forgotten and
seemed disoriented with the routine they once carried out independently. The caregivers’
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stories were similarly overshadowed with fatigue and despair in light of the poor prospects
of the situation:

If I let her take a bath by herself, she never completes it. She just comes in and
washes her face, then comes out and tells me that she is done. | need to help her
bathe now because she can’t do it by herself. She doesn’t even know how to
squeeze the toothpaste, so | need to help her with everything. This disease is about
the dead cells not being replaced by the new ones. So, it is reducing and dying
through time. I know that medication only helps to reduce the progression of the
disease but not cure the disease. (Participant 16, husband)

I had a lot of difficulties because | had no experience with taking care of someone
with Alzheimer’s before him. Sometimes he remembers, and sometimes he does
not. For example, sometimes he eats and then goes to sleep, but after waking up, he
says | did not feed him. He is disoriented to time. He doesn’t want to take a shower
and doesn’t listen to me. He just does whatever he wants. He doesn’t know what he
needs to do. The disease is like that. (Participant 13, daughter)

Caregivers spoke about having to manage a multitude of personal care challenges that
continued to change daily and worsen over time, including incontinences. While the
caregivers understood that incontinence and the inability to carry out activities of daily living
were due to the declining state of AD, they did not anticipate the exhaustive extent of having
to look after, clean up, and dress the care recipients throughout the day. Reports of leakages
and uncontrollable bowel movements were commonplace. The caregivers kept a constant
watch to avoid “messy accidents” or leaving the family member in “spoiled diapers.”
Among a few families, the care recipients’ inability to control their bowel movements and
other behaviors made it difficult to leave the them alone or to send them to an adult day
healthcare facility. One daughter expressed her exhaustion in navigating these challenges:

Mom can’t go to daycare because she is yelling all the time. The other difficult
thing is her toilet habit... now her anal muscle is getting weaker. Every time she
has the urge to have a bowel movement, but the feces doesn’t come out, she puts
her fingers into the anus to grab the feces. It is becoming her habit. So, I adjust by
predicting the day that she will have bowel movement and make her wear gloves on
that day, just in case she puts her fingers in. Because of Alzheimer’s, every time she
grabs the feces, she throws it on the carpet. | can’t have floor tiles because | am
worried that she will slip and fall, so | put in carpet, but that then makes it very
difficult to clean after the fact. (Participant 15, daughter)

A few participants voiced that their family members seemed aware of the impact of their
actions (e.g., urinating or getting angry) despite having little to no control over them.
Caregivers could tell the care recipient felt embarrassed about “the accidents,” to which they
would respond with anger toward themselves because they could not control it. One spouse
shared, “Every time he gets angry or pees and poops on the floor, he gets very scared
because he understands that it is wrong. | would assure him everything will be ok, I will take
care of it.” Another expressed her frustration and struggle when trying to come to terms with
her husband’s condition because she saw how badly he felt about it:
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It’s to the point where he doesn’t remember that he screams and yells, and he
would say ‘I didn’t do anything. | didn’t scream” when in fact he just did. It makes
me sad, very sad. In his mind, he doesn’t believe that he would ever say such things
to make me sad. So how can | blame him when he would sometimes say this to me,
‘I am so sorry... this is all because my mind does not know what is going on. So, if
I scream and yell at you, I am sorry, my love.”” (Participant 18, wife)

“Taking it day by day” in the face of progressively worsening symptoms

The unpredictable and progressively worsening nature of the illness is a reality that all
caregivers face daily. In one rare instance, the caregiver described her mother’s AD as mild
and manageable, elaborating that the family member could still carry out personal care tasks
(such as eating and toileting) and socialize despite being forgetful. Nonetheless, the majority
of caregivers described their family members’ AD as increasingly severe and challenging:
characterized by a multitude of symptoms and exacerbated by physical and mental health
problems that have slowly taken away their daily functioning. As one caregiver eloquently
summed up, the family members were “no longer who they used to be,” and the only thing
caregivers could do in the face of the progressively worsening disease was to take it day-by-
day. The following excerpts exemplified a deep sense of helplessness, sacrifice and
resiliency among caregivers as they tackled each new day of caregiving:

He is just like a child. | mean he doesn’t know what he should and shouldn’t do. If
he wants to go on a walk, he opens the door and leaves. But he doesn’t know where
to go and how to get home. In the past, he used the internet or watched TV for
entertainment or hung out. Now, he can’t do these things. He wants to talk to
friends, but he is deaf, and his vision and legs are very weak. He went out by
himself a couple times, but he fell. People on the street called 911, and the
ambulance took him home. He enjoys walking but he doesn’t understand that he
can’t walk too long... | always put my eyes on him. Every time he walks out, |
follow him and let he walks until tired, then I come and drive him home.
(Participant 13, daughter)

My mom is in the severe stage of Alzheimer’s now. She can’t walk. When she
began the severe stage, | went to work and left the medication for her at home. The
medication was for her high blood pressure, and maybe she forgot to take it, and
then she got a stroke. Now she is paralyzed in half of her body. | feel bad and regret
not giving her better care. It was about 5 years after she was diagnosed with
Alzheimer’s. (Participant 11, daughter)

Back then when we talked about Alzheimer’s, | thought the symptom is simply
about memory, but now I understand that Alzheimer’s is a terrible disease. It is not
about memory loss. It gets worse with time. At first, he was able to drive, but after
that he got into accidents 3 times per year. | was scared because he could not
remember the street names and did not remember where he should turn right or left,
or when he needed to stop. He drove straight when the red light was on and got into
an accident... I did everything, but the disease still got worse gradually. I feel like it
exceeded my endurance limit. The disease finally made him forget everything. He
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does not even know how to turn on the TV, get food, or do anything. | do
everything, 100%. (Participant 14, wife)

Discussion

A growing body of research has documented persisting gaps in knowledge about dementia
and the dire need for culturally-appropriate interventions to reduce the burden of dementia
caregiving in Vietnamese American communities (Hinton et al. 2005; Meyer et al., 2015; Ta
Park et al., 2018; Ta Park et al., 2018; Yeo, Tran, Hikoyeda, & Hinton, 2002). In our study,
we specifically examined Vietnamese American caregivers’ understanding of and response
to AD, informed by their experiences of day-to-day caregiving to a family member living
with the disease. Drawing upon the knowledge gained from support groups, family and
friends, and resources and media outlets in the community, caregivers’ descriptions revealed
the complex, unpredictable and challenging nature of AD. The caregivers’ explanations
highlighted cognitive and functional impairments in the care recipients that have similarly
been documented in other studies on the public’s and family caregivers’ knowledge of
dementia and/or Alzheimer’s disease — conducted with diverse samples from multiple
countries (Cahill, Pierce, Werner, Darley, & Bobersky, 2015; Eshbaugh & Stratton, 2016;
Sanders & Power, 2000).

Despite caregivers’ informed discussions of AD at the time of the interviews, their
recollection of the first time their loved ones were diagnosed with AD revealed that the
diagnosis came as a surprise. A common thread that weaved through the accounts was
matter-of-fact acknowledgements of - and to some extent an unuttered self-blame for - the
caregivers’ lack of knowledge about the disease. They simply did not have the knowledge to
detect the early signs until the symptoms worsened and disrupted the lives of the care
recipients and family members. This finding was not surprising, as the lack of awareness
about AD would make it difficult for caregivers to recognize the early symptoms, and in
many cases the family would discount or misattribute the signs and symptoms (Hinton,
Franz, Yeo, & Levkoff, 2005). Some caregivers in this study attributed the care recipients’
behaviors to aging or a habit that has gotten worse with old age, commonly held beliefs that
may hinder the early detection and recognition of dementia (Glueckauf et al., 2005; Lee,
Lee, & Diwan, 2010; Liu, Hinton, Tran, & Barker, 2008). These findings are particularly
telling and concerning: the lack of awareness about AD in the Vietnamese American
community poses a barrier to early detection, service access and utilization among many
families who unknowingly provide care to a member living with AD. Consequently, the
prolonging of caregiving without an adequate understanding of the disease and effective
caregiving strategies could exacerbate the burden of caregiving for the entire family for
months or years, until the severity and disruptiveness of the symptoms necessitate a visit to
the primary care doctor’s office.

While the family caregivers in this study did not overwhelmingly attribute cultural factors to
the delay in assessment and diagnosis of their loved one’s Alzheimer’s disease, it is
noteworthy to situate the above findings within the Viethamese American cultural context of
illness and caregiving. The loss of face — immense shame, guilt, and embarrassment
experienced by individuals with AD and their family members — could likely deter families’
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disclosure of their loved one’s AD-related symptoms, particularly severe ones, to outsiders
and professionals (Ta Park et al., 2018). Further exacerbating the family’s fear of losing face
is the attribution of Alzheimer’s disease to moral failing within the individual and the family
or to karma — the idea that the illness is a consequence of the individual’s actions in the
previous life and should be dealt with through acceptance of one’s fate. It is not surprising
that some Vietnamese families may be hesitant to speak about and reach out for support
despite seeing unusual changes in their loved one’s behaviors.

Gaps in knowledge among family caregivers about dementia, and AD more specifically, has
implications for the caregiving process: caregivers’ ability to detect, understand, and provide
appropriate care to the recipient (Meyer, Ayalon & Arean, 2004; Wang, 2012). Recognizing
this need, healthcare workers can better support caregivers and alleviate the burden of long-
term caregiving through community outreach and education that aim to increase awareness
and knowledge about the disease, ways to effectively manage it, and knowledge about
available resources to facilitate the caregiving process. Following the care recipients’
medical diagnosis of AD, the caregivers in this study eventually accessed linguistically- and
culturally-tailored information from local social service agencies to manage the illness as it
manifested and progressively worsened. Over the course of caregiving, participants reported
benefiting from the usefulness of information they received, as reflected in an increase in
their knowledge about dementia and AD, how to manage the symptoms, and how to access
supportive services.

Findings provide insight into practical implications for healthcare and social service workers
to broaden their scope of outreach to Vietnamese American families impacted by AD or
other dementias but have yet received help. The study participants all shared the constraints
of having to remain at home to provide around-the-clock care, thus making it challenging for
them to access resources that would require leaving home. Recognizing this constraint,
feasible and effective avenues for outreach and education are the Vietnamese-language
television and radio programs that reach Vietnamese Americans nationally. Broadly, the
utility of media - including radio stations, TV shows, and YouTube - appear to be promising
venues to address dementia knowledge in ethnic minority communities, as several studies
with Chinese American caregivers have found (Woo, 2012, Zheng et al., 2016; Zheng &
Woo, 2017). Among the few outlets that home-bound Vietnamese Americans have access to
are Vietnamese-language radio and television stations that broadcast nationally. These media
outlets are influential sources of information and connectedness for the Vietnamese
American community and have been effectively utilized in mental illness stigma reduction
(Han, Cao, & Anton, 2015). Interdisciplinary efforts among healthcare and social service
providers to promote materials through ethnic media - primarily television and radio - would
maximize the impact of outreach, thus making the information available and accessible to
the caregivers who are homebound.

Education materials on topics such as the developmental process of aging, the type and
course of illness, illness management, stress management, and where to go to seek help
would be beneficial to the caregivers and family members (Meyer, 2015; NICE, 2007; Ta
Park et al., 2018). Many caregivers in this study expressed distress as the care recipients’ AD
symptoms manifested and progressively worsened. They did what they could, while at times
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not knowing what the most effective approach would be, to manage the cognitive and
behavioral changes and personal care needs of the family members. Social workers and
clinicians hold a key role in providing psychoeducation, skills training, and in-home and
out-of-home placement and financial resources to Vietnamese American families to improve
the quality of caregiving and alleviate the stress of family caregivers (Ta Park et al., 2018).

There are a few limitations in this study. First, the majority of participants were recruited
from either support groups designed for caregivers of family members with AD or ethnic-
specific community agencies that provide resources for Vietnamese Americans. As such, the
caregivers in this study already have access to information and are more knowledgeable
about the disease compared to caregivers who have yet accessed the support group and
social services. Second, 19 of our 20 participants were female caregivers. The findings may
be reflective of the experiences of female caregivers and shed limited understanding of the
perspectives of male caregivers. Moreover, participants were split between older spouses and
children caregivers who are younger in age and more acculturated, all factors that could
possibly impact their knowledge and understanding. Our study also did not differentiate
among the stages of AD among participants, which could manifest differently in symptoms
and severity. Future research could tease out these elements to examine the nuances of AD
knowledge and caregiving and inform a more tailored outreach and education curriculum
that meet the diverse needs of Vietnamese American families impacted by AD.

Conclusions

Caregiving for a loved one with AD requires taking on new demands, unfamiliar tasks, and
changes in cognitive and functional declines. Given the limited knowledge about dementia
caregiving in the Asian American community, this study aimed to shed light on how
Vietnamese American caregivers understand and provide care to a family member with AD -
yielding implications for healthcare and social service providers. Findings highlighted the
persisting gap in knowledge for the early detection of AD in this community, until the
symptoms become severe and disruptive. This study provides support for the development of
culturally- and linguistically-relevant interventions, drawing on the widespread availability
and influence of ethnic media network, to increase dementia awareness and knowledge in
this community. Healthcare and social workers - who are likely the first point of contact for
families of individuals living with dementia - must initiate collaborative, targeted efforts to
address the disparities in care for Viethamese American families impacted by AD. A
deepened understanding of dementia, and AD more specifically, could help the family
caregivers detect and effectively respond to the cognitive and functional changes early on,
thereby easing the burden of caregiving.

Acknowledgements

We thank our community partners: Southland Integrated Services Inc. (Tricia Nguyen, Executive Director and
Tiffany Huynh, MSW, Coordinator), Family Caregiver Resources Center (Pauline Le, MSW, Family Consultant),
and Alzheimer’s Orange County (Kari Walker, Director of Education and Min-Thu Co, Vietnamese Community
Outreach Coordinator) for their support in participant recruitments. In addition, we thank bilingual research
assistants, Linh Tran, RN, BS, Yen Huynh, RN, BS, and Trang Nguyen, RN, BS for their efforts to conducting the
individual interviews with participants in Vietnamese language.

J Cross Cult Gerontol. Author manuscript; available in PMC 2021 June 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

NGUYEN et al. Page 16

The parent project was supported by two funding sources (Principal Investigator: Jung-Ah Lee, PhD, RN) from (1)
Arthur N. Rupe Foundation and (2) the National Center for Research Resources and the National Center for
Advancing Translational Sciences, National Institutes of Health (NIH), through Grant UL1 TR0001414.

References

Akkerman RL, & Ostwald SK (2004). Reducing anxiety in Alzheimer’s disease family caregivers: the
effectiveness of a nine-week cognitive-behavioral intervention. American Journal of Alzheimer’s
Disease & Other Dementias, 19(2), 117-123. 10.1177/153331750401900202

Alzheimer’s Association. (2013). 2013 Alzheimer’s disease facts and figures. Alzheimer’s &
Dementia, 9(2), 208-245. 10.1016/j.jalz.2013.02.003

Alzheimer’s Association. (2019). Facts and Figures. Retrieved from https://www.alz.org/alzheimers-
dementia/facts-figures

Andrews S, Mclnerney F, Toye C, Parkinson CA, & Robinson A (2017). Knowledge of dementia: Do
family members understand dementia as a terminal condition? Dementia, 16(5), 556-575.
10.1177/1471301215605630 [PubMed: 26394629]

Aranda MP, & Knight BG (1997). The influence of ethnicity and culture on the caregiver stress and
coping process: a sociocultural review and analysis. The Gerontologist, 37(3), 342-354. 10.1093/
geront/37.3.342 [PubMed: 9203758]

Ayalon L, & Areén PA (2004). Knowledge of Alzheimer’s disease in four ethnic groups of older
adults. International Journal of Geriatric Psychiatry, 19(1), 51-57. 10.1002/gps.1037 [PubMed:
14716699]

Braun KL, & Browne CV (1998). Perceptions of dementia, caregiving, and help seeking among Asian
and Pacific Islander Americans. Health & Social Work, 23(4), 262-274. 10.1093/hsw/23.4.262
[PubMed: 9834879]

Braun V, & Clarke V (2006). Using thematic analysis in psychology. Qualitative Research in
Psychology, 3(2), 77-101. 10.1191/1478088706qp0630a

Braun KL, Takamura JC, & Mougeot T (1996). Perceptions of dementia, caregiving, and help-seeking
among recent Vietnamese immigrants. Journal of Cross-Cultural Gerontology, 11(3), 213-228.
10.1007/BF00122702 [PubMed: 24390036]

Cahill S, Pierce M, Werner P, Darley A, & Bobersky A (2015). A systematic review of the public’s
knowledge and understanding of Alzheimer’s disease and dementia. Alzheimer Disease &
Associated Disorders, 29(3), 255-275. 10.1097/WAD.0000000000000102 [PubMed: 26207322]

Charmaz K (2006). Constructing grounded theory: A practical guide through qualitative analysis.
London: Sage Publications.

Chan SWC (2010). Family caregiving in dementia: the Asian perspective of a global problem.
Dementia and Geriatric Cognitive Disorders, 30(6), 469-478. 10.1159/000322086 [PubMed:
21252540]

Connell CM, & Gibson GD (1997). Racial, ethnic, and cultural differences in dementia caregiving:
Review and analysis. The Gerontologist, 37(3), 355-364. 10.1093/geront/37.3.355 [PubMed:
9203759]

Dilworth-Anderson P, & Gibson BE (2002). The cultural influence of values, norms, meanings, and
perceptions in understanding dementia in ethnic minorities. Alzheimer Disease & Associated
Disorders, 16(S2), S56—-S63. doi:10.1097/00002093-200200002-00005 [PubMed: 12351916]

Eshbaugh EE, & Stratton L (2016). Knowledge of Alzheimer’s Disease Among Family Caregivers.
Journal of Community & Public Health Nursing, 2:143. doi:10.4172/2471-9846.1000143

Given B, Sherwood PR, & Given CW (2008). What knowledge and skills do caregivers need?.
American Journal of Nursing, 108(9):28-34. doi: 10.1097/01.NAJ.0000336408.52872.d2

Glueckauf RL, Stine C, Bourgeois M, Pomidor A, Rom P, Young ME, ... & Ashley P (2005).
Alzheimer’s Rural Care Healthline: Linking Rural Caregivers to Cognitive-Behavioral
Intervention for Depression. Rehabilitation Psychology, 50(4), 346-354.
10.1037/0090-5550.50.4.346

J Cross Cult Gerontol. Author manuscript; available in PMC 2021 June 01.


https://www.alz.org/alzheimers-dementia/facts-figures
https://www.alz.org/alzheimers-dementia/facts-figures

1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

NGUYEN et al.

Page 17

Graham C, Ballard C, & Sham P (1997). Carers’ knowledge of dementia, their coping strategies and
morbidity. International Journal of Geriatric Psychiatry, 12(9), 931-936. 10.1002/
(SICI)1099-1166(199709)12:9<931::AID-GPS666>3.0.CO;2-8 [PubMed: 9309472]

Gray HL, Jimenez DE, Cucciare MA, Tong HQ, & Gallagher-Thompson D (2009). Ethnic differences
in beliefs regarding Alzheimer disease among dementia family caregivers. The American Journal
of Geriatric Psychiatry, 17(11), 925-933. 10.1097/JGP.0b013e3181ad4f3c [PubMed: 20104051]

Han M, Cao L & Anton K (2015). Exploring the role of ethnic media and the community readiness to
combat stigma attached to mental illness among Vietnamese immigrants: the pilot project Tam An
(Inner Peace in Vietnamese). Journal of Community Mental Health, 51(1), 63-70. doi:10.1007/
510597-014-9745-4

Hinton L, Chambers D, & Velasquez A (2009). Making sense of behavioral disturbances in persons
with dementia: Latino family caregiver attributions of neuropsychiatric inventory domains.
Alzheimer Disease and Associated Disorders, 23(4), 401-405. doi:10.1097/
WAD.0b013e3181a6bc21 [PubMed: 19568150]

Hinton L, Franz CE, Yeo G, & Levkoff SE (2005). Conceptions of dementia in a multiethnic sample of
family caregivers. Journal of the American Geriatrics Society, 53(8), 1405-1410. 10.1111/
j.1532-5415.2005.53409.x [PubMed: 16078970]

Ho EY, & Woo BK (2013). Dementia Knowledge and Information Seeking of Chinese Americans.
Journal of the American Geriatrics Society, 61(4), 647-648. 10.1111/jgs.12194 [PubMed:
23581920]

Hurt CS, Burns A, Brown RG, & Barrowclough C (2012). Why don’t older adults with subjective
memory complaints seek help?. International Journal of Geriatric Psychiatry, 27(4), 394-400.
10.1002/gps.2731 [PubMed: 21560161]

James BD, Wilson RS, Barnes LL, & Bennett DA (2011). Late-life social activity and cognitive
decline in old age. Journal of the International Neuropsychological Society, 17(6), 998-1005.
10.1017/S1355617711000531 [PubMed: 22040898]

Jang Y, Yoon H, Park NS, Rhee M-K, & Chiriboga DA (2018). Asian Americans’ concerns and plans
about Alzheimer’s disease: The role of exposure, literacy and cultural beliefs. Health & Social
Care in the Community, 26(2), 199-206. 10.1111/hsc.12509 [PubMed: 28980423]

Janevic MR, & M Connell C (2001). Racial, ethnic, and cultural differences in the dementia caregiving
experience: Recent findings. The Gerontologist, 41(3), 334-347. 10.1093/geront/41.3.334
[PubMed: 11405431]

Jensen CJ, & Inker J (2015). Strengthening the dementia care triad: identifying knowledge gaps and
linking to resources. American Journal of Alzheimer’s Disease & Other Dementias, 30(3), 268—
275.10.1177/1533317514545476

Jones RS, Chow TW, & Gatz M (2006). Asian Americans and Alzheimer’s disease: assimilation,
culture, and beliefs. Journal of Aging Studies, 20(1), 11-25. 10.1016/j.jaging.2005.01.001

Knight BG, & Sayegh P (2010). Cultural values and caregiving: The updated sociocultural stress and
coping model. The Journals of Gerontology: Series B, 65B(1), 5-13. 10.1093/geronb/gbp096

Krull AC (2005). First signs and normalizations: Caregiver routes to the diagnosis of Alzheimer’s
disease. Journal of Aging Studies, 19(4), 407-417. 10.1016/j.jaging.2004.12.001

Lee SE, & Casado BL (2017). Knowledge of Alzheimer’s disease among Vietnamese Americans and
correlates of their knowledge about Alzheimer’s disease. Dementia, 18(2), 713-724.
10.1177/1471301217691616 [PubMed: 29149788]

Lee SE, Lee HY, & Diwan S (2010). What do Korean American immigrants know about Alzheimer’s
disease (AD)? The impact of acculturation and exposure to the disease on AD knowledge.
International Journal of Geriatric Psychiatry, 25(1), 66—73. 10.1002/gps.2299 [PubMed:
19551701]

Liu D, Hinton L, Tran C, Hinton D, & Barker JC (2008). Re-examining the relationships among
dementia, stigma, and aging in immigrant Chinese and Vietnamese family caregivers. Journal of
Cross-Cultural Gerontology, 23(3), 283-299. 10.1007/s10823-008-9075-5 [PubMed: 18665444]

Mahoney DF, Cloutterbuck J, Neary S, & Zhan L (2005). African American, Chinese, and Latino
family caregivers’ impressions of the onset and diagnosis of dementia: cross-cultural similarities

J Cross Cult Gerontol. Author manuscript; available in PMC 2021 June 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

NGUYEN et al.

Page 18

and differences. The Gerontologist, 45(6), 783-792. 10.1093/geront/45.6.783 [PubMed:
16326660]

Martin-Cook K, Remakel-Davis B, Svetlik D, Hynan LS, & Weiner MF (2003). Caregiver attribution
and resentment in dementia care. American Journal of Alzheimer’s Disease & Other Dementias,
18(6), 366—-374. 10.1177/153331750301800606

Meyer OL, Nguyen KH, Dao TN, Vu P, Arean P, & Hinton L (2015). The sociocultural context of
caregiving experiences for Vietnamese dementia family caregivers. Asian American Journal of
Psychology, 6(3), 263-272. 10.1037/aap0000024 [PubMed: 26617956]

Napoles AM, Chadiha L, Eversley R, & Moreno-John G (2010). Reviews: developing culturally
sensitive dementia caregiver interventions: are we there yet?. American Journal of Alzheimer’s
Disease & Other Dementias, 25(5), 389-406. 10.1177/1533317510370957

National Institute on Aging. (2020). Alzheimer’s disease fact sheet. Retrieved from https://
www.nia.nih.gov/health/alzheimers-disease-fact-sheet

National Institute for Health Care Excellence. (2006). Dementia: supporting people with dementia and
their carers in health and social care. Retrieved from https://www.nice.org.uk/guidance/cg42

Perry-Young L, Owen G, Kelly S, & Owens C (2018). How people come to recognise a problem and
seek medical help for a person showing early signs of dementia: A systematic review and meta-
ethnography. Dementia, 17(1), 34—60. 10.1177/1471301215626889 [PubMed: 26764265]

Richardson VE, Fields N, Won S, Bradley E, Gibson A, Rivera G, & Holmes SD (2017). At the
intersection of culture: ethnically diverse dementia caregivers’ service use. Dementia, 18(5), 1790-
1809. 10.1177/1471301217721304 [PubMed: 29254375]

Sanders S, & Power J (2009). Roles, responsibilities, and relationships among older hushands caring
for wives with progressive dementia and other chronic conditions. Health & Social Work, 34(1),
41-51. 10.1093/hsw/34.1.41 [PubMed: 19281101]

Seike A, Sumigaki C, Takeda A, Endo H, Sakurai T, & Toba K (2014). Developing an interdisciplinary
program of educational support for early-stage dementia patients and their family members: An
investigation based on learning needs and attitude changes. Geriatrics & Gerontology
International, 14(S2), 28-34. 10.1111/ggi.12263 [PubMed: 24650063]

Selwood A, Johnston K, Katona C, Lyketsos C, & Livingston G (2007). Systematic review of the
effect of psychological interventions on family caregivers of people with dementia. Journal of
Affective Disorders, 101(1-3), 75-89. 10.1016/j.jad.2006.10.025 [PubMed: 17173977]

Singleton D, Mukadam N, Livingston G, & Sommerlad A (2017). How people with dementia and
carers understand and react to social functioning changes in mild dementia: a UK-based qualitative
study. British Medical Journal, 7(7), 1-9. doi: 10.1136/bmjopen-2017-016740

Sutton J, & Austin Z (2015). Qualitative Research: Data Collection, Analysis, and Management. The
Canadian journal of hospital pharmacy, 68(3), 226-231. doi:10.4212/cjhp.v68i3.1456 [PubMed:
26157184]

Sun F, Ong R, & Burnette D (2012). The influence of ethnicity and culture on dementia caregiving: A
review of empirical studies on Chinese Americans. American Journal of Alzheimer’s Disease &
Other Dementias, 27(1), 13-22. 10.1177/1533317512438224

Suzuki R, Goebert D, Ahmed I, & Lu B (2015). Folk and biological perceptions of dementia among
Asian ethnic minorities in Hawaii. The American Journal of Geriatric Psychiatry, 23(6), 589-595.
10.1016/j.jagp.2014.03.012 [PubMed: 24801608]

Ta Park V, Nguyen K, Tran Y, Yeo G, Tiet Q, Suen J, & Gallagher-Thompson D (2018). Perspectives
and insights from Vietnamese American mental health professionals on how to culturally tailor a
Vietnamese dementia caregiving program. Clinical Gerontologist, 41(3), 184-199.
10.1080/07317115.2018.1432734 [PubMed: 29419364]

Ta Park V, Tran CG, Meyer O, Vuong Q, Hinton L, & Tran JN (2018). Working with Vietnamese
American Families in Dementia Care. In Yeo G, Gallagher-Thompson D, & Gerdner LA (Eds.),
Ethnicity and the Dementias (Third ed., pp. 338-352). Philadelphia, PA: Routledge/Taylor &
Francis.

Teri L, McCurry SM, Logsdon R, & Gibbons LE (2005). Training community consultants to help
family members improve dementia care: a randomized controlled trial. The Gerontologist, 45(6),
802-811. 10.1093/geront/45.6.802 [PubMed: 16326662]

J Cross Cult Gerontol. Author manuscript; available in PMC 2021 June 01.


https://www.nia.nih.gov/health/alzheimers-disease-fact-sheet
https://www.nia.nih.gov/health/alzheimers-disease-fact-sheet
https://www.nice.org.uk/guidance/cg42

1duosnue Joyiny 1duosnuey Joyiny 1duosnuen Joyiny

1duosnuep Joyiny

NGUYEN et al.

Page 19

Tran JNU, Tran CGU, & Hinton L (2006). Working with Vietnamese American families. In Yeo G &
Gallagher-Thompson D (Eds.), Ethnicity and the Dementias (pp. 263—-283). New York, NY, US:
Routledge/Taylor & Francis Group.

U.S. Census Bureau. (2016). Total Asian alone or in any combination population in selected groups,
2016 American Community Survey 1-Year Estimates. Retrieved from https://factfinder.census.gov/
faces/nav/jsf/pages/index.xhtml

van Vliet D, de Vugt ME, Bakker C, Koopmans RT, Pijnenburg YA, Vernooij-Dassen MJ, & Verhey
FR (2011). Caregivers’ perspectives on the pre-diagnostic period in early onset dementia: a long
and winding road. International Psychogeriatrics, 23(9), 1393-1404. 10.1017/
$1041610211001013 [PubMed: 21729410]

Wang DS (2012). Caregiving for dementia in Asian communities: Implications for practice. Journal of
Ethnic & Cultural Diversity in Social Work: Innovation in Theory, Research & Practice, 21(3),
249-273. 10.1080/15313204.2012.700496

Watari KF, & Gatz M (2004). Pathways to care for Alzheimer’s disease among Korean Americans.
Cultural Diversity and Ethnic Minority Psychology, 10(1), 23-28. [PubMed: 14992628]

Werner P (2001). Correlates of family caregivers’ knowledge about Alzheimer’s disease. International
Journal of Geriatric Psychiatry, 16(1), 32-38. 10.1037/1099-9809.10.1.23 [PubMed: 11180483]

Woo BK (2012). Using a Chinese radio station to disseminate dementia knowledge to Chinese
Americans. Journal of the American Geriatrics Society, 60(11), 2175-2176. 10.1111/
j.1532-5415.2012.04230.x [PubMed: 23148425]

Xiao LD, Habel L, & De Bellis A (2015). Perceived challenges in dementia care by Vietnamese family
caregivers and care workers in South Australia. Journal of Cross-Cultural gerontology, 30(3), 333-
352. 10.1007/s10823-015-9264-y [PubMed: 25935206]

Yeo G (2001). Ethnicity and dementia. Journal of the American Geriatrics Society, 49(10), 1393-1394.
10.1046/j.1532-5415.2001.49273.x [PubMed: 11890503]

Yeo G, UyenTran JN, Hikoyeda N, & Hinton L (2002). Conceptions of dementia among Vietnamese
American caregivers. Journal of Gerontological Social Work, 36(1-2), 131-152. 10.1300/
J083v36n01_08

Zheng X, Chung JO, & Woo BK (2016). Exploring the impact of a culturally tailored short film in
modifying dementia stigma among Chinese Americans: a pilot study. Academic Psychiatry, 40(2),
372-374.10.1007/s40596-015-0397-7 [PubMed: 26307362]

Zheng X, & Woo BK (2017). E-mental health in ethnic minority: a comparison of youtube and talk-
based educational workshops in dementia. Asian Journal of Psychiatry, 25, 246-248. 10.1016/
J.ajp.2016.12.002 [PubMed: 28262161]

Zong J, & Batalova J (2016). Vietnamese Immigrants in the United States. Retrieved from http://
www.migrationpolicy.org/article/vietnamese-immigrants-united-states

J Cross Cult Gerontol. Author manuscript; available in PMC 2021 June 01.


https://factfinder.census.gov/faces/nav/jsf/pages/index.xhtml
https://factfinder.census.gov/faces/nav/jsf/pages/index.xhtml
http://www.migrationpolicy.org/article/vietnamese-immigrants-united-states
http://www.migrationpolicy.org/article/vietnamese-immigrants-united-states

1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuen Joyiny

NGUYEN et al.

Characteristics of Study Participants

Page 20

Table 1.

Vietnamese American Family Caregivers
(N=20
Frequency (percent)

Gender (female)

Age (year)

Caregiver relationship with the patient

Spouse

Adult child

Sibling

Marital status

- Married

- Widowed/divorced
- Single

Religion

- Buddhism

- Catholicism/Protestant
- No religion

Years of Living in the United States

English Proficiency, *mean (SD):
Having a health insurance (Yes)
Education

- College or ahove

19 (95.0%)

Mean =61.5+114
Median = 61 (Range, 43-82)

9 (45.0%)
6 (30.0%)
5 (25.5%)

9 (45.0%) — 8 wives
9 (45.0%) — 9 daughters
2 (10.0%) — 2 sisters

15 (75.0%)
2 (10.0%)
3 (15.0%)

11 (55.0%)
8 (40.0%)
2 (10.0%)

Mean = 27.15 + 12.26
Median =30 (Range, 1- 42)

2.8 (+1.1)

20 (100%)

11 (55.0%)

- High School 5 (25.0%)
- Middle School 2 (10.0%)
- Elementary School 2 (10.0%)
Currently employed 13 (65.0%)
Recruitment methods

- Vietnamese community centers 5 (25.0%)
- Caregiver support groups 10 (50.0%)
- Snowballing 5 (25.0%)
Stage of Alzheimer’s disease of the patient (reported by the family caregiver)

- Mild stage 1(5.0%)
- Moderate stage 11 (55.0%)
- Severe stage 5 (25.0%)
- Do not know 3 (15.0%)
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*
English proficiency measured with 5-likert scale (5=Excellent, 1=Cannot speak English at all): One participant whose primary language is English
was excluded in the mean calculation.
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