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Abstract

The purpose of this article is to pinpoint the cultural and ethnic influences on dementia caregiving in Chinese American families
through a systemic review and analysis of published research findings. Eighteen publications on Chinese American dementia family
caregivers published in peer-reviewed journals between 1990 and early 2011 were identified. Based on a systematic database
search and review process, we found that caregivers’ beliefs concerning dementia and the concept of family harmony as evidenced
through the practice of filial piety are permeating cultural values, which together affect attitudes toward research and help-seeking
behaviors (ie, seeking information on diagnosis and using formal services). There is also evidence to suggest that these cultural
beliefs impinge on key elements of the caregiving process, including caregivers’ appraisal of stress, coping strategies, and informal
and formal support. The study concludes with recommendations for future research and practice with the Chinese American

population.
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The incremental loss of physical, mental, and social capacities
due to dementia puts caregivers on a typically challenging and
protracted trajectory. A large body of research documents the
deleterious impact of this process on caregivers’ health and
well-being.! Most of this literature addresses the impact of
stress-related  caregiving with European Americans.’
Researchers have also begun to focus on African American
and Latino American caregivers in order to identify and
understand racial, ethnic, and cultural variations in dementia
caregiving.>*

The research based on Asian American dementia caregivers
and specifically on Chinese Americans is very sparse.”® This
knowledge gap is especially troubling as Asian Americans are
the fastest growing ethnic group in the United States. The US
Census Bureau projects that the proportion of Asian Ameri-
cans’ will grow from 5.1% in 2010 to between 7.4% and
9.7% by 2050, while those aged 65 years and older® will grow
from 9.3% to 21.9%. Chinese Americans are the largest sub-
group of Asian Americans and the second largest immigrant
group after Mexican Americans.’ Given the prevalence of Alz-
heimer’s Disease and related disorders, the sixth leading cause
of death for adults aged 65 years and older in the United
States,'” about one quarter million older Chinese Americans
in the United States will be equally affected.

Culture in Dementia Caregiving

Research on dementia caregiving is guided largely by Stress
and Coping model of Lazarus and Folkman '' or its topical
counterpart, the caregiver Stress Process Model developed by
Pearlin and associates.'? These theoretical models have played
a key role in identifying core features of caregiving across
ethnic and cultural groups,'® including contextual factors, pri-
mary and secondary stressors and strains, psychological and
social mediators, and physical and mental health outcomes.
Race/ethnicity is often included as a control variable in these
models, but this unidimensional measure does not adequately
reflect or explain the role of ethnic or cultural values in the
caregiving process.*'

To address this shortcoming and advance understanding of
the experience of caregivers from underrepresented ethnic
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groups, Aranda and Knight'® developed a sociocultural stress
and coping model that incorporates ethnic/cultural values in
the caregiving process by showing how these values operate
through influences on caregiving appraisals of burden, cop-
ing, and social support.'* While not discounting the notion
that ethnic/cultural values influence caregivers’ appraisals
of their situations, Knight and Sayegh'® recently noted that
the various types of situations and specific stressors which
trigger distress might well also differ across ethnic/cultural
groups.

The sociocultural stress and coping model appears to be a
good fit with Latino caregivers'> and African American
caregivers,'* but it has yet to be tested with other groups,
including Chinese Americans. The development of cultu-
rally appropriate models for use with Chinese American
caregivers requires a complete understanding of their
knowledge, beliefs, and attitudes about dementia and how
these factors and core cultural values such as filial piety and
family harmony influence their appraisal and coping in the
caregiving process.'’

Drawing on the sociocultural stress and coping mode
we contend that Chinese American dementia caregivers’ beha-
viors are partly influenced by their cultural values, conceptua-
lized as a collection of values, beliefs, and traditions that define
a way of life and provide individual and collective meaning.
This systematic review aims to (1) identify the main cultural
values that influence Chinese American caregiving and (2)
explore how these cultural values affect specific areas of the
caregiving experience. We conclude with a discussion of
implications for future research and practice.

14,1
11410

Methods

Data Source

We reviewed English-language articles published in peer-
review journals between 1990 and the first 2 quarters of 2011
using the following databases: PubMed, Psyinfo, Medline,
Web of Sciences, and Proquest Dissertations and Theses. Spe-
cifically, we selected empirical studies that used a quantitative,
qualitative, or mixed method design to examine dementia care-
giver experiences using a Chinese American sample. We began
with the keywords Chinese Americans, dementia caregiving,
Alzheimer’s caregiving, cultural values, and combinations of
these terms. We then expanded the search by checking biblio-
graphies of reviewed articles.

We identified 25 studies of Chinese American dementia car-
egiving; 2 focused on general adults rather than family care-
givers'®!? and 5 were conceptual or review articles that did
not otherwise report on empirical data. The remaining 18 stud-
ies (17 articles and 1 book chapter) were included for analysis.
Our objective was to group, compare, and integrate the findings
of these studies. Two investigators read and independently
coded articles before reaching consensus on relevant themes.
A third investigator provided additional feedback to the review
process and theme refinement.

Results

Table 1 describes the main features of the articles we reviewed.
All studies used nonprobability sampling; 12 samples were
from the Boston area, 5 were from the San Francisco area, and
1 was from the Los Angeles area. Two thirds were grounded in
a theoretical or conceptual framework. Ten articles used a
qualitative design, including individual interviews, focus group
interviews, or field note analysis. The sample size of dementia
caregivers ranged from 3 to 25 in qualitative studies and from
45 to 70 in surveys or clinical trials. Ten articles compared
Chinese American caregivers with other ethnic/cultural coun-
terparts. Two culturally oriented themes predominated under-
standing of and beliefs about dementia and familial norms
concerning filial piety.

Perceptions of Dementia

Chinese American dementia caregivers incorporated folk
models (nonbiomedical terms) into their explanations of
dementia.’® In Chinese culture, Alzheimer’s disease and
dementia are typically not described as a brain dysfunction as
in western culture.?® Rather, they are depicted in terms of
“fate,” “wrongdoing,” “‘a result of worrying too much,” “cra-
ziness,” or ““contagious.”

Perceptions of dementia as “normal aging” and as “a stig-
matized mental illness” were prevalent attributions among
Chinese American caregivers, particularly in early stages of the
disease.”'> In Chinese culture, a certain degree of cognitive
decline at older ages is tolerated and a return to a child-like
state is deemed a natural part of aging.*'**? But as symptoms
progress in the more advanced stages of the disease, caregivers’
main concern is stigma.”’*>>! At this stage, dementia is per-
ceived more often as a mental illness that evokes “craziness”
or as a contagion that causes feelings of shame or loss of face.
Liu et al*! used the term “tribal stigma” to describe the exten-
sion of humiliating feelings to the entire family.

Family Harmony and Filial Piety

Another major theme in dementia-related caregiving is the fail-
ure to adhere to norms of filial piety, which violates the ideal of
a harmonious and honorable family. Filial piety, a prominent
Confucian principle in Chinese and other Asian cultures,
emphasizes honor and devotion to one’s parents. This family-
centered cultural construct implies that adult children have a
responsibility to sacrifice individual physical, financial, and
social interests for the benefit of their parents or family. This
attitude may be manifested by showing concern for parents’
health, providing housing and financial support to parents, and
respecting parental authority.®

Filial piety is bidirectional, prescribing cultural and social
norms that dictate how children and their parents ought to treat
each other. In exchange for their children’s love and respect,
parents are expected to provide financial assistance, childcare,
and lessons and wisdom gleaned from their life experience.’!



(panunuod)

eaJe Aeg Ods|DUBI] UeS

eaJe Aeg ODJS|DUBL] UBS

UMO3 BUIYD UOISOg
seaJe 0ds|dUE

ueg pue uolsog

uMolRUIYD UOISOg
s139snydesse|
uJa1sE] Ul Seade
ueyjjodo.azsw Aq.esu

‘eaJe uolsog J31edUD)

Ba.B UOlISOg

Ba.JB UOISOg

eaJe uojsog

seaJe qungns
pUE UMOIBUIYD) UOISOY

UMO] BUIYD UOISOg

eaJe uojsog

pa19|dwod
$DD UBdLIBWY 3sdUIYD) SAl-A1104
Pa||0Jus S5 UBdLIBWY dsAUIYD
G pue pa1dejuod sjuedidiaed
dsdUIYD 9] |*0ST ‘SPIBPIPUED

SDHD UBdLIBWY 3sAUIYD

9J49M § pue syuedpaed 7 jo [BI0)]
SH?D) UBdIBWY 3s3UIYD)

7T pue sauedpnaed g jo [e10|

SO UBdLIBWY 3s3aUIYD) N0

SDHD UBdLIBWY dsauIyD)
| pue syueddnued g¢ jo |e10|

SDD UBdLIBWY dsdUIYD

7| pue sauedipnued ¢ jo [e10]
SO UBdLIBWY 3sBUIYD

01 pue syuedpnJed gp jo 30|
SHD UBdLIBWY 3sAUIYD

Gz pue syuedpnJed /|| jo [e30]

SDD UBdLIBWY 3s3UIYD) GT JO [BI0]
s|euolssajoud

92IAJSS G pue ‘Apnis aAnelnuenb
3yl ul | ‘Apnis aAnelenb ayy ul
SHD UBdLIBWY 3saulyD) 9| JO [eI0]

SO UBdLIBWY
asaulyD / pue [euoissajoid

[edIpaW UBDIIBWY 3saUIYD) 984y ]

[el4y [ed1uld
JusWUBIsse wopuey

sisA[eue aAneIRUEND)

Buimaiaimul dnous snoog
BJEP DAI3RJIBU
JO sisAjeue AJepuodag

SM3IAJIRIUI dARRIIEND
SMBIAJIUI BAI
-eyifenb paunionuas-jwag
SM3IAINUI
Pa.4N31oN.IS-1WSS WOy
BJEP dANEJJIBU AJBPUODIDS
SMIIAIRIUI dANBIIEND

AaAing

saj0u pRY
PUE SM3IAJIUI dAREIIEND)

AaAuns aAnelnuenb

Jo saj0U plaYy
PUEB SM3IAJIUI SAIEIIEND)

SMIIAIRIUL dANEIIEND

Adeaayy
JolAeyaq 2AnIUS0D

B/U

aJed 8uisunu jo [apow

[edmyndsuea) s Ja8ulule]
sjopow

Auojeue|dxa jo A3ojodA |

’/U

A3ojodoayaue
pue A8o|0100s [edIP3|

IX93U0D [B4NIND0ID0S
® Ul Sujueaw ssau||

A1osya uonnqgrmy
2/[E 39 ulead jo
|]opow ssadoud pue ssauig

B/U

A3ojodouyaue [ed1pal
Supjew
uolsidep jo ssedo.d
[e10s jo [spow 3y |

9D
UM SUOIIUSAISIUI T JO SSSUSAIDDY]

YoJeasaJ ojul s57) JO Spoylaw

JUBUIINJDAI € JO SSDUSANDIYT
sdnoug 5o ouyre
¢ Suowe enuawap jo sisoudelp

pue 38suo ays jo suondsdusd
sdnou3 s1uyss  wouy

SHD Ul euUsWIp jo suondediad
sHD s Jawipyz)y

uedLIBWY 3saulyD) Jo dualadxy

sdnoug 57 ouyss
€ Jo sJolaeyaq 3upjeas-djay pue
BIIUSWSP JO sisouSelp 03 sAemyiey

sdnoug 7 ouyls 4
Aq paAladJad enuswap jo sdujuesy
usapJnq
©?D pUE sUOINQLIIE BRUBWS
sHD epusawap jo sdnoud
IUYId § Ul SN JDIAIIS PUE SSAAS
9D
UedLIBWY 9S3UIYD) JO JUSWIINIID
0} SJalJJeq [edN3N20I20G
SO BRUSWSP UBdLIDWY
asaulyD 4Aq yoieasau ui yuedpn.ed
03 ssausuj[jim ay3 uo 31dedw]
)1 pue eUAWAP jo suondadiad
IX3JUOD [BINI|NDOID0S
B ulyaIm ssadoud 3uiaidaaed
BIIUSWSP dY3 Ul SupjeW UOISIA(

et 3
uosdwoy | -4aySe|en)

el® 2
uosdwoy ] -43y3e|e)
5I& 32 Aauoyely

,IE 3@ uowuIH

a4

oI® 30 uolIH

,,uosqio pue
UosJapuy-yaiom|ig

LB Aro

¢zI% 2@ °H

£|B 32 UOIH

12(0007) yodiAa
PUB ‘UBWIZISAA
‘uojulH ‘AAe7 ‘ono

oz W] PUE SPIH

aus Apmg

(N) sauedipnuey

udisaq

Slomawely [enidsduo))

s1do) pasnoo4

92.4nog

suedlIaWY 3saulyD) Suowe 3ulAiSaieD) BIUSWS(] UO PAIMIIARY S9dIY Jo Auewwng °| 3jqeL

I5



“JaAI3a.ed ‘D7) 9|qedl|dde Jou ‘g/u suonelARIqqy

eaJe ABg ODSIDUEBIY UBS

eaJe Aeg Ods|puBI{ UeS

eaJe g OISDUEBIY UBG
$339snydessel|
jJo seaue

ploy8uludg pue uoisog

J93Uad YydJessad

SHD UdWOM
UBdLIBWY 3SBUIYD) USASS-A1104
(dnoug
UONUSAJIIUI UONEBINPS Ul €
‘dnoug uonuaaiziul Sulureas s ul
9€) SHD UBdLIBWY 3SBUIYD) AIUSASS
SHD UBdIBWY 3saulyD
8§ pue syuedpnJaed gz jo [e10]

SDD UBdLIBWY 3sdUIYD)
aJe ¢ pue sauedpnaed gg jo [e10]

$HD UBdLIBWY dsduU

AaAing

[el13 [ed1ul> wopuey
AaAing

SM3IAIIUI
aAneenb/Apnis aAnelIeN

B/U
salI0aYy3}

[eJoIARYDq pUE 2AIUSOD)

e/u

rw3ns
jo sadAy ¢ s ,uewyon)

SON|BA UBISY YIIM SUOIIE[3J S| pue
ssaJ3s [eosoydAsd s5Ho enuswaqg

9D
YIIM SUOIIUSAISIUI T JO SSDUBANDRYT

9seasIp S JaWIdYyzZ|y INOQe sjaljeg

$2JN3|ND 9SAWIBUIDIA

puE 3sauIyD) Ul BRUSWSP pue rw3ng
sdnou3 ouyss
 ssoude adualiadxa Sulaidaued

<¢l® 3@ pug|joH
yel® 3@
uosdwoy | -4aySe|en

gcle 30 A6

28 3@ NI

s JaWIRYZlY V1DN -1YyD § pue ‘syuedidpiaed aA-A1404 smalAasaul dnous snooq B/U Ul S9JUSISYIP PUE S9NLIB|IWIS LECRCREIVY
speAp juaned uoedNnps pue SOAIIE[SJ BIIUSWSP UM S3|IWrey

uoisog puE ) UBDIBWY dSAUIYD) US| uonenfeAs weiSoid Suljasunod [BIDOSOYdASd  UBDIIBWY 3SAUIYD) 4O} SUONRUIAIIU] 0gl® 32 OpJEqUIOT

aus Apmg (N) swuedipnueq udisaq Sl domawrely [enadasuor) 51do3 pasndo4 924nog

(penunuod) *| a|qeL

16



Sun et al.

Participation
inresearch

Seeking
diagnos is and
treatment

Cultural values

Stressors and
psychological
distress

Service needs,
barriers and
utilization

Coping and

informal support

Figure |. Themes identified in the I8 articles.

This intergenerational reciprocity is crucial to maintaining
familial ties and preserving the family’s dignity and sense of
honor.® A parent’s inability to contribute to and participate in
family life due to dementia creates an imbalance of care,
leading to shame and disgrace over unfulfilled responsibilities,
which in turn may create stigma and resentment, exacerbating
an already stressful situation.>*~*

In the articles we reviewed, perceptions of dementia and the
concept of family harmony through filial piety influenced
caregivers’ willingness to participate in research, an essential
activity for building knowledge and improving practice with
this population. These cultural constructs also influenced
3 major aspects of the dementia caregiving process, including
seeking professional diagnosis and treatment, appraising stress
and psychological distress, and coping through informal sup-
port and use of formal services (Figure 1).

Seeking Diagnosis and Treatment

The ideal pathway to a diagnosis of dementia is believed to
begin with the family or patient’s recognition of early symp-
toms, followed by active help seeking from a primary care doc-
tor who either diagnoses the condition or refers the patient to a
specialist.>> However, culturally related stigma associated with
dementia may lead Chinese Americans to delay or avoid seeking
professional help; the helping process for these caregivers was
more likely to be initiated by health professionals than for Eur-
opean Americans or African Americans.”> Gray et al** also
found that Chinese American caregivers’ attribution of symp-
toms of dementia to normal aging enables them to postpone a
diagnosis, often until family resources are exhausted.

Chinese American caregivers who do seek professional help
tend to receive a delayed diagnosis or a “no final” diagnosis of
dementia.?>*> Those who visit non-Chinese speaking physi-
cians may experience language barriers which preclude com-
munication of symptoms.”* On the other hand, cultural
barriers appear to outweigh language barriers. Seven Chinese
American caregivers in the Boston area reported that Chinese
speaking doctors also attributed dementia-related symptoms
to normal aging, and thus considered further tests or specialist

referrals to be of limited use. Moreover, older Chinese patients
may convey respect to their doctors through “deferential silen-
ce”?%?*22) quring their visits.

Caregiving Stressors and Psychological Distress

Cultural beliefs may influence how Chinese American care-
givers perceive their caregiving situations and affect their emo-
tional well-being. The attribution of cognitive decline to
normal aging can safeguard culturally valued practices of
intergenerational interdependence embedded in the principle
of filial piety.!” Such attributions can help to counteract
stigma-induced shame and preserve the expectation that adult
children will care for their parent.**

However, the cultural regard of dementia as a stigmatized
mental illness can be a serious stressor for Chinese American
caregivers. Vickrey et al*' found that Chinese American care-
givers were very concerned about how others in their commu-
nity react to a diagnosis of dementia for their relative. Negative
social responses were especially difficult for Chinese-speaking
caregivers who mainly interact within their ethnic commu-
nity.?® Caregiving stress can be amplified when family care-
givers find social networks diminished because of cultural
perceptions of dementia.*? This is particularly the case when
a family member exhibits behavioral problems that can bring
shame and embarrassment.>”

Evidence regarding the influence of filial piety on caregiver
perceptions of burden and emotional well-being is mixed. In a
study of 47 Chinese American female dementia caregivers, Hol-
land et al*® explored the association of psychosocial factors and
levels of diurnal cortisol, a biomarker of levels of health and stress.
Caregivers’ belief in Asian cultural beliefs was associated with
lower levels of distress, fewer depressive symptoms, greater
self-efficacy, and more positive caregiving experiences. The
authors conclude that the link of stronger identification with tradi-
tional values and lower caregiver burden is due to “a clear expec-
tation and sense of acceptance about their role and duty to a sick
elder (particularly daughters and daughters-in-law).”>>®!22)

On the other hand, filial piety norms may constitute a source
of stress for some Chinese American caregivers, many of
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whom bring their parents to the United States in order to care
for them. Chinese American caregivers were more likely to
attribute dementia to immigration or to stressful life conditions
after immigration than their counterparts from other ethnic
groups,' "** compounding existing caregiver stress with addi-
tional guilt and concerns.

Family conflict arising from the care of parents with dementia
is also a source of stress for Chinese American caregivers. Adult
children may be differentially acculturated to US social norms,
and as 1 Chinese American caregiver reported in the study of
Mahoney et al,® stigma caused rejection of a parent with demen-
tia. This resonated with a story told by a daughter caregiver that
she had to fight skillfully with her brothers to ensure that their
mother was not neglected, a struggle that can be even more trying
for Chinese Americans who endorse the cultural belief that insti-
tutionalizing a family member is a disgraceful abandonment of
family responsibilities.?® As Dilworth-Anderson and Gibson'’
argue more research should focus on understanding how such cul-
tural meanings affect the stress process for Chinese Americans.

Coping and Informal Support

According to Stress Process Theory, psychological coping and
social support are 2 major mediators between caregiving stressors
and caregiver well-being. Coping is defined as the behavioral and
cognitive strategies that people use to manage stressful life situa-
tions. Because there is relatively little a caregiver can do to stop or
slow the decline of a family member’s dementia, emotion-
focused coping is an important means of managing stress. How-
ever, because a dementia diagnosis is often a source of shame
in Chinese American families, caregivers may not disclose or
share negative emotions and experiences openly or with those
they consider “outsiders.”?® This reticence might contribute to
the tendency for some Chinese American caregivers to cope with
their distress spiritually.®' Values of filial piety might also facil-
itate effective coping. Zhan® reported that Chinese American
caregivers found good relationships with care recipients; valuing
elder care helped them to cope with stressful situations.

Support from informal networks such as families, relatives,
friends, or neighbors is critical to family caregivers. Chinese
culture dictates that most family caregivers are either spouses
or adult children. There is some evidence that there is a lack
of sufficient family support for these caregivers.”® As noted,
some relatives or friends might sever contact with the family
of a dementia patient to avoid being stigmatized,®*® while oth-
ers who are more acculturated to American values may be
unwilling to assume care responsibilities. A Chinese American
caregiver in the study of Dilworth-Anderson and Gibson ,'” for
example, described his frustration with his son, who appeared
to reject a role in the caregiving process.

Formal Service Needs, Barriers, and Utilization

The service needs of Chinese American dementia caregivers
are similar to those of caregivers in other ethnic/cultural
groups,?® but Chinese American caregivers have higher levels

of unmet need, particularly in the areas of medical and mental
health services. Internal barriers to service use include shame
and stigma which contribute to delayed help seeking and
embarrassment about not knowing English or how best to work
within the health care system.?***

External barriers can include a paucity of culturally compe-
tent services targeting the needs of Chinese American care-
givers.® In a focus group study by Vickery et al*', Chinese
American caregivers experienced frustration with the absence
of information published in Chinese and expressed a lack of
trust in service professionals. Similarly, Chinese American
caregivers were found to expect physicians to develop a per-
sonal and trusting relationship with the patient and family,
rather than just diagnosing them and leaving them to worry.°
Finally, caregivers also noted negative interactions with service
providers as a barrier to their help seeking.”®

Culturally Competent Interventions

Three studies provided evidence of effective interventions to
reduce depressive symptoms and relieve stress among Chinese
American family caregivers: an in-home behavioral manage-
ment program,”’ psychoeducation skills training using a
DVD,* and individualized counseling and support.*®

Chinese cultural values are central to these interventions. In
part because of the stigma of dementia as a mental illness, Chi-
nese caregivers tend to hold a negative attitude toward psy-
chotherapy. Gallagher-Thompson et al*’ integrated cognitive
behavioral therapy into a psychoeducation format to circum-
vent this type of resistance. To further ensure access and pro-
tect family privacy, interventions were designed for home
delivery. Lombardo et al*® allowed program staff to vary the
length of home visits to accommodate the needs of families
who were reluctant to meet them and wanted shorter sessions.
To avoid the embarrassment of having a stranger come to care-
givers’ homes, Gallagher-Thompson et al** recently adopted a
DVD format to deliver the intervention.

In addition to the mode of delivery, intervention contents
were tailored to Chinese cultural values. Interventionists were
bilingual and either bicultural or trained in Chinese cultural
values that influence dementia caregiving before implementing
the intervention.>*° For example, in the session on communi-
cating with care recipients, terms like ““assertiveness training,”
which may convey disrespect for the patient, especially if the
caregiver is an adult child, were avoided.*’

Discussion

The purpose of this systematic review was to examine existing
empirical literature to determine how cultural values influence
dementia caregiving processes among Chinese Americans. Our
findings suggest that cultural beliefs and attitudes about
dementia and cultural norms about family harmony as achieved
through the practice of filial piety are key elements. These 2
themes appear to affect Chinese American caregivers’ attitudes
toward participation in research and contribute to caregiving
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stress in terms of help seeking for diagnosis and treatment,
stress appraisal, psychological and social coping, including
informal and formal service use, and well-being outcomes.

In interpreting existing studies with this population, it
should be noted that Chinese American caregivers’ cultural
beliefs also influenced their attitudes toward research participa-
tion. The low rates of enrollment in research among Chinese
Americans are related to their beliefs about dementia.?**®
Patients in early stages of dementia do not require clinical or
research attention because mild cognitive impairment is
viewed as part of the normal aging process. At more advanced
disease stages, refusal to join research projects stemmed from a
struggle to contain news of the illness with the family due to
stigma.*

The stigma of dementia appears to inhibit caregivers’ open-
ness about their experiences with outsiders. Recruitment
through informal networks often offers a viable sampling alter-
native. However, 62% of European American caregivers were
referred by nonprofessionals to the dementia caregiver study by
Gallagher-Thompson et al** compared with only 15% of Chi-
nese American caregivers, over half of whom were referred
by health professionals. The small samples in quantitative and
qualitative studies with Chinese American caregivers to date
may be due, at least in part, to such culturally rooted recruit-
ment challenges, and self-exclusion may create significant
bias. To improve confidence in research findings, culturally
appropriate methods for recruiting larger and more representa-
tive samples must be accomplished.

There is some empirical evidence that cultural beliefs about
dementia and the practice of filial piety influence caregiving
distress among Chinese American caregivers. The specific
effects of cultural beliefs appear to vary. The conceptualization
of dementia as a normal part of aging tends to be linked with
lower levels of caregiver distress, presumably because it nor-
malizes the expectations for caregivers. In contrast, stigma
associated with dementia may exacerbate stress by generating
disgrace and shame.

Evidence on the influence of filial piety is mixed. In the con-
text of dementia care, this concept broadens the scope of
responsibility for family caregivers, particularly adult children.
At some levels, filial piety may buffer stress by mobilizing and
obligating other family members to provide assistance, lower-
ing individual caregiver burden.>® Holland et al*® found that
belief in Asian cultural values (eg, filial piety) is associated
with lower levels of anxiety and burden in female Chinese
American caregivers. The same pattern was found in a sample
of family caregivers in Taiwan.?’

The price of fulfilling cultural obligations of dementia car-
egiving may ultimately be stress and burnout, as research
shows that levels of acceptance and identification with cultural
norms influence caregivers’ perception of burden. Resulting
family conflict or lack of supportive family members can be
devastating for caregivers.>® A study with female Chinese
Canadian dementia caregivers found that intergenerational ten-
sion due to different levels of acculturation to western values
caused extra burden.®®> Also, while Chinese American

caregivers may report fewer depressive symptoms than Eur-
opean Americans, they tend to somatize emotional distress.>®

Coping, informal support, and formal services are grouped
as caregiver resources. Knight and Sayegh'® argue that cultural
values are most likely to affect caregivers’ physical and mental
health through such resources. But our review suggests insuffi-
cient evidence on the relationship between coping and culture
among Chinese American caregivers. Folkman and Lazarus®’
conceptualize coping as emotion focused (helping one to deal
with reactions to stressors) or problem focused (directly
impacting the source of stress). There is no research on how
cultural values may help shape coping among Chinese Ameri-
can caregivers, although using strategies such as spirituality,
problem solving, and avoidance have been noted. *'-*

Studies comparing coping strategies of caregivers in Shang-
hai, China, and their counterparts (mostly European Ameri-
cans) in San Diego, California, found similarities and
differences.'*** For example, Chinese caregivers were less
likely to use emotionally expressive coping strategies and more
likely to use cognitive confronting (eg, “I just accept it”),
while the US caregivers used more social support (eg, “Ask
someone for help”). Other studies found that both groups
appear to benefit from problem-focused coping.®”*! It is
unclear how findings from these studies might apply to Chinese
American caregivers.

There is also insufficient evidence to support a conclusion
about the effects of cultural values on informal support. Family
support is critical to Chinese American caregivers, but there is
no evidence that they have more available family support.
Indeed, family support could be compromised due to stigma
or different levels of acculturation.

There is abundant evidence that cultural values influence
Chinese American caregivers’ access to and use of formal ser-
vices. Challenges to access include language, lack of awareness
of programs, reluctance to seek help outside of the family due
to stigma and traditional values, and a dearth of culturally com-
petent services, education, and information. Few western inter-
ventions account for Chinese Americans’ unique experiences,
perspectives on family and health care, and cultural traditions,
expectations, and values. As a result, these caregivers must
manage the disparate, and at times conflicting, beliefs and rea-
lities of 2 cultures with inadequate resources and services. Col-
laborative culturally tailored research and programming with
service agencies, policymakers, and Chinese American com-
munities is needed to meet the growing demand for dementia
care services and to ensure effective coping and improved out-
comes for patients and their caregivers.*?

Recommendations for Future Research and Practice

There are clearly significant gaps in the literature on the expe-
rience and needs of Chinese American caregivers of persons
with dementia. This review of studies suggests several direc-
tions for future inquiry. Further studies need to examine expe-
rience of dementia-related stigma in relation to family
dynamics and social norms in Chinese American communities.



20 American Journal of Alzheimer’s Disease & Other Dementias® 27(1)

One such study examined the impact of embarrassment on
Alzheimer’s disease caregivers in a multiethnic sample.*® It
was pointed out that social discrediting (stigma) can differ
depending on whether people know the person with demen-
tia—and stigmatization has already occurred—or do not know
the person with dementia and the potential for stigma still
exists.

To illustrate, a caregiver may avoid inviting guests to home
although they already know the patient’s diagnosis. The same
caregiver may experience a different kind of distress when tak-
ing the patient out in public. It is important to understand con-
ditions of social embarrassment for Chinese American
caregivers as they affect delayed help seeking, reduced social
supports, and barriers to dementia-related resources and
services.

In-depth study of family dynamics, for example, changing
roles, effects of acculturation, and experiences of cohesion and
conflict, could improve understanding of how the stress process
unfolds for Chinese American dementia caregivers and could
contribute to culturally appropriate assessment and interven-
tion protocols to strengthen caregivers’ social and psychologi-
cal coping repertoires. Research is also needed on appropriate
assessment and evaluation instruments.

Most dementia studies use scales with forced choice
response sets, such as Caregiving Coping measures'? or the
Ways of Coping Checklist®” to assess coping. An open-ended
narrative approach could be very useful for soliciting dementia
caregivers’ perspectives and for understanding dynamics of
coping in this population since standardized inventories do not
permit caregivers to share the meaning behind their choices of
coping strategies.***> Hicks and Lam® suggest that Chinese
American caregivers draw on a variety of different cultural
paradigms to turn situations to their advantage. It will be
important to identify and support such innovative coping
strategies.

Finally, Meuser and Marwit™ pointed out that the gradual
loss of a loved one’s memory and personal identity due to
dementia generates unique stress associated with present and
anticipated loss. Chinese cultural norms eschew open discus-
sion of death and illness, so caregivers’ feelings of grief and
loss may not be acknowledged, an oversight that might further
contribute to feelings of stress, burden, and burnout.

Findings of this review also have several implications for
service professionals who work with Chinese American care-
givers. Service professionals need to be aware of the cultural
stigma attached to dementia and to avoid speech and actions
that might cause shame or embarrassment for patients and care-
givers. Werner et al*’ recommended that management of
stigma beliefs be included in any intervention program for fam-
ily caregivers and that professional associations and the media
be used to educate people in the community. Because Chinese
American caregivers and patients tend to regard dementia-
related symptoms as part of normal aging, professionals also
need to be proactive in detecting and assessing patients’ current
and changing levels of cognitive functioning. Training of ser-
vice professionals not only should focus on recognition of
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dementia symptoms but also on effective strategies to respond
to individual patient’s needs following diagoansis.*® Service
providers should also be aware of the considerable diversity
within Chinese American dementia caregivers in terms of
socioeconomic status and levels of education and accultura-
tion and should assess their cultural beliefs regarding demen-
tia and their adherence to traditional cultural values such as
filial piety.

Several limitations of this review need to be noted. We were
limited by the relatively small number of articles identified and
the wide-ranging nature of these studies. We were able to iden-
tify some consistent findings from this small body of literature
that varied much in research design, variables levels of rigor,
samples, and study sites, but these themes may not be consid-
ered as definitive conclusions. Future controlled trials and sub-
sequent meta-analyses are needed to strengthen this nascent
knowledge base and to develop a range of evidence-based
interventions for dementia caregivers in Chinese American
families.

Conclusion

Psychosocial research on caregiving for persons with Alzhei-
mer’s disease and other dementias has increased dramatically
in an effort to keep pace with the increasing prevalence of these
diseases in a rapidly aging population. Similarly, research on
aging populations has turned concerted attention toward
ameliorating racial/ethnic disparities in the prevention and
intervention. Yet, there has been little attention to the Chinese
American experience of dementia caregiving, so knowledge
about the process and outcomes of the caregiving process on
caregivers and their afflicted family members remains limited.
Also noteworthy, virtually all the studies reviewed for this
article were situated in coastal urban areas where most Chinese
Americans settle. Future studies should also account for less-
integrated Chinese American communities, including those in
rural areas, where caregiving challenges are likely to be com-
pounded by geographic, linguistic, and cultural isolation.

Thus, there is a clear and compelling need for a program of
rigorous research that will meaningfully incorporate Chinese
cultural and family values in order to inform better practices
with this population. Studies to date suggest that a complete
examination of the experience of dementia-related stigma, the
effects of dementia caregiving on family dynamics and care-
giver coping, and the dementia-specific trajectory of grief and
loss are promising avenues to pursue.
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