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Background

End-stage

Terminal cancer advances rapidly. cancer \

Terminal cancer treatment cannot

. . o i Terminal ;
prolong survival significantly e Uans
due to the progressive nature of /

the disease.

Life
expectancy of
less than

6 months

UCLA SC hool Of Nu rsing Kim, S. H., Shin, D. W., Kim, S. Y., Yang, H. K., Nam, E., Jho, H. J., ... & Park, J. H. (2016). Terminal ver:
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End of Life Cancer Care
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stage of
cancer
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Background

______________________________________________________

Base: Carzgivers of Recipient Age
18+ [n=1,248)

An estimated 43.5 million
‘adults in the U.S have | Past
provided unpaid care to |

44%

‘an adult or a child in the

prior 12 months.

School of Nursing

Are you currently providing unpaid help

—————————————————————— i to an adult relative or friend, or was this

something you did in the past 12
months and are no longer doing?

Caregivingin the U.S. — AARP 2015 Report. (n.d.). Retrieved from http: aarp.org/ ppi/2015/caregiving-in-th ited-states-201

5-report-revised.pdf



Background

Growing numbers

Q7. Who are you caring/did you care for?

Top Mentions Caregivers Hours of Care

of Recipient 0-20 21 or more

H H
H H
H H
H H
1 1
"0ld age” H = H Ages 18+ (n=826) {n=416)
Alzheimer's/confusion i Of fa m I Iy i (n=1,248) A B i
Surgery, wounds i . i Relative 85% 81% 939
e seeemeresseess e et see st erees s et et e i i Parent 42 42 43
Cancer i ca re g Ive rs i Spouse or partner 12 7 24%
Mobility i L i Parent-in-law 7 8 5
Mentallemotional iliness i a re C 0 n S I d e re d i Grandparent or grandparent-in-law T g8 4
_ i p ry i Uncle or aunt 4 4 3
Diabetes i a s e rl m a i Epe 3 3 3
Stroke i - f i Other relatives 3 3 3
T i c a re g |Ve rs o i T 5 . :
1 1 H & *
Back problems i t- t u t h i GrandclTlld _ -
Nonrelative 15 19 7
Brovenbones pa Ients wi Friend 10 13° 4
Feeble, falling : 1 th U S : Neighbor 3 3 2
Lung diseass i ca n ce r I n e " " i Other nonrelative 2 3 2

SC hool Of Nu rslng Caregiving in the U.S. — AARP 2015 Report. (n.d.). Retrieved from https: .aarp.org, p/ppil. giving-in-th ited-states-2015-report-revised.pdf
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Background

Incidence b Mortality Asian Americans, Native Hawaiians,
and Pacific Islanders
Africa
585 TOO —
Mu#- i
L
SO0 —
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=
% 200 Females
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RS 200 —
18.1 millian 9.6 million
nenw CAsSHS daalhs --Murta--_-hlity Males
100 — e —
u = 0 Females
Cancer deaths in Asia (57.3%) are )
-_7T T 75T T

1992 1996 2000 200 2008 2012
eaear of diagnosis/death

higher than those in other regions.

[ S —

UCLA SC hool Of Nu rSI ng Bray et al., (2018). Global cancer statistics 2018: GLOBOCAN estimates of incidence and mortality worldwide for 36 cancers in 185 countries. CA: a cancer journal for clinicians, 68(6), 394-424.
Torre, L. A Sauer, A. M. G., Chen Jr, M. S, Kagawa-Singer, M., Jemal, A., & Siegel, R. L. (2016). Cancer istics for Asian Native F It and Pacific 2016:

Converging incidence in males and females CA: a cancer journal for clinicians, 66(3), 182-202.
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Background

The prevalence of caregiving varies

by racial/ethnic group in the U.S.

Estimated Number
Prevalence of Caregivers
White (Non-Hispanic) 16.9% 26.5 million
African American 20.3% 5.6 million
CfganAmeican 07%  27milln
T T T

Estimates of Individual Caregiving
Prevalence by Race/Ethnicity

School of Nursing

AS|an Americans currently
5 'number nearly 17.3 million,
representing 5.6% of the

. | U.S. population, and that
- number is expected to

exceed 40 million by 2050.

Caregiving in S. - AARP 2015 (n.d.). d from

Hoeffel E, Ra: lyoung KO, Sl Asi ulation: W DC: U.S. m f i

States Censu: ; 2012, 7
Census.gov. . Annual il of the sex, ra igin f S [Internet]. Wasl C:

United States C Bureau; 2011 i le from



https://www.aarp.org/content/dam/aarp/ppi/2015/caregiving-in-the-united-states-2015-report-revised.pdf
http://www.census.gov/popest/data/national/asrh/2011/index.html

Background

“Culture represents values, and
life ways of people of diverse
races and ethnicities.”

Asian
family
caregivers

End-of-Life
cancer

“Culture shapes how individuals et

view health, illness, and death.”

UCLA SC hOOl Of NU I'S i ng DeSanto-Madeya, S., Nilsson, M., Loggers, E. T., Paulk, E., Stieglitz, H., Kup h, Y. M., & Prigs H. G. (2009). A iati United States
acculturatio i i i i i iative medici

ion and the end-of-life experience of g ofp with cancer. Journal of palliative medicine, 12(12), 1143-1149.
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* To review existing knowledge about the

Asian family caregivers who provide
end-of-life care for patient with cancer

* To suggest culturally sensitive nursing
practices and/or interventions to
support Asian family caregivers

School of Nursing 9



Methods

| Identification Articles identified through
electronic database searching
(n=633)

Aarticles excluded

From June to H = (n=602)
September in 201 8 Scresning Articles screened

(m=25})

Articles retrieved from the

Using the fOIIOWing reference lists _of‘the screened
electronic databases: articles

(n=13)

Eligibility Articles assessed for

1) PUbMQd, eligibility
2) CINAHL, (n=238)
3) PsycINFO 1l

| Included |

articles included
for review
(n=38)

UCLA SC hool 0 f Nu rS i n Moher D, Shamseer L, Clarke M, Ghersi D, Liberati A, Petticrew M, Shekelle P, Stewart LA. Preferred Reporting Items for Systematic Review and
g Meta-Analysis Protocols (PRISMA-P) 2015 statement. Syst Rev. 2015;4(1):1. doi: 10.1186/2046-4053-4-1 1 o



Methods

End of life care, Terminal care, Palliative care, Terminal cancer, Advanced cancer,
Metastatic cancer, Life-limiting, Life-threatening, Terminally ill, Advanced directives,
Advance care planning, Grief, Loss, Death, Bereavement, Decision making,
Communication, Coping, Asians, Asian Americans

- English-language primary articles published after January 2010
- Populations: Asian family caregivers or Asian American family caregivers

OEIECLE of adult patients with any types of cancer in the end-of-life

criteria
- Studies that didn’t specify whether patients are in the end-of-life stage )
- Studies included cancer survivors
N - Studies included professional or paid non-professional caregivers
o - Studies included patients with other types of terminal disease other than cancer
criteria .. . . . .
- Studies included family caregivers of children with cancer. )

§[o/V.W School of Nursing 11



Results

Country

School of Nursing

Race/Ethnicity

m South Korea

m Japan
Singapore

B Taiwan
China

m Hong Kong

= USA

m Korean

B Japanese
Chinese

B Taiwanese
Others
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Chart1

		South Korea

		Japan

		Singapore

		Taiwan

		China

		Hong Kong

		USA



country

Country

0.368

0.237

0.158

0.158

0.026

0.026

0.026



Sheet1

				country

		South Korea		36.80%

		Japan		23.70%

		Singapore		15.80%

		Taiwan		15.80%

		China		2.60%

		Hong Kong		2.60%

		USA		2.60%

																				0






Chart1

		Korean

		Japanese

		Chinese

		Taiwanese

		Others



Ethnicity

Race/Ethnicity

0.36

0.237

0.184

0.158

0.061
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				Ethnicity

		Korean		36%

		Japanese		23.70%

		Chinese		18.40%

		Taiwanese		15.80%

		Others		6.10%






Results

Others STU DY TYPES
13% \
Randomized P Cross-sectional
controlled trial - survey study
study > T 40%
1%
Prospective -
cohort ostu dy & Qualitative
18%
study
18%
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Chart1

		Cross-sectional survey study		Cross-sectional survey study

		Qualitative study		Qualitative study

		Prospective cohort study		Prospective cohort study

		Randomized controlled trial study		Randomized controlled trial study

		Others		Others



Study Types

Column1

Study Types

[]
[]

[]
[]

[]
[]

[]
[]

[]
[]

0.394

15

0.184

7

0.184

7

0.105

4

0.132

5



Sheet1

				Study Types		Column1

		Cross-sectional survey study		39.40%		15

		Qualitative study		18.40%		7

		Prospective cohort study		18.40%		7

		Randomized controlled trial study		10.50%		4

		Others		13.20%		5






Results

Sub-topics

SOCIAL SUPPORT 12
QUALITY OF LIFE OF FAMILY CAREGIVERS 10
POSITIVITY AND RESILIENCE )
FAMILY CAREGIVER BURDEN 8
DEPRESSION 7
END OF LIFE EXPERIENCE _ .7
BEREAVEMENT | 3
QUALITY OF DEATH AND DYING 5
DECISION-MAKING 4

m Sub-topics
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Chart1

		Decision-making

		Quality of death and dying

		Bereavement

		End of Life experience

		Depression

		Family caregiver burden

		Positivity and Resilience

		Quality of Life of family caregivers

		Social support



Sub-topics

Sub-topics

4

5

6

7

7

8

10

10

12



Sheet1

				Sub-topics

		Decision-making		4

		Quality of death and dying		5

		Bereavement		6

		End of Life experience		7

		Depression		7

		Family caregiver burden		8

		Positivity and Resilience		10

		Quality of Life of family caregivers		10

		Social support		12






Asian Cultural Aspects

v The hierarchical

L, s
Responsibility Confucianism family structure
v
Compulsory duty v The dependent/tight
v Social blame Familism f;:ﬁ::::;::s

Filial

v Guilty e
piety

v The male dominance

UCLA SC hOOl Of NU rSin Lee, K. C., Chang, W. C., Chou, W. C., Su, P. J., Hsieh, C. H., Chen, J. S., & Tang, S. T. (2013). Longitudi and predictors of caregiving
g burden while providing end-of-life care for terminally ill cancer patients. Journal of palliative medicine, 16(6), 632-637. 1 5



Asian Cultural Aspects

Loh,A.Z.H., Tan, J. S. Y., Jinxuan, T.,Lyn, T. Y., Krishna, L. K. R., & Goh, C. R. (2016). Place of care at end of life: what factors are associated with patients’ and their

- family members’ preferences?. American Journal of Hospice and Palliative Medicine®, 33(7), 669-677.
UCLA Schoo l of Nu rsl ng Hisamura, K., Matsushima, E., Nagai, H., & Mikami, A. (2011). Comparison of patient and family assessments of quality of life of terminally ill cancer patients in Japan.
Psycho-oncology, 20(9), 953-960.
Chung, B. P. M,, Leung, D., Leung, S. M., & Loke, A. Y. (2018). Beyond death and dying: how Chinese spouses navigate the final days with their loved ones suffering
from terminal cancer. Supportive Care in Cancer, 26(1), 261-267.




Asian Family Caregivers’

Results: Quality of Life

Family caregivers’
( factors

4 \ 4 A
* Younger age * Lack of social

» Severe comorbidities - Older Age . Zl;pports b
* Low functional status - Lack of family budget sence of sub-

) : caregiver
 Emotional distress

. * Depression & Anxiety .
J
~ Patient’s ) . Low self-efficacy & Environmental
factors + Non-religious factors

* Poor health conditions

- J

- Choi YS, Hwang SW, Hwang IC, et al. Factors associated with quality of life among family gi of inally ill cancer pati Psych logy. Feb 2016;25(2):217-224.
UCLA SC hOO l O f Nu rsi ng Ito E, Tadaka E. Quality of life among the family caregivers of patients with terminal cancer at home in Japan. Jpn J Nurs Sci. Oct 2017;14(4):341-352.
Lee YJ, Kim JE, Choi YS, et al. Quality of life di: d; b inal cancer patit and family gi : a multi study Factors associated with quality of life 1 7
among family caregivers of terminally ill cancer patients. Support Care Cancer. Vol 24. Germany England: Ltd.; 2016:2853-2860.




Asian Family Caregivers’
Results: Burden

Lack of
financial
support

Female Higher
emotional

gender distress

“Asian family caregivers’
burden is more severe Caregiver

than patients’ burden.” Lack of S_-

self- health
efficacy status

Older age

- Chang YJ, Kwon YC, Lee WJ, et al. , needs and sati ion of terminal cancer patients and their caregivers. Asian Pac J Cancer Prev. 2013;14(1):209-216.
UCLA SC hool 0 f Nu rS ! ng Kim HH, Kim SY, Kim JM, et al. of giver p lity on the burden offamlly caregivers of terminally ill cancer patients. Palliat Support Care. Vol 14. England; 2016:5-12.
Lee KC, Chang WC, Chou WC, et al. L itudis h and p of g burden while providing end-of-life care for terminally ill cancer patients. J Palliat Med. Jun 1 8
2013;16(6):632-637.
Park CH, Shin DW, Choi JY, et al. Determinants of the burden and positivity of family caregivers of terminally ill cancer patit in Korea. Psych logy. Mar 2012;21(3):282-290.




Asian Family Caregivers’

Results: Positive Adaptation

T v Increased
igh social ] .
support Quality of Life
High High
ili If- .
Restience efficacy v’ Alleviated
Depressed mood
and Anxiety

Religious
affiliation
Good v Improved
health .
status Caregiver Burden
UCLA SChOOl Of NurSing Hwa gICKnlJIYfL yJHt eaien rsA et I.F ml‘lzthcg :;'srq remetlh .Il;hm:nlft for v d-:flungm‘lH an tcre:p 201835{4)677ﬁ?wy n Japan 19
: yk?:H ShI g)\,NJChzojleY 25t(6} 6D‘1ts:r:m nts of the burden and positivity of family caregivers of terminally ill c: i in Korea. Psych y. Mar 2012;21(3):282-290.




Asian Family Caregivers’

Results: End of Life Experiences

v' Tension: anticipated loss
v' Depressive mood & Anxiety

Negative v Burden & Pressure Positive

emotions v' Commitment without regret emotions

v" Wish to be acknowledged by family
v' Coping with death of family

Chung, B. P. M,, Leung, D., Leung, S. M., & Loke, A. Y. (2018a). Beyond death and dying: how Chinese spouses navigate the final days with their loved ones suffering from terminal cancer. In Su

- pport Care Cancer (Vol. 26, pp. 261-267). Germany.
SC hOO l O f Nu rsi ng Lee GL, Woo IM, Goh C. Understanding the concept of a "good death” among b d family caregivers of pore. Palliat Support Care. Vol 11. England; 2013:37-46.
L

cancer pati in Sing;
ee EJ, & Yoo, Y. S. Enduring Through the Suffering of Life: Experiences of Families Caring for Dying Cancer Patients in Korea. Journal of Hospice & Palliative Nursing. 2015;17(6):501-507. 20

Lee HT, Melia KM, Yao CA, Lin CJ, Chiu TY, Hu WY. Providing hospice home care to the terminally ill elderly people with cancer in Taiwan: family experiences and needs. Am J Hosp Palliat Care
. Vol 31. United States: The Author(s) 2013.: 2014:628-635.



Asian Family Caregivers’

Results: Bereavement

v' Severe post-loss Severe
depressive symptoms i';‘;',{;tsj’,‘,‘,’se
decrease over 24
months after the
patients’ death. Poor

understanding

Resilience

Preparedness

v The prolonged grief of death for death
decreases over time.

§[o/V.W School of Nursing
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Conclusion

v Asian family caregivers’ unique sociocultural values
affect their end-of-life cancer caregiving.
v Various factors have impacts on the quality of life
caregiver burden, positivity of Asian family caregivers.
v Asian family caregivers initially feel conflicting
negative and positive emotions.
v Asian FCs tend to end up gaining positive experiences.

School of Nursing 22



Conclusion

v Bereavement symptoms for Asian FCs tend to decrease
when they have sound understanding of the end of life
care and death.

v' More social and educational support is required for
Asian family caregivers who care for patients with
terminal cancer.

School of Nursing 23



v More end-of-life care-based studies of Asian FCs,
especially for Asian American FCs, are recommended.

v’ Culturally sensitive nursing care supporting Asian FCs
at the EOL phase can create positive outcomes.

v’ Culturally tailored family caregivers-centered social support
and psychological interventions are needed.

School of Nursing o4
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