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Life Expectancy ¥Fdn

Globally, U.S. is ranked 439 out of 224 nations.

NREE

1 Monaco 2 Japan 3 Singapore 16 Sweden 17 France 43 U.S.
Life Expectancy (World Fact Book 2017)



Older Adults In the U.S.
T A hDEEE

The U.S. population age 65+ will almost double from
2012 (43.1 million) to 2050 (83.7 million). Population
age 80+ are growing the fastest.
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Demography of Older Adults
in the U.S.THIDEERE AL

The U.S. population age 65 and over will almost
double from 2012 (43.1 million) to 2050 (83.7 million).
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% of Older Adults 65+ Receiving Assistance
by Level of Assistance (NTATS 2011)

XELANIIZKDEZIEDSREL LEInE %

29% received assistance (10.9 million) and 71% (27.3
million) did not receive assistance
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Did not receive Received help Received help Nursing home
assistance with household or with household or resident
self-care (w/o self care (with
dementia) dementia)

% of 65+ Receved Assistance in the Past Month by Level of Assistance



Projected Future Need for Long-Term
Services and Supports (Favreault & Day 2016)
ENRBEEIEODRETED T

52.3% of older adults turning age 65 will need help with at least 2
ADLs for 90+ days or supervision for severe cognitive impairment
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Major U.S. Demographic Trends
T A ) ADEELZAOMEM

Oldest old (Age 80+) is fastest growing and
projected to be 30+ million by 2050 EEkiE D 2E

Minority older adults growing rapidly and projected
to be more than 44% of total U.S. older adults by 2060
XA/ )T 4 SknE DS

Lower fertility rates, higher rates of childlessness,
traditional family structure changing, increases in
divorce and never married status — leading to
shrinking pool of potential caregiversic#ft IR ED Z 1L

More than half of family caregivers are employed driven
by increasing number of women in the workforce
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Family Caregivers of Older Adults by Level of
Need and Years (NHATS / NSOC 2011)

-2 ENMBHREIIC K SRREDORENEE

Caregivers represent 7.7% (17.7 million) of the U.S. Population Age 20+;

Median # of Yearce Carina for Hinh Nleed Care Recinient ic 5 Years
Care Recipient Need Number of Caregivers

All needs in household 17.7 million
activities and functioning

High needs (need 2+ ADLs or 8.5 million
supervision for severe
cognitive impairment)

Average Number of Years Percentage
Caring for Care Recipient

1 year or less 15.3%
2to 4 years 34.7%
5to 10 years 34.9%

More than 10 years 15.1%



Family relationsnips or caregivers ot vldaer
Adults (NHATS/NSOC 2011)

= inE DI & A D F kB 1

62% of caregivers were female & 70% of care recipients were female;
50.5% of caregivers were between ages 45 and 64 years old and 32.3%

e DN PRGSO I I VRG P BN

All Caregivers High Need
(%) Caregivers (%)

Family Relationship

Relationship to Recipient

Spouse 21.5% 18.1%
Daughter, Daughter-In-Law, Stepdaughter 33.6% 38.0%
Son, Son-In-Law, Stepson 21.2% 21.8%
Marital Status
Married / partnered 66.6% 66.1%
Separated / divorced 11.6% 12.0%
Widowed 5.9% 6.0%
Never Married 14.3% 13.7%
Lives with care recipient 43.8% 42.2%



Caregiving Trajectory

ITEDHEEFH

Awareness: Sporadic Care

Unfolding Responsibility: Household Tasks

Increasing Care Demands: Personal Care

End-Of-Life: End-Of-Life Care

Bereavement




Roles of Family Caregivers

RENEE DX

Household tasks ZHZ
Self-Care, supervision, and mobility
w757, A=V -t Y av. EE T4
Emotional and social support{&#& X 12
Health and medical care REEET 7
Advocacy and care coordination7 b & %
Surrogacy #Af Y-




Impact of Caregiving on
Caregivers

TRDNTHE T SR

* Psychological effects (negative, posmve)
DEMEZE(EEN. §EMN)

* Physical health effects (health status,
Injuries, physiological effects, health

behaviors) B{AHEE~NDEZE
« Social effects (family relationships)
HAEHEE (REER)

» Elder mistreatment and neglectE #5 & JE 1=

=




Risk Factors for Adverse
Caregiver Outcomes

MYAY9TE %‘d)f‘ﬁ

Sociodemographic factors ft = A LHIERE
Intensity and type of caregiving tasks 77447
Caregivers’ perceptions of care recipients’

suffering TEEBDENERICH T 2T
Caregivers’ own health and functioning{# &
Careglvers social and professional

supports rEEBR D=, BEFFRITH -H

Care reC|p|ents physical home environment

JENEZ OB T{FIRE




U.S. Administration for Community Living
(ACL) Programs for Caregivers FZ X1 7
DH#EEDISa =T -T0OJT3 LA

National Family Caregiver Support Program
(NFCSP)

National Eldercare Locator

National Alzheimer’s Call Center

Aging and Disability Resource Centers

National American Caregiver Support Initiative
Alzheimer’s Disease Supportive Services Program

Alzheimer’s Disease Initiative Specialized Support
Services

Lifespan Respite Care Program



U.S. Department of Veterans Affairs
Programs and Services for Caregivers

FA)HEREABONEETOT S L
Caregiver education and training
Caregiver support line
Caregiver support coordinators (CSCs)
Peer Support for Caregivers

Resources for Enhancing Alzheimer’s Caregiver Health
(REACH)

Telephone support groups for caregivers
Adult Day Health Care (ADHC)

Homemaker and Home Health Aid Program
Respite Care

Home Hospice Care



Comm

ittee on Family Caregiving

for Older Adults Recommendations
EREORENBERZDIRS
« Develop and execute a National Family Caregiver
Strategy that systematically supports the essential

role of family caregivers to older adults. [

o A SHE At
RITFER

« The strategy should include specific measures to
adapt the nation’s health care and long-term
services and supports (LTSS) systems and
workplaces to effectively and respectfully engage
family caregivers and to support their health,

values, anc
to address t
and ethnica

soclial and economic well-being, and
ne needs of our increasingly culturally

ly diverse caregiver population.JT# &k



Committee on Family Caregiving
for Older Adults Recommendations
EEREORENEZRASDIES

 Emphasis on person-centered care needs to
evolve into a focus on person- and family-centered

care BEACKIEFDDT 7 D&
« Family caregivers should: Rk EEDE]
— Have their own health and well-being considered

— Have rights and protections

— Have their preferences, needs, and strengths
recognized and supported

— Are supported as caregiving changes and evolves

F 15
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Informal Caregivers and & ...
for Older Adults across
Multicultural Communities

ZXIEHED(VIH-IWNEE LT

MENE: FRL L EEN

Assessment of Eldercare in the Bay Area
Winston Tseng, PhD, Carrie Graham, PhD, MGS,
Susan L. lvey, MD, MHSA, Arnab Mukherjea, MPH
University of California, Berkeley



What is transitional care?

Care that Is provided to a patient as they
transition from one care site to another.
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Why Is transitional care important?

LEBITHOSTHREEN?

Older adults are especially vulnerable
during care transitions. EEE 1X1TE
77 TRICXEBEEZZITE#W I V—7,
Seniors who do not have support during
care transitions are more likely to
experience poor outcomes, including
hospital readmissions. BATHIZ 7 DX
T ZT RV EEREITERS X < R0,




Study Goal & Objectives
MEDOEIREREER

B Assess the services available to patients and
caregivers & EIFER O F| AT RS R i
fEiE Ao —E R D

®» Assess unmet needs of patients and caregivers

BELNEBORE SN TWEN=—XDFHE

» Identify populations that are especially vulperable
and assess their special needs 43I :3'2?3‘;'75}%\%73

JI—T DFE L. FRIZE=—X Dl
» |dentify effective interventions from the literature
and potential interventions to increase access to

services and support for patients and caregivers
NBHGEAHF—~2 a0 DBREL

R




Presentation Goal & Objectives
77V UT-vavDEIEE B/
Advance our understanding of the needs

of older adults across multicultural
communities transitioning home after a
hospital stay from caregiver perspectives,
Including the needs of patients (care
recipients) and their caregivers before,
during, and after hospital discharge.

Thigg B R B ®dE TR SR D e Bin P eods

study aevo3R ¢ BRfifErancisco Bay Area in California.



Definitions EH

Caregiver (CG): Someone who provided at least
two hours of unpaid care per week for a family

member or friend. IR : FIESK NI _J@
\Z2BF P FIEERS D E A REE LT3,

Care Recipient (CR): Someone who had been
discharged from the hospital in the last twelve

months. FENEE : 20HNIBE L&

Caregiving: Broadly defined; included personal
care, housework, transportation, financial
a53|stance and emotlonal support I : F

H BE). REXE. B - E2ST.




Sample: 161 Informal Caregivers of Older Adults
across Multiethnic Communities in the SF Bay Area
Methods: 20 Focus Groups (FGs)

MNRE + XA« =Y TIZBIT 5207404« ) -7 D
1614 O B laE DAV I~V Ir

W Caucasian
O Latino

O Afr Amer
B Vietnamese
@ Pilipino

O Chinese

W S Asian

O Russian




Caregiver Focus Groups by County
NIV TAICKBNEEI-DR-) V-7
Alameda County (TFGS) T 7 AKX « hU VT 4

¢ African American, Caucasian, Chinese, LGBT, Pilipino, S. Asian,
and Viethamese 7 7 U Bk, F—nr v/ %k, LGBT, 7 1 U

BEUR, AT TR, NN TLART AU AN
San Francisco County (6 FGs) #v77/¥xa- 3974
s African American, Caucasian, Chinese, Latino, LGBT, Russian
77V AR, o5k, FESRT AU AN, LGBTS
San Mateo County BFGs) Yo ~7F « Ao T 4
<+ Latino, Latino, Pilipino 77> 3%, 74 U B RT7T AU A
Santa Clara County (4 FGs) %> ¥ 7 F 5 « I/74

*t*Caucagian, S. Asian, Viethamese, Mixed Race I —n& v/ A&,
M7 V7%, XbFALAR, ST ARTAUTAN




Gender, Age, Education

RNRBDMER ., Fin, BEE

Gender CG: F 76% M 24%
Age (Avg) CG:53; CR: 75
CG Education: CR Education:
36% College Grad 25% College Grad
17% Some College 10% Some College
16% HS Grad 19% HS Grad

21% Unsure 26% Unsure




CG/CR Relationship and CG Services
EEE - ENBEERENBY—ER

CG/CR Relationship 23% Daughter/Daughter-in-law;
22% Spouse; 14% Friends;

6% Sons
Supportive Services 1) Home Health
Most Helpful to CGs In |2) Homemaker
Caring for CRs 3) Physical Therapy/
Occupational Therapy
Types of Assistance 1) Meal Preparation
Provided by CGs to 2) Grocery

CRs 3) House Cleaning




Information Needs and

Limitations {FE=——XLBER

& Information received from hospital at time
of discharge was inadequate 1 &[5 A~ &

& Caregivers felt unprepared for their care
recipient to return homeJ3&4 O HEf{ A J&

& Hospital provided inadequate, incomplete,
or uncoordinated information about how to
care for their care recipient at home  JH[5%

T HETOIEICA T2 E R &2 2,



Information Sources Used by

Caregivers

Clockwise in Order Starting with TV

7

TV

B Radio
Newspaper
Family

® Friends
Neighbors

® Own Experience
Internet
Support Gp

B Social Worker
HC Providers
Other

B Ref/DK




Information At Discharge
Was Inadeqguate

B el DIRHR A2

He had a pacemaker installed. And three of
us were there to see that he got home safely.
It happened to be a Sunday and they said,
“Okay, you can go home. You can go
home.”’ So, there was, there were no
Instructions. Nothing. So we took him home
and none of us knew what to do, because we
didn 't have any instructions. 1&[5EHRF IR e
N SAR S A/ ANT TV 3/ DI TR Do T,



Caregiver Didn’t Know What To Ask
MR EAZEARED OO LGN > T,

I didn t even know what questions to ask or what
Information to even look for. What is important for me
was to have someone that had a family member who
went through the similar issues basically that their
parents went through... surgeries or...an illness.
Basically they would tell me what questions to ask, you
know, the doctor, what questions to ask the social
worker or the nurse...find out what information to ask
for...Ididnt know where to get a lot of information to
begin with, but I didn t even know what to ask. I think
It was important to find someone who went through the
most experiences. BLLAFIZ, [EHT, FHERL, /-1
W D= 0 TE & L0206 0702 72,



Information |Is Not Tailored

Itwoulﬁbe nice t Evﬁeﬂe atlenp dlscz:lrged

Instead of just verbal mformatlon to the caregiver and
family, it would be nice that they have the tailored
written information to the caretaker to take it home and
remember what to do. /7 & (= LA ZE2 g R DIE L0,

| think there should be a dedicated service, you know,
that the social worker definitely has a file just on that
patient, and specifically custom-designed treatment and
everything for that patient not just a general list for
like, oh, everybody that has diabetes gets this type of
treatment. | think it should be designed obviously based
on family history as well as medical history
individually, based on the patient himself. &2 DEF /£
JESCKPGNEN Iy CTZ NG FRP) =L A L TIEL b,



Service Use During the
Hospital-to-Home Transition

w5 BEADBITHDOY-E 2

¢ Information and support from family and friends
more helpful than paid services A B fH E &
ALt AL 0 FHKIESCKND B DIF RO

¢ Many cited help from family and friends as the
only assistance received RSP NIE BRI

¢ Family and friends provided assistance with
respite care, meals, transportation, and emotional
support to caregivers FHESC AL NITITH#EE )
INAMT, BE, BE), [HiE ISR 1R,




Need for Caregiver Support Programs

NEEFEHER—F - TAGSLO=—X

You could have a program...every month
you can have a caregiver kind of a session
where people share their experiences, share
their services...? Half of the pain (of
caregiving) is drawn from “why me?” in the
corner and ““ I have nobody to talk to,
nobody Is understanding my problems and

nobody is giving me ideas.” I 72 7315 K
AL R HFG TES7 1) 74059F L1



Physical and Occupational
Therapists were Helpful

EERET, BPREATEIAR

| do think that the physical therapy is the
one system In this equation that is worked
out. | mean, | think exactly every experience
we ve had with various physical therapists,
they know exactly how to talk to the person
and how to encourage and coach and assist
and challenge. And so thelr demeanor, as
well as their skill at physical therapy, Is a
very well thought-through training system.

YIS NI T 5 T D,



Caregiver Training Helps
NEEDOFL—= VTR
[I recommend] workshops for caregivers.
There iIs the Family Caregiver Alliance.
They give seminars. | have attended some of
these classes. They were very helpful.
NEEZDDT—2 3 v 7P F—T,
RPN T= 't DIT, BIITIZ R - 72,



Challenges During the
Hospital-to-Home Transition

A o BEDBITHORE
& Caregiving work of elders a burden for

caregivers and affect their finances, work,
and health as well as raising children

A IR RE R (AR A 52
JI NEZ DB T, BREIRDL, (5., A
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The Effects of Caregiving on Work
and Finances Can Be Devastating

ﬁi@&$b?ﬁﬁ&«@%%ﬁﬁk

lost my job—I had to stay there with her, helping her
out. | was fired because | mlssed a few days of work, so
this made it more difficult for me to take care of her. |
was working like all day long, from 8 to 5. [My CR%s
home health aides] were always calling for something,
some problem, caregivers, always something. | need to

go there all the time. They eventually...laid me Of I i
DI=0DIZ2, 3HAMFEEATE S, MES LI,

<+ She has Medicare and Medi-Cal, but what I'm worried
about is, you know, I'm thinking now, should I go back to
work, cause money § not coming in fast enough and 1
know I can 't leave her. You know, it scares me. I find
myself crying sometimes and I can 't sleep, you know.

FRBFHNTBE LD TIHEIC RS = & %2 T3,



Effect of Caregiving Detrimental to
Caregiver Health

NRONBEDERADEE
+ | also go to the doctor, to a psychologist. | take medicine
myself. | have a backache because | have to lift her.

EZ S, EACLIERD S Z 51277 TS,

¥ [f you don t care for your own health, and if you don t get
a little knowledge as to how to weed through this very
intricate part, then you re gonna fall apart. And then
where Is the patient gonna be?

EFEIC ST E DI R > /26, HRPEEIZRS,

+ | want to make it so clear that the role of being a
caregiver affects your finances, your job if you have one,
your famlly life, your own health your emotional WeII-

, your mental well-being. 7/ gé‘”%zﬂ)ﬂz‘%ﬁ/j)
V)/f)Z eI, RIS



Challenges for Low-Income
Caregivers and Care Recipients

IERTSITE8E L ENMEEDRE
¢ In-Home Supportive Services (IHSS) are
inadequate HEXHEV—EZXDRAR+H5THD

¢ Affordable housing very hard to find 7744 7"V
IEFWNWERDITHZ ENRRERFHETH 5,

¢ Home modifications not affordable {3 =& & /& A 2

¢ Near-poor and middle-income elders most
vulnerable post-hospitalization {55 A 15 & fhn




Challenges for Near-Poor and
Middle-Income Elders

= 4B = =H B
B8 D & inE DRE
¥ You know, if you’re wealthy this isn 't a problem. And if
you 're poor, I admit it’s a problem. But for the people in

between, it’s really tough. It’s really tough and I just hit
this blank wall over and over and over again.

PRI I L <. R IZRZ) TR 72,
+ | find that so many of the agencies, the minute you find,
you know, they’ll do all kinds of things as long as you 're

poor, but if you have any kind of resources, they re not
helpful. I mean if you re willing to pay for them, it'’s not

easy to know where to go. B AE /T X 3D 573,
D UPFTFE R B & 1= 2070356 XEE VT IR,



Benefits and Challenges for
Ethnic Populations

IA= =7
& Cultﬁra{gragtlges pro@dﬁ rength an %E

support to caregivers SAMRIFEEEITIE
TR S & ET AT 5,

& Ethnic-specific and linguistically
appropriate services are inadeguate and
needed ERIESEFEIZET)R -t AL E

& Immigrants with cultural disorientation and
limited English proficiency are espeually
vulnerable SU{LRVIZRE ST, RoEEE
TTOBEE Db -t X%x R,




Cultural Tradition of Caring for
Ailling Loved Ones

+ Chinese keep’%elr t E%d) XAt H,”Kﬁ

tional family values such as filial
piety and unconditional love in the famlly It Is okay that
we don t get paid when we take care of our parents when
they get old. It Is our traditional values. é@%@]]}@fﬁ

¥ [ think...respecting your elders is such an important
aspect of the Chinese culture that...it’s drilled in you
from when you 're born like, you know, I'm takzng care of
you right now, so you'd better take care of me when ]@g

old. [laughter] They really don t let you forget. Z A

+ ['m from El Salvador, and the famzly takes care of [the
elderly]. zw#wn ™} W CIZZKEEIZ B & & I # T 5,



Lack of Bilingual Services and
Providers a Major Barrier to Care

gl:lnl:l -t AR ET an 49 -DN 7

» We could’ve had more information. It would
be nice If they gave us some reminders,
some book of instruction. It would be nice to
have it in Russian. 22774 T1—t " X7350F L 1),

+ Every time we call 911, we need to wait for
my daughter; otherwise | cannot
communicate with 911 staff even though
they are around to help.911 /= &7 CT& 7



Discrimination and Health Providers

ERMENIVRTT « TRINA F—
¥ In one occasion, someone said to me “You 're not
In Mexico. Spanish in Mexico, not here in the
United States,” she said. I understand [English/, 1
barely speak it, but | understand it. If there were
someone who spoke a bit of Spanish, so that [we]
could understand one another [inaudible], but
they don 't have enough [interpreters]. 1257 4

+ The doctor yelled at us because nobody was able
to communicate with him. He said in a very angry
tone that an interpreter was badly needed at that
time and [asked] why my daughter who
understands English left. He yelled at us that he
didn t need people like us around. What he needed

was an interpreter.  [EAIIZL AT ) E-03 0 2,




Immigrants Most Vulnerable
BEEERLT-L 22T

Unfortunately, during the time of my
husband s operation, I needed a lot of help

and no one gave me any information. | had
arrived in this country not too long before

and I didn t know how the system worked. |
didn 't try to seek any information because I
didn t know better. —Latino Caregiver =K

DFME . B BIEHR LT S,




Lesbian/Gay/Bisexual/
Transgender Issues

LBGTOFRE
&Many elders live alone and are 1solated
LGBT = fin (3 E TN Lod 70,

+ But, you know, people who go home alone are
facing something very different from anybody who
goes home to other people, whoever those other
people might be. And | see that as an issue, a
much bigger issue than a gay issue. % /& /74

+ My friend lives alone. So when he goes to his
doctor s and things like that, there is this mentality
about a group of gnomes that must live with him,

?7;? little elves, little helpers. And they 're not there.
(BY;



Suggestions for Improving
Transitional Care

BITH 7REDRE
& More coordinated services and information
from hospital staff before patient is

discharged BEZRITIZY—t" AOMH HAR I,

& Ongoing information and training for
caregivers and patients after the patient
returns home 1BEZ#2 & I3E4 12k L T,
MR IE MO~ 23 5,



Coordinate Information and Services

155 & REBERBUY-° ADI-T (43

Oh, an information coordinator. It's what I
thought of. In a situation like this, if there
were one person, like your service
coordinator. If there were a care coordinator
to follow the big picture, and all of its
components, that may—that could be an
entirely different sort of career for somebody.
I B X AFER D15 17 A—E L,



Provide 24-Hour Telephone Help
248 [l f bt D BB EE ST R D Bl EX

| wish that there were some sort of a hotline
or clearinghouse or something to deal with
the issues of, because there s so many
different kinds of things that come up that
you may or may not know how to find
people. So you would just call one number
and they’d help you. &gy 710 DB



Create Peer Support Networks

t°7-%% b2y M-H D EE

There should be more information available
so that we can provide better care to the
elderly, through agencies, newspapers,
family relatives. If | find something out from
a friend, then | pass on the information to
another friend and so on. Like a chain.

I=y 20— KIE, LR EZH LT,
IFR & IEE T B 70 7003, I 5002



Additional Service Recommendations

HiRRNREBEREUY- ADRE

& Provide Tailored Community/Home Care
Info/Resources & hix Y 72 Hids/ B 277 15 3

¢ Create Community Resource Guidesy™ f I
& Make Services Available on a Sliding Scale
& Provide Training for Caregivers JI#&E¥# ~D
FL—= 0 7Rk
+ | would like to have someone to come to the house
and show me how to bathe, how to move a

recipient. So we wouldn t have this backache.
Especially if this person is really heavy. 1#47 2%




Conclusions #&&f (1)

®» Informal caregivers critical to hospital to home
care transitions and home care management for
older adults A7+ 1 TIHPED 6 H FE~
DODBATHOEMIME 7 T7I12E > T, EETHD,

®» Health work of culturally and linguistically
proficient informal caregivers are central to
quality improvement and easing the burden of
caring for the increasingly diverse older adult
populations across the U.S. during hospital to
community/home care transitions. VRSG5

N B 7247 =<V e 0D B




. J
Conclusions (Cont'd)
A 2
1IMA [t
® The formal health care system depends on informal
caregivers for transitional care management, but this
caregiving work Is not reimbursed or supported in the
health care mdustry 7=V 75 PR fidt = )%/ZM RO

T oW Iy e DRATHANT -4~y AV MR 5,

®» Promoting and implementing formalized health system
mechanisms for training, reimbursing, and supporting
culturally proficient caregivers in their health work for
multicultural older adults will be critical to improving
quality transitional care and to reducing racial/ethnic
health disparities for all older adults. {2 FEk& 2=k &
DTz, imm_%@ﬁﬂ£%%£§T6 REfK

7R EE IR AT DR L BN HE T h 5.
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