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FAMILY CAREGIVING IN THE U.S.:

FINAL REPORT

Numerous studies have been conducted
onvarous agpedsafiniomd (Unped) o
Bmyasgigddizradis

Nationwide iniomation onthe magniucke,
redy, andtypesdnomelcasgig
cd emoiorelandinencaiegparoussos,
hesbeenkbddg hpatoer, STHEs
add  ferencesamong racalethncgoups
thempactdfinomal calsgving oncare -
gvesheshaenatbeensysemeicay

Suded onarsionndebess

Thesudyatempsoeniyandpae
tevaousimpedsdamycaegMgin
tooby ssoaey. Usgalaced diond
caegMg hesuvey
dooumernis for cooraie America, pokcy -
mekers, andthe generd pubicthe experi-
ences and atttudes of personswho
provicke care o doer Americans. Alroed
denionwesusadnaderpdsemine

1 These designations are adapted fromQMB s "Drective
No. 15" Race and Bhnic Sandards for Federal Satistics
and Adnmini strative Reporting (as adopted on My 12,
1977). The term"Wite" refers to persons sel f-identified
as Wite and having origins in any of the origina peoples
of BHrope, North Arica, o the Mdd e East, hut inthis
case excl usi ve of persons who designate thensel ves as
of Hspanic orign The term"Back" refers to persons
who identify thensel ves as Hack (having origins in any of
the back racid goys of Arica), but inthis case nat of
Hspanic origin. The term"Hspanic" refers to persons
who identify thensel ves as of Mxican, Ruerto R can,

tetypedaetmy
andfiendsposed
oderpersors fanging
fongt coasreleds
oroudthedodkeae,
ndudg caepovdedioma
dsane

TrepesatLdysteiddiskp

survey methodology, anosstounadeéh -
ncgoupswinnihe Unied Saies Whies,
Badks, Hspanics and Asans

sored and desgned by the National Alance
for Caregving (NAC) and the American
Assoaiation of Retired Persons (AARP), wih
funding provided by agrantfom Gaxo

W dorgic.  ? Addiondlfundngwespro-
vided by the Archsione Foundation,
ManorCare Health Senvices, and
Metropaitan Life Insurance Compary.

! twesspon-

Qban, Cntral or South Anerican, or other Spanish
cuture of orign, regardess of race The term"/Asi an’
refers to persons who identify thensel ves as having ori -
gnsinany of the peoges of the Far East, Southeast
Asia, the Ind an subcontinent, or the Pacific Islands.

2Funding for this survey was provided by a grant from

d axo Wl lcone, Inc., a research based conpany whose
peopl e are conmitted to fighting di sease by bring ng i nno-
vative ned cines and services to patients, their fanlies,
and the heal thcare provi ders wo serve them



Overview of Methodology

The study was designed as a telephone
suveyiobe usedwihanaionwide ran-
dom sample of caregivers aged 18 and
o, whoesampesaBeds Hepac
and Asan caregiversto ensure adequiate
numbears ofeach ofthese goups forana-
lic puposes. NAC conradedwihthe

ICR Sunvey Research Group, Inc, of
Media, PA o generaie the samples, aon-
duathesuney, andpepaeaigdne
[s00 4

The survey was conducted between
August 13 and September 20, 1996 with
r_%ppmemscapabledarmaing oues-
ftonsh Engish by eephore. (Fundswere
notaveebaod.athesuveynin-
gueges dherthen Engish) Seethe
Apperoixioradeaied desappiondire
methodology used to generate the sam-
s

Atiel of 1500 Engshspeakig ey
caeghespaideedntisehoe
sunvey. 623 Whites, 306 Blacks, 307
Hipanics and 264 Asars.

AraghtssteidUSd.d/dis

kind o ndudee large enough oversamples
dcasgvasdacniomineeracaiehne
casgveswhogeekiieamoEgE,
suchasHgpancswhoareuertanyn
Spansh or Portuguese, or Asanswho
speak only Chinese, Japanese, Korean, or
V eramese, araherFar Easemlen-
ouegss isakopostetetteresoon-

deris bangdfdverse cuudand

3 Additional copies of this report and of any of its conpan-

ion vol unes nay be obtained by witing the National
Aliance for Gregiving, 4720 Mntgonery Lane, Slite
642, Bethesda, MD 20814-3425, or the AARP Fulfill nent,
601 E Sreet, NN Washington, DC 20049. H ease use
the order nunier when requesting reports.

inguisicbedgrounds mey nathave inier-
pesddqesorscaicaly.

Adckrely, becausetiswaesasunvey
concuded by telephone, itunderepresents
househads thet do nathave atelephone
(6> of househalds natiorwide).

ThsRepatandis

Companion V olumes
Thsrepatsummanzestheindngsflom
tresunveyadterimdcaios kdoes
notaoniantesuveyndiument
Asoavalbeaeaayydtesuvey
nsiument(D16476), andarepotenited
Caregmving Among American Indians: A
Review dfthe Lieraiure (D16477) ° which
hohid ESES

Ametican indans. Arepatonimplcatios
frempoyessanadte !

Caregving, Caregher: Defniions
Usedfor This Stdy
Whetsnomea aamycaegvgad
whosannome aamycaegwe?
Thesetermsare usedinoonssientynthe
kaue heeaenounvasalyaooeed
aealrdeyEiganaddyascae-

Mg Orapersonasacareghveranong
scholars, poloymakers or achvocaies.

performed by reivesand dose
fiendstorapasonwhosolbongerale
omeregedaguedsatsarherdaly
Eadopasrdae lgnedy
nveseverychy adMiesrebied o men-
agngahousehad, aro performing per-
el cae, suchasdessing bething,
oeing andliseding Bypovoing urpedd

4 Qder acopy of the report on the Mtlife Sudy of
Enpl oyer Qosts for Worki ng Garegi vers based on data
fromFamly Gregiving inthe US: Fndings froma
National Survey fromMetlife Miture Mrket Goup, 57
Geen Farns Road, Westport, CI, 06880, Fhone (203)
221- 6580.




asssaneandsuppatiodoeramly
membersorfiendswho need i, inomal
afamycaegvasmayhegpavodar
debydiuionelgecamentaihedolr
person, arhe neediorpad calsgM g ser -
\S
Forpuposssdihssiay, teem
GaegMy  Wesdefined b prospecive
respodenisnthefdonigwords:
By caregvg, Imeanprovding
uedcaebacdheatad
whosaged S0ordderiohepthem
Hecaedtemsaes”

‘Caregvng may ndLoe hep
with personal needs or househad
doestmghtbekdgcae
dapasoisiacss aaggir
oseehowvtheyaedong Thsper-
snresdnathewinyou’
TobenduoedntssLdya aegver
hedibbeatkest 18yeasddandelher
auerlypodgnomecaebaea-
ieafedagad0add,ab hae
provded nomal care o suchapersonat
some pontduing the past 12 months. No
Spuationswere paced ontheamoun,
frequency,a duaiondcaeposkda
onwherethe careredpientresoed

Thedeasoniouseakoed deniion
dcaegg  adcaeder  was
based onfocus group discussions
conducted with members of
teagdiacsEhT
goupspiorodesyg
thesuneyinstument

hedydCae

TheLevel of Care Index
Amaorpupcsedihssudywes o
understand howthe level of demand pre-

t s like vhen | was growng
up, ny nother cared for oth-
ers. She would send ne to
oeliver food to a sick nel ghoor
so | learned it fromny nather.
| vebenlikethsdl nylife

saly/tecaepgdaN(e e
afiouly atheeskscasgvaspaiom
andtheamountafimethey devoie o
aloksTo measuetenedydcae-
oM aleddCaelindexwesdad-
gpedwhichdessiescaegvarsinb
dfeentbesdcaraccadybthe
kndsandnumbasdfasssive aciies

they perform and the number ofhours per
weskheydacebargiorterping-
pelcaereqpent (HowvtheLedoCae
Intexwes developed s dsoussed indetal
nteAyperokotsigt)
Eachcaregverwes dessiednboneof
febeswhlLed1bagtebnesin
caegMgdemand orniendly, adled5
berghighest W Fheethbeltees
tange dfaoMiesandnumbcerafhours of
care provided perweek. Each sucoessive
bveinolvesahgherdegyeedicaisgvg
tesponshaity ordermend Levd 1 care-
overs forexampe, povde noasssance
wihpasordcaeadMiessuchasdess-



TABLE 1
CAREGIVERS BY LEVEL OF CARE

Number of PacatdAl
Caregvers Caregvers

Tl 1509 1000

Leel1 389 258
Leel2 208 138
Ledl3 287 190
Leveld 355 235
Leel5 185 123
Missing 85 56

ryatetgtercaesdEtamiya-
calypovdecaeforamaxdmumaegt
housperweek Level 5 caregvers naon-

s assavihateedtinopasorelcae
adMissandpovecaeformaeten

40 hours perweek (Seethe Appendixfor
addiorelinomeion) T able 1shonste
cHbundcasgvasntsauneyy

bvddcaepod

PresenaionafHdings
Aispessadntsiguatead
caregMg and careghvers as deined

above. Forease dffeparing, caiegvg
seECsaetcalyeqpessedntepe-

sertiense Whetherarnatthe caregvers
noguesimaearelypoidgcae

Noenartyinongs arlkeyd ferences

between subgroups, may be bulleted
achitiad

Whie some careghvers repat thetthey

care or cared formare thenane pearson,
thesunveyinguied any abooutrelion -
thereguentiorwhomine careghverpo-
viestremosicare
hactindpacaegesdedints
igpatieropogoiosdteaieUS
popusionafnomel careghvars andna
oesamedaepvasid.dednts
sudy.  Thesteidgstomtssam-
ple dfcaregvers have beenadused o
weghedioreltacuasyteddiou-
fonafUS. iglgphone househadswiha
caege, based on samping techniques
used by the conraciorn comioretionwih
US. Census proedions and esimaies.
(Foramore compleie discussion ofweght-
g seeteAppenci)

When percentages are cited and compared
aousssUbgoys hedifereoesaesa-
Ha/ytaiatebbdats-

er, unessahewse indicaied. Thsmeans
tetromoreteniveimesin100woud

tre patcLrindgbeexqpededipooor

by dnance, andtretthereisa b paroart
pdedytetedbaesated-

ference between groups. When‘no difé r-
enes'aerpoed i
means that percent-
apd ferences
found across com-
parsongroLps did
roheechseica
Piaedte®

v adtuscoudhae
been dueto chance.

Pravaence dfCaegvgnthe
Unied Saies
o Justover23ooalUS. househads



outs(/aeauenycaigiora
iebheaterdwhosakest0yeas
ad. The remaining 24% repart having
posksdinomelcaebarckhea
fendwinnte pest 122monts butare
notourenly dong so Hoherpropor-
ionsdledlad2casgvasae
auenlypovingcaetrenLevd4ad
S5caegves

o Thstansesinbanesimesd
22411,200 caregving households
gas ° dwhiththereaegmodirae-
y
- 18,290,000 White, norHHispanic

households

- 2,380,000 Black, nonHispanic house-
hads

- 1,050,000 Hispanic households and
- 400,000 Asian households.

The . . ol
aeddhataos

¢ Thepevaencedinomel caregMgs
higher among Asian and Black house-
halds (3L 7% and 294%, respedively)
than among Hispanic households
(26.8%0) or White households (24%).

Demographic Prolie of Caregvers
AsshoninT a2 egel0 et
caegver samaredwomaninhermic

5|n a 1983 study of caregivers, 7.8 percent of US
househol ds were identified as having a caregi ver when a
nore restrictive definition of caregving vas used than in
the present study. Inthe 1988 study, to be defined as a
caregiver, a person nust have been helping wth at | east
two Instrunental Activities of Caly Living (1As) or one
Activity of Daily Living (A). See ANational Siurvey of
Cregivers: Fnal Report, (DL3203) conducted by Qpini on
Research Qorporation of Washington, OG for the
Anerican Associ ation of Retired Rersons of \shi ngton,
DC and The Travel ers Foundation of Hartford, CT.

foieswhowaksilime salihsdod
graduate, and has an annual househod
noomedi$35000 Hohighisafindings
bytacetridyarddherdaacescs

are presenied below.

Age
» Theaverage age dfcaregvers 5 46.

* Moetenarenivecaegvassuder
ae 3B (220, debiornl0ae3H
1049(3%/9), aboutaneniours 0D
64 (24%),and 12 percentare 65 and
(004

* AsanandHspaccaegwesae -
icantlyyoungerthen\\hies wihaver -
ageagesof39and40, respedivel,
compared wih 47 for Whites. More than
onethiddf Asenand Hepanc care-
gversare under 35, comparedwihust
oeraenieWhecaeges

 Levd5caegvasaemuchmore ikely
Dbedkasttbyeastenaydher
caegvas pacert naotestwin
ariy10pacatdlevd 1l caegvas o
example.

CGender

» Morethansevenn 10 caregivers (73%)
arefemale and 27 percentare make.

» Asencaegvarsaemogeveny gk
among female and male caregivers: 52
percent of Asian careghvers are women
(oontrastwih 76 of Beds, 74% o
Whites, and 67% of Hisparics) and 48

Sept enber  1988.

6 The 1988 report estinated that there were seven nillion
US caregiving househd ds at that tine, based on the
defintion of acaregver used for that study. Apdying the
sane definition of a caregiver as used in the 1988 study
tothe curent study (i.e, the caregiver nost be providng
assistance wth at least tvo Instrunenta Activities of
Cly Living o one Activity of Caly Living), the nuner of
caegves providng this level of caeas of 19%6 is
21,290,000, or triple the nuniber in 1988.



percertae men.

Educati on and | ncone

* Thykepacertdcaegasaetth

schod graduates, 23 percent have some
adlegeeducaion ad

29 percentare colege gadlietes

orhave postgraduiste education.

Nine percerthave essthenahigh

schod educaion.

» Asencaegversnthe sampeare more

hghly educated then caregvers of aher
tecaiehrncgoups wih 3O peroant

being colege graduiates and 21 percent
having hed graduaie education. Inoon-
s, oy 15 parcentdBedsand 18
percentof Hepancs are colege gacl -
ates, andfenerthen sevenperoentof
eihergouphavehed

gaduate education. Sikeen percertof
Back caregvershave lessthanahgh
twopatendAsas.

» The median annual household income of

caegvess $35000.

$45,000, compared
wih Lstunoker $28000
forBeds foream-
B Tredé r-
ences may
ebdnte
fatetnoe

granis, whose
incomes might be
exqpedediobeloner,
weenatind.dedinte
sample because they do
notspesk Engish

Mrital Satus and Presence

of Cildren under 18

» Coepinohicsdcasgvas
nationwide are martied (66%/0), 13 per-
certaesge 13 pecertaessaa -
edardvarced, andeghtparcat
are widowed.

» Bakaegwesaeteksdldyo
bemaredarMgwihapatne—ust
over half(51%0) are, compared Wih thvo-
thids of Asans and Whies (68%0), and
64 pecentadHypancs

» Whie41 percentof caregvershave one
armore chidenunderage 18
Mgnterhousahdds moetenter
dfaBadk Heparnc, and Asencare -
gvesiepathaviganeamaedi-
denunderage 18ntherhousehads,
noorastwihdparcarta\Whie
casges

Enpl oynent S at us

» Cosetotnontree caegvers 64%)
aewaking, 52 percartilimeand 12
pecentpatime and 16 pacentae
teted Orente @) sayteyae
‘notemployed.” Tale 3shonsthe per-
centeges ofvoking caregversby age
adoherkeydaaders



TABLE 2
CAREGIVER PROFILE

Base=T ddCasgwes)
TO TAL WHITE BLACK HISPANIC ASAN
Number interviewed n=1,509 = n=306 n=307 n=264
(umeighted)
NumberinUS. n=2,241 n=1,829 n=238 n=105 =40
pion (weigied
GENDER
Female 72.5% 73.5% 76.8% 67.4% 52.3%
Male 275 265 232 36 Viverd
AGE OF CAREGIVER
Under 35 22.3% 20.5% 23.5% 37.1% 38.6%
3549 04 300 244 375 436
5064 260 268 25 212 144
660Oker 124 136
Mean (years) 4615 4693 24475 4001 3001
MARITAL STATUS
Masdalig 65.7% 67.8% 50.9% 63.8% 64.4%
whpater
Snge, nevermaried 126 193 182 261
Separated or dvorced 130 121 190 157 a0
W idowed 15 0) 83 03] 20 0
CHILDREN UNDER AGE 18 IN HOUSEHOLD
Yes 41.3% 38.8% 51.0% 58.3% 51.1%
No 578 602 484 47 481
EDUCAIONAL ATTAINMENT
Lessthanhghschod 9.0% 8.2% 16.3% 11.1% 2.3%
High school graduste H3 360 30 H2 182
Some college 25 22 268 267 170
College graduaie 201 204 154 182 30
Graduate School + 56 &5 208
Tedhnicasdhod £3) £3) 3 23
EVEIR ON ACTIVIE DN 11.5% 11.1% 11.1% 11.4% 7.2%

U.S. ARMED FORCES
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TOTAL WHITE BLACK HISPANC ASAN

Number interviewed n=1,509 = n=306 n=307 n=264

(Uweighted)

NumberinUS. n=2,241 n=1,829 n=238 n=105 =40
pion (neighed

CURRENT EMPLOYMENT

Employediulime 51.8% 51.0% 55.6% 51.8% 63.3%

Employed partime 123 127 105 134 140

Retied 159 170 137 42

Not employed 197 189 203 280 182

HOUSEHOLD INCOME

Under $15,000 14.0% 11.7% 29.1% 21.1% 8.3%

$15K-24.9K 180 173 248 25 110

$25K-29.9K B b B 78 a

$30K-39.9K 140 140 124 163 133

$40K-49.9K 103 104 78 111 140

$50K-74.9K 140 144 b 104 155

$rK orhigher 109 121 0 a2 197

Median $35K $35K $225K $27.5K $45K

Note: @l unm percentages nay not total 100%because of refusal s.

* Wi ghted nunibers refer to nunbers of caregiving households in the US popul ation. Each nuniber nust be multiplied by
10,000 to deternine the US popul ation prevalence for that cell. For exanple, 2 241 neans 22,410,000 (i.e., there are an
estinated 22,410,000 caregiving households in the US). Al percentages are based on wei ghted data

* Ofthose natcurrenty employed (36%0 of

caeghvers), aboutarenthree (34%) TABLE 3
sadthey hed been employed whie
ngm EMPLOYMENT STRUS BY AGE AND
J— kelyhe OTHER CHARACTERISTICTS

. caegvasaenoe (peroentages
empoyediu-orpatime (7% then )
Whies (65%0), Beds (66%0), or Employed Ful
Hpanics (@370, andasomoekelyo aPatTime
beempoyedihme. Thsmay ekt Ta&l 42
tetdtetngaadtaraegiy 1834 79
demandsaelowertentoseofd
dheraddehrcgoups 3549 758

» Ontheatherhand, both Whie and Bick 2064 €03
caegwasaemoekeyobereied 65+ 121
teneherHgpacsaAsas. Asans 773

» Hypaccasgvasaemoekayo W omen 605
Pty e AR D HH income < $15,000 35

Aeans(Ior (19) HH income > $50,000 778

* ThosepowdngLedS5caeare S :
moekeyoberied 06 hencae- REpMaycaeger 45
gversdfanydherieve whchsLgpests Carerecpenthas dementia 508
ethepasostheypovce carefor Level 1 caeghers 701
(induding spouses) may themselves be Lad5 . 205
dderandrequie Mmoecae. e

11



Mlitary Saus

* Beenadatdpacatddcae-
gversand 389 percerntofmake care -
oveshavebeenanadveduyntre
U.S. Amed Forces. Fewer Asan care-
overs(72%) thenWhie (1 1.1%), Back

(111%) orHsparccaeghers (1 1.4%)
hedsenvedntermiay.

| miss the o fice the peo-
pde thesoddizng | dnt
get out, cant get avay.

I st Caei
e

Nuniber of Persons CGared For
» Cosetosavenin10caregvers (69%0)
povce caebLet one person, 23per-
oatiske caedtwopeae, andeght
pecentcareiortree ormare peoe.
»Asenand Beck caegversae more ke -
ythenWhiecaegvasibbenvaved
ncaingiormaetenaepason
 LevdS5casgasaemoekeyten
Levd1,2 ad4casgwesbbetdy
caedalyanepasn

Duration of Garegiving
. The average
duandicasgy-
rgs4byeas
o Cosebtvo-
hidsdaeyas
(64%) have provided
caeotapmay
aeejatir
bsstenie

12

W vwere raised in our
cuture to take care of each
aher

years Whie 21 percerthave done sofor
hebmeyeas ad10pacatiorl0
yeasarmoe Thereaenodf
bycaegverbd ectel ed34,
and5caegvesaemoekeybhae
beenpoidngcaeforesstensix
monhsthenareLevel 1 careghers.

ReqpensaCae To
Caregvers Provide Care?
Rel ati onshi p between Garegiver and Gare
Reci pi ent
* Owerd moeteneghtin10caegvas
Bosecaedartie
and15pacetakecaedatenda
neghbar.  Levd5caegvarsaemoe
ldytendharcaegasoletddg
caedaedeadeslkdyple
tdgaedafed
» Caemqesaetycayienee
iebhves 31 pacentdcaegas
decardtheromnmaohes meper-
catcaertermohednbw,ad12
percentiske care ofagrandmather.
Theeaenodieecesbybdd
@e

* Whealyiepaoatdcaegas
fepatiskdgcaedfagoouse
pacendlevdSaegasite
@aedagoouse(hataswih
Esstenaepacatiorledl

andLevd2caregvers).

*  Spousal caregvers are also much more
common among caregivers aged 65+

(23%), when compared with al ather
agegroups .

Whom Do

7’2



| would say 80 percent of
the peod e | associate wth,
i s the daughter who cones
every weekend rain or
shire

* Ofdacercgoys Asencae-
ovesaetebedieyplecaigtr
aspouse (0ny 1% adthe mostikely
Dheasssigathe (18

 Hypaccaegvasaemoekeybhe
cang foragandparent (2% then

Wien they asked ne
a the adut day care ceter to
cone tothis neeting, | dadnt
know why. | dnt cosider
nyself a careg ver. | take cae o
ny wfe.

aher caregvers (13%0).

» Bakasgvasaetemoshdyo
betldgcaedarckthednatenan
immediate family member or grandper -
en—14 percert nconrastwihnne
percentaf\Whie, seven percerntof
Hepanc, and s paroentdf Asen care -
gas

7A 1995 survey of caregivers aged 18 and ol der that used
avery simlar defintion of caregving found d nost the
sane | ow percentage of caregivers taking care of a
spouse (4%. (See Findings froman BExcel Qmibus
Survey of Garegivers nducted My 19-28, 1995, pre-
pared for AARP s Long-termCare Teand Heal th Advocacy
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Age of Gare Recipi ent

* Theaverageagedcaereqpenss 77
yeas

* Abouttnonthree care regpiens (64%0)
aeoverage 75, andamostare nfour
4% s0veragedd. Theeaenodi-
BeeshiheagesdcaeriEts
bycaegaed

* Whiecaegvears, onaverage, caetor
persons who are ader than those cared
forbycaeyasddenaseht
goups the meanage afcare reqoens
dWhie caregversis 776 years,com-
paredwin 7/52trBeds 7471
Heperics and 744
rAsas

* Asancareghers provide care o parsons
esthely D&+l 13/0ae)
The comparable igures forWhie and
Badk caregvers are 25 percentand 24
parcart

Halth Satus of Gre Recip ents

* Betertensavenin 10 careghvers (71%0)
igpottethercaeieqats
aodmnsbrgemardiatn
reiue, andanaddiorel
11 peroertsaythe cond-
shesesaeloh
dhocadshotem
Twele percentsay
teaea-

Servi ces/ rograns D vision by Jane Takeuchi, Bval uation
Resear ch Servi ces/ Resear ch O vi si on/ AARP, August 28,
1995.)

8 This finding is consistent wth the 1995 survey, in
vhi ch 14 percent of caregivers aged 65+ were caring



monhs); and si percentsay they donat
know. Thaeaerod eeneshyed
dcae

Foure 1shonsthemaninessesarprdb-
Emdcaeredoans asiepaiedbyter
caees

Presence of Denenti a,

Sroke and O abet es

* Moetenarenie
careghvers (224%) say
teydecaed
someone with
Azheimer’  sdseess,
arfogeiiess
(heedeneiiedd
asdementa) asthe
pimayarasec-
avhylesa
adn Thsid-

FIGURE 1

. -y

ngtarsbiesnbanesimeed

5/020,000 caregiving households nation-
wide thet provde care for someone wih
demenia,

» Backcaegvesaemoekeyten

anydhergoupbrepatdemenian
tacaereEt3®/4narieswih
22% of White, 20% of Hispanic, and
only P dfAsencareghvers). Asan
aspasanaekbEskdytendne
recaiehncgoypsorepatdemenia
astemenbhes

orprodem

 Badkcaegvarsasorepatahgher

noeeddde (2% nantest

wih %% ioreachdhergoup)

hoherpercertages of
LevddadS5caegvestanledl
aegasettete main  hessar
prokemdiher careredqperntsdermen-

MAIN ILLNESS OR PROBLEM OF CARE RECIPIENTS

‘m.gi

Viobity prablems n
Dementia

Heartdisease orcondiion o

Cancer |

e
A

Diabetes

Lungdsease |
Bndnessonenioss
Menaaremaiordliness
Brokenbones |
Neudgealpoderrs |
Hioh blood pressure

(fperceniages)
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B Tesantecedde Se
Foe2)

* Hoerpopoiosdled34,ad5
caeghversiepatcaing forsomeone
wihdemeniaiasethertremainorsec-
ondary problem. (See Fgure 2)

» BathHispanicand Back caregversare
moelkdytenWhissorepatda-
beesastecaerqutsmeniess
O4%and 9296 \s. 3.7%%).

Li ving Arrangenent s
Despiethe fequency ofdroncandong
eminessesaraodionsnecessaing
reqaertrestesnanusghome, asst-

e/, o gayphore Oredih

dcaerqeshentesamehouse-
hddastercaeger, adtdiyg
amangementwas estabished nmost
Cases (69%0) because afthe recpient' s
nesdiorcae Sglymoetenhefdd
@eejasledredanta

oawn home (37%6) orinan apartment or
refrement community (17%6). The remain-
g 37 pacarthewihandhermly
memberorfiend.

Nometerwherethecaereqa-
enthes moscaepvas
adaesqaslen
dosepoamitybeach

der.  Naoounighe2l
percertofcare redpientswho
tenhdddaesiet

B30 Mewihna20minue com-

FIGURE 2

PREMLENCE OF STROKE AND DEMENTIA BY LEVEL OF CARE

(fperoentages)

B Lea1
B lee2
B o3

Levd4

Levd5

il

sl

problem
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Dementiais main Dementials



Benif deisinafadlity, | an
acaegver just becasse | tryto
be there for her when she
needs ne, to lighten her days,
to
gve beck alittle of the love she
showed ne as | was grow ng

up
muedtercaegver,® pacatle
between 20 minutes and one hour away,
and ¥ peroentive wihntwo hours com-

pacEtdaergEsieuteten

» Whelgoeraenieaesi-

es21%hentecasge’ shome,

70 percentafthosewhorecehe Level 5
celentecae)a’ shome.

» Asncaegasaenoekdyohe
nthesame housshddwihthercare
redpent (36%0) then Beds (2879 o
Whies (19%).

* Caereqpenisa/Asen Hepanc,ad
Beckcaegvarsae more keythen
hoed\Whecaegvasbhewin
andheramymemberariendifthey
corahewhtecaeg e

hendydCaegiy

Hours of Care Provided and
AdMies Peformed
Asdeassedintentoddoniots

iepat andiutherebooaed oninte
Appendix, alLevel of Care Indexwes areet -
edibcaiegoize casgversacooding o
theamountafimethey devoe o caregv -
ingandthenumberandtypescfadMies
theyassswihwhencaingiortepasn
owhomthey povidethe mostcare. This
sedion addressesthese aspeds of care-
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dig

Estinated Hours per Week of Gre
Provi ded

Caegvers nthissunvey provice anywhere
fromlessthan one hour of care perweek
Dorsatae T able 4 shows the mean
number afhours of perweek thet care -
gvesesimeeteypove by

@eT adkddonsthatenoessesior
Levd4and5Scaegvarsaedareic

* AledScaegashyddimpo-
Ve ‘congantcare’ ar40armoe hours
of care perweek (anesimated
2910,000 caregiver househalds nation-
wioke), and 25 percertofLevdl 4 care-
gvers (aor1, 200000 caregvg house-
hadsreionadke) asopovcets

TABLE 4
MEAN HOURS OF CARE PROVIDED
PER WEEK BY CAREGIVER LEVEL

Number in Hours Per
Sample W eek
ACaegves 1509 179
Levdl 389 36
Levd2 208 &
Levd3 287 a
Levd4 355 273
Levd5 185 565
amountaicae Thismeanstretatod
Cetbedd] 10,000 caregving house-
holds have a caregverwho provides at
kest40housdfcare perwesk



» Ontredherhard doseiodledl
(N=389) caregivers sLveyed (9996), by
cenion spedeghtaienerhous
perweek providng care.

* Ancgthefddcasgvarspariom
caelrateest8housperwesk ad
21% report spending between nine and
20 hours on caregving perweek

» Whiethe average caregver povdes
caefor18housperwesk dosebane
nie (139 poveseahercorsart
e aatkes40housdcaeper
week.

* W amenspend sgniicanty moetime
caregving than men—an average of
188hoursperwesk naontastwih
155 hours perweekiormen.

* \Whiewomen constiuie 73% of al care -
overs theyare 7P/ dfthe condani40-

hourperweek caregvers.

fime providing care perweek onaver -
ae rendherminoy caegvers 151
hous nantestwih 206 housfor
Badsand 198 housior Hspanics
(Whiesaverage 175 hours of caregiv -
ngperweek)

Types of Assistance Garegivers Provide

1 INSTRUMENTAL ACTIM TIES OF DALY LIviNG
(1 ADLs):* Managi ng Everyday Li vi ng

Cosetod caregverssuveyed (98%0) say
I oo
wihatkastone |lADL, andmore thenfour
nie@%9)assstwihtheeamoe
|ADLs.

* Amogteghtn 10 careghvers (/%) say
theyhehwihtangpataion, 77 peroat
do grocety shopping, 74 percentdo
househald chores, 60 percent prepare
meals, and more than half manage

9 Imstrunental Activities of Gaily Living (1ADs) are
activities parforned to nanage one’s daily life or naintain
a househol d and |ive independent!y, such as preparing
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finances (56%/0) andlor arange or super -
\Eetepoandousiesaves
(54%).

* Moethanorentreecaegvers
(37%0),0r8 370,000 caregving house-
hadsreionaioke, gvemedicaions s,
arpdosotepasnteyaet.
Backcaegversaemoe kelythen
dher'\\hiearAsencaregveisio
repatthetthey gve medcaions (51%
vs. 35% and 38%0); and Hispanic care-
gwesaemoelkeybgemeda-
ions (45%0) than Asen careghers
(38%0). (Issues conceming the manage -
mentafmedicaionsare dsoussedina
Separate sedion begining onpege 20)

* While men and women perform most
|ADLs in equal propartions, women are
more ikely than mento do housework
(7% vs. 65%) and to prepare meals
(65%Vs.47%).

 Theeaenod Beesntend-
dencedfasssingwih IADLs by
employment status (working compared
wihnorwarking caregvers).

* Income, however, dossmeleadte r-
enceinthekinds of lADLs perfomed.
Incomes under $15000 are more lkely
tenhihi \ers i
household incomes of $60,000 or more)
o provide assistance wih housenwarkk
(84% vs. 73%) and meal preparation
(6%0vs.55%0. Sy, caegvaswih
household incomes over $50000 are
hald incomes under $15,000 o arrange
foror sypenvise aulste sevices (61%
Vs. 48%) and to manage finances (61%
VS 46%0).

Therearenodfieeoeshyracsehay
nthee@townthcaegvaspoie

neal s, grocery shopping, driving or using transportation
systens, doing light housework, taking nedications,
nanagi ng finances and paying bills and using the tel e-



hepwihlADLs houghthereare dié
enosshylbddicae, assonninTade
Swhthigrgisck ferences between
Levd landLevd5caegvers.Levd5

careghvers @dnmostcasesLevd4

caepvas, aswa)aemoekdyten
caevasdaydherbdbpoike
asssancewtheach IADL.

2 ActiviTiEs oF DALy Living (ADLs) *

Fersonal Gare such as Bathing or Eating

Moetenhefdfd caregvars (5196 hep
wihatleastone ADL, and 29 percerthebp
whetkeethee

¢ Overd womenae mae kelythan
men o assstwih ADLS (54%vs. 45%0),

TABLE 5

| dodl the laudry far ny sis-
te. | hdpher bathe | cook her
dl he faaritefoos. | day
cards wth her an hour a day to
keep her nnnd active. | doliter -
dly everything for her.

PERFORMANCE OF IADLS:
TO TAL AND BY LEVELS 1 AND 5

Trangpariaion

Grocery shopping

Housework

Preparing meals

Managing finances

GrgSLpen
ousdesavoes

No ADLs

(perceniages)

Taal

793

773

1736

600

b6

539

373

2

Levdl Led5
720 806*
679 B
532 %60
289 A6+
483 AL
429 746"

ao 866+
% -

*Df ferences between Level 5 and Level 1 caregvers are statisticaly signficat a the .05 leve.



and higher propartions ofwomen than
menassswihdesang behingar
shonering, andwih coninence ordia-
pas

* Backcasgvasaemoekeybheb
wih atleastone ADL (60%/6) then Whies
B0 arAsarns (@48 refdid\Whie
careghversand 56 peroent of Asen care -
gvarsdonatassstwihany ADLs Hoher
propatons of Bedksthen Asarnsrepat
g

* Ahigher percentage o Hspanccare -
gvesassstwihatkeastone ADL (53%0)
than Asans (44%); and Hspanics are
moekeyten\Whiesbbassstwih
nence,

overs (5%0\s. 48%).

* Whkeempoyed caegversaeaskely
asthose natemployed b povde assis-
ernewhlADLs aggricanysrelr
ADLS (48%, as compared with 59% of
normaoking careghers).

Whig by deinion Levd1 caeghvarspo-

videno hepwih ADLS hghpropoons of

Level4and 5 cargversdo,asshonnin

Tak6

Receipt of Instructionin Hwto Rrform
Gregving Activities
» Jeoetonivecaeges@dl%o
repartthet someone taughtthem
hovopafomatkesaredteadi-

TABLE 6

PERFORMANCE OF ADLS:
TO TAL AND BY LEVELS 4 AND 5

(perceniages)

Taal Levd4 Levd5
Gaigntutdceis 38 567 778
Dressing 314 562 9
Bathing 266 474 75
Tddy 22 478 632
Feeding 192 25 439
Continuenceldiapers 136 202 246+
No ADLS 485 159 -
*Df ferences betveen Level 5 and Level 4 are significant at the .05 leve .
10 Activities of Daly Living (A)s) are activities invdving of bed and chairs, bathing, dressing and grooming, and
persond care, such as eating, taileting, getting in and out nanagi ng continence or changi ng adul t di apers/briefs.
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Esteyassswhwhepacat

have receved noinstiudion. Thereare
rodfeenceshylevd ofcare, gender,
Income, education, or employmentsa-
ts

Tretenertentefd dcasgvashae
recavedanyrdiudonnpovdngcae
meyiedtebdteimenyadies
theyasstwih suchaspovdgtars-
jporiaion orgrooery shopping, fecuieno
patbrddobepafomedsasbdai-

ly.

. Tfeeagd ferences, honever by

teceEy. Asencasgesaete
ke keyphaebeenaugthond
pefomanydiretdsteyasss
with—only 32% have received any train-
Ttk kerknat
for Baok cagvers (46%0)
Medication Management
Morethensavenn 10caegvassay ther
medcations as dreded—ontime, n

| was scared of the IVI
had to keep the wounds
clean, then there was an

abscess in her kree. |
asked a lat of questians of
the nurse util | understood
what | was supposed to do.

tecoE Ty .

*Levd3 4, ad5casgvasaenoe
leytenledlaeyasosyta
fionsasdreded (etkeest 306, 00m-
paredioPoforLevd 1 careghers)

Ofthosewho do heppowih medications, a

very high perceniage (96%) say they know

howto adminsierthem as presaioed (On
imeandntergtamoun) Agan thee
aerod  feneshyreoeehdyarby
badce

Hgh proparions also repartknoning whet

eachmedcaionstor (00%), the posse

gbd  fedsdfeachmedcation (78%0),ad
how medianes may reactwith each ather

69%).

« Asarsae ks keypkowvtese
hnosthencaegvarsdoher
S
* Laddad5caegvesaemoekey
bbewdniomed abouthese ssues
trenLevd2caegvers (Ll 1 cae-
gversdonatadminser medcaions)
Moarethanthree niour caregverswho
helowih medicaiions (77%/0) say they have
asked someone about a medication that
wes presaioed. Asan caregverswho hep
whmedcaiorsaekesskeytendner
Whies or Hispanics to have consuied
anyone about them (63% vs. 80% and

78%0). Thereaenodf fBenoshyedd
@e

The pasonmostirequenty consuiedisa
doctor (619), phamecst (24%), ara
nurse (9%). Four percentrepot

having consuited a famiy member.
therightamourt andwihnoprobem Caregiver Support Who Also
Feverfen e AR s Povide Care?
lqntl 151 S (€2 (&S00S thes
toubleteking mecknes andlsix Amcstitreenfourcaregvers (73%)
pacertsybercaered e tles reportihet someone etse o hegs pro- .
nomedanes, Thereaenodk ferenceshy \iecaeotecaeeqEtT Y
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tedherhgoasaetecaeeqiats caegvg, moetenarenteeLed

daughter (34%6), son (25%), spouse (%), 5caregvers (34%) saynooneelse
daughter-inaw (6%6), grandson (6%0), ‘the helps them (which amounts to 980,000
whoefamly’ B%6), arsoninaw (5%0). caregving households), more thenfor
Ssasadnecssditecaerqiat aegesdaydeba
were each mentioned by four percent of
caeghves Thiteen paroentdicasghers Ae Qhers ing Their Fair Sare of the
igathetafiedaroherurpednonid- Car egi vi ng?
aeaoheshpodgae Jeucerteidacaeges@ td
« Hyaccaegesaemoekeyien tedreneslesaedrgtertr
Asarsorepottetacaugierdte sSeediecEgngQrenkesy
careredpentasopoies care (4% tmeﬁesaerdctrgmﬁsme
\s 3g;andahigherpopaiondt andistiovertreen 1031%)sayroore
Asas(l  1%)tenanydhertaceieh- eehesartey gethepfomanoned-
ncgouprepattetcaLghersitay e
» Ledleaegesaemaeleybsy leyobdtetenetiesae
tetares edteceriirtan dogterseedtecasiy
hepspovck caehenae Level5 (61%and 54%) than Blacks (43%), and
caregivers (78%\s. 64%4), and et per- Aearsaeaomuele/ Dt
anisksskey/bhetecesdi- way than Whies (49%).
at’sspouseiorLevelScargharsten * AhgherpopoindLevddand’
frlees2,3ad4caeges (Ths caegvastenLevel 1 careghersied
befohgebsstetdteieds tetchenesiesaentdorgher
caegesaemoekey/obeciy fair share (26%b and 28%\s. 13%).
i?raqwseifmb/\erbdcae-
ges) Ferceptions of Fanily Gl ict
i Scond Cr e Qver CGaregiving
inary vs. ondary Garegivers i Sl
Jstoertonivecaregvers @19 sy mfwemiareakidhwg’xlni
teypocemostahecaeartetno AEiyj oefh1%
one etse helos, whie an equial percentage o Jeloa e
Say Someone else provides most ofthe
cae Thsmearstat41 percertdfcare-
gerscanbe constred pimary cae- sy areiliers valle
gesandanequelpeneniage provide just as nuch
g‘mmw assistance to ny father as
ok equialy betweenthemsahes and | do, if | cdled themto do so. W
anoberpesn | brothers do hel p vith bathing ny
'Am%glmml faher, as does ny son If | cdl
poiemeetdhecaeatetnooe t hem
eseneps (1ovs 35%), a aytine | knowthey wil
*Whieanly 18 parcentdfcaregharsiepat CONE.

thetroaneesehepsthemwinte
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repatsomeconid, and 73 paroentrepat

robmyaartiad Theeaerodé r-
enoesshyreceetrdy, huteeaedé r-
enoeshyleveldficare, by age andby

employment status.

sLed1caegvasaemoekdyd
iepatnofamiyconit @0 then
dherled4aled5caegas
(6% and 68%); and Level 3 caregvers
aedmodineaskdyasladl
caregvers o say they experience some
fmyaonid 3%6\vs 16870,

» Caegversaged 184 aemoe kely
thenthose over 66 saythey expei-
encesomefamiyaoniitover caregv -
ng2Mo\vs.ony 80, adaekess
kelythencaregversaged 5064 ad
6b+osaytaesrobmyaridtat
i

» Empoyed caegversae moe kely
pipatbmyaridoacaegig
(24%) than caregvers who are natwork -
ny (1679

Stahand SressafCaregig
Whereshvdysrelparoaegesdd

| mredly angry because
there s no reason why
they cant cone and sit
acoyped hous o
a day where we can
get away.

Eshaesaodyneedwihter
wsueladMies, causedhremphyscala
mental health problerns, been highly
sesslphyscely aremoiorelyy
posdasaiossirandhaddp hees
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costkerabevaerisionntheresponses o

caegvashytebddcaeteypo-

\ide byreceety, and by aherdemo-
A

Inpact of Garegiving on Tine for Famly
ad Leisure Activities
Morethenfourin 10 caregvers (43%)

A »
have causedthemb have lesstimefor
atherfamiy membersthan before, and an
necessiaied gMng Upvecaions, hobes,
ateonadiesMoetenheidd
caregvers (55%0) have expetienced ane or
bohdtee

* Noupay,Led34ad5cae-
gwesaenoekdyoruatded
hesedieistenLledla2cae-
oves Foeame iwothisdaled
5caregvers (68%0) repathavgless
metry, narneswh22pe-
centoflevd 1 caegversand BHper-
cendlevd2caegvars adamost
theenfourLed5caegvas (73
have hedibgve up vacations, hoobes,
arheronnaciies @scomparedwin
25% of Level 1 caregvers and 33%0 of
Levd2caegas)

» Those caring for someone with demerntia
aemoekeytendnercaegvaso
haehedessimeforaherfamly
membasarkesueadMiss (63%0).

Sonetines it s not goad for
the careg ver to have to split
her tine between young chil -
dren and an aging parent. H

a shecant dojusticeto

dthe.



* Asencasgersae s ldten Experience of Fhysica Sran

D(HGQHS' Orgeiﬂhﬁlaﬂﬁ&ebl Cgops Moetenhdfddcae-
saytey dreremi- gvers(@g)repatiet
ly mermbers due o caregving (only 31%, teegigadies
compared with 42%-44% of other care- caserophysastana
gves) Therearerocherdk ferences dasigdflonsze
byreceircgon d1oSwheelsbward
« Ahgherpareniage dficaregierswinat ST )aruiarysqe-
bssiretramyadesimetr daphsasentrrem
Bueadisstentosewhalth * Lavd5caregvers, honever, eqeiene
sthodeducaionarkess moephyscalsrentencaegesdo
anydherievd Orenthree 330 rark
Experience of Physical or Mntal raphyaedanasadaasate
Heal th Probl ens fiepdtszk
FenmeEida@egesette + Ahigherpropoion o Beds(194 et
heyraesueedany physcaarmend euETghhesdhysstEn
healhpddesasaresidfcasgvg, @rrgd4atendheWhesar
ar;;%pam%/m Asars (10% apiece)
. * Ahigher percentage of women than men
. AmmgLe\/eIS_caregv%rs, however, repatexpaienang physcastan (13%
moetentreen 10@EDG) sy ey \s 36 andhosewih annualhousshad
have experienced physical or menial inoomes under $30000 are more kely
health prodems due 1o caregving (com- renthosewihinomesdiatkeest
(ot g Lpererd SETDof e fhiren
careghers 13pacert (L7%6Vs. 6%).
Laelanegers,ardlZper(th
Levd3caeg.es) Experience of Ewtional Sress
* AhgherpoporonafBeckihen Asen Orenfour caregivers expatience caregving
caregheseathaiy asemoirelydessrigd4asm
sffered physcalormentelhesthprobd- ased105wHemoetenhef
emsasaresitdcaegig 19%\s Byidirmaysesiiaeimdl
10%). 09 haotesmoetentefdileds
« W omenaenoe kel hanmeniohave careohers (53%) ind caregvng emoionely
expeienced physcalormentaihesth sesl
probems asaresukof caregng (1% « Ofteradaricgoyps Asarsigat
\s 9%, and norwoking caregvers are telestamourtofemoionalstess
moekeytenwokingcaegversio
have experienced such problems (19% * W amenaremore lkely thenmen o expe-
\8.129%) rerm#eraateg/rgasslessu@%
_ _ _ \& 13 ardadhgherpacenage o
* Ahgherpropatondfcareghversaged those cangforapersonwin demenia
5064 repartheving experienced physcal sytecaegigsdessLId3/)
ormenial heath problems (21%0) than

those aged 1834 (9%6) or 3549 (13%). Experi ence of Financia Hardship
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Onyasd paceniegedid caegers pocketon caregMng nationwioe,

@ yada_
e oo ki e
eedloSadmoetentieen xS (199 say they spend no

e “5(76)“/0)@”'? il oy dfteromnahoregngdiinga

i)

"AlgrapeteragedLedseae- . mmgemh
gestencegasdayorabe careghinghen\Whies. Orly 27 percert
atmimatogs) eSO Y

no

*Whiesaemoekeytencaegvesd persord expendires oncaregig n
aydreracaehncgoposytet aonrastwin S3parcento’Whiecare -
tamaADe O =

a o\s % . .
ofHispanics, 60% Of Asians, and 6% of . Ab"“‘(ew A)%afnm emca‘eg”e'_s
Beds) Uestraegigtenledda

. Bbd(&dkh@tweg\/ersaenne Level 5 caregvers (31%and 34%).
leytenWhiesaAsrsosaytet - Bxdudngthosewhosaythey have no
casgvgsairenahacspir for Caeoi
tem@aingd4ars; 13%and11%, MLe/eId pod5 e qoerdses mweg“g
compa edwh GlodWhieand Asen nnefmwggdisZchcaegea'

e averaging $357 per month, as compared

e NotsupEy, hosewihamel wih$eirled1casges o
household incomes under $15,000 exampe.
aemoekeytentosewinhigher
Inoomes o say thet caregving poses Gregiving Expenditures for Qher
afnandd hardshp (16%6vs. oy 1% than a Souse, as a Rercentage of
tmnsev\h'rmresd@tbest Mont hl y | ncone
$50000 oreanyk) Smiady, e Morethentreenfour careghvers (77%4)
V\/mmveragadﬂedfrqﬂoolege notinovedingoousal caregving et
aemoekeyosytecargiy tetheysperd 10petertarksdter
posesafnanca hardshpthentose oan monthly income on caregiving, and
who have. fnertencrepatentddcareghars

*Normoking caregversae more kelyo
fndcaegingainencalhackp
(1079 renwoking careghers (6). W\ have just enough noney

Estinat ed Qut-of - pocket Expenditures on to nake ends neet. There is

Gregiving Qher than for a Spouse vay little left. It goss fa nad -

Forthe 41 percentofcaregverswho . :

repottirathey knowhowmuchhey cines, drugs, transportation

spend ofther own money on caregving

dungatypcamonh theaverage

amountspentis $171, which tolaks pprox -

meeySL5bionpermonhpertaukck
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provicing nonspousal care repatthetthey

pend more then S0 percent ofther

INcome on caregving. Seventeen percent

ddcasges ad26pacertdleds

caregivers, cannot estimate how much
they spend per monih.

* Of caregvers who can esimate how
much they spend out-oHpocket on care-
oM, LeveScaegvarsendan
aerage d 24 percertatheroan
monthly income on caregving—a much
hoher percentage renforcaregvars o
aydebd

* Ofthase who spend any money oukoF
podket on caregving, both Badkand

reoihe carii
(averaging 15% and 13%) than White
careghers (620

DedrgwihSiess

Coping Mechanisms

Caegvasagpewinthesransand

StessesacarepMg pingoelythrough

therpasordiesoucesar

informal networks. The mast common cop-

ngmednansms are prayer (74%), teking

wihfierdsarebhves (639 eetdy

(38%9), and hobbies (36%0). Reltvely smal

perentages gethelp from counselors or

ather professionals (16%0), use medicalions
(Phoresatoadd@0.

* Payerstemost
common waly of coping
wihthestessesad
Srans of caregMg—
anodheenior
caregvers (74%) use
this method, but88% of
Black caregvers
Lse prayer.
. Whites and
Bedsaemoelkey
thenHspancsarAsasio
ekwhierosardiesdesb
iehedes

25

| try to ke gqtimstic.

Sonetines | bend over back-
vwards to take what mght be an

unpl easant
situaionad tunit aoudto
sonet hing that coul d be pl eas-

at just
by atitude

* Asncaegesaeksskeybge
hebfomacounssororproiessordl
trenether\WhiesarBeds @/0\s.
17% and 14%).

Prayer el evates your mnd.

Gdis dongthis. | amhere

pysicdly, ad He sirdillirg
streghinnetodoit.

Bogest Doy and Gegest
Reward of Caregvng

Hogest Df fialty

Orenfecaegvas Qo) sayte

FopetcF sty ook
caeaetedemandsontherimearnct
bengaebdowretrey

wart; 15perertsay tswaichngaonwar-

0 10pacatsyistecae

ejEts aliLoke (Unoooparaive,
‘demanding’), and four percert meniona
prollemwihlocation, dsiance, arinconve -
nence. Therewere noof ferenceshy
recetTy.

Moare then one nfour caregvers (26%0)
sayteyhaverodd fuypoiyee



though this response was more frequent
among Level 1 and 2 caregvers than
among Level4and 5 caregvers.

* Patgpsnasupsngy,
Scaegvasaemoekeypsayte
— i
oonoen (17-21%) thenare Level 1. care-
gvas(suk 8%,

» Bedsaemoekdyten\Whiesio
mention the physical demands of
caegyastertopestd
s 20)

Led34ad

@

B ggest Reward

The bggestrenards of caregMg are
knonnghettecaerqaeiswa

Gaedior, pasord saisedoninkonng
oneisdongagood deed, andthe care
ejEts gpprediation or heppiness. Each
ofthese was mentioned by

ft sastranonyou physicaly
and nental ly. You dont have a
life because you negect ala o
your own personal needs
because you re so wapped up
wthtaking care o their needs.

16 percent of caregvers. Also mentioned
aewadhngthecaergqiets
mpoe@yl  1%9&mybyely,
beck Lrgemiyddeorsyl

and spending time together (by 10%).
Therearenodfieenoesbyraceehay.

* Lad2casgesaenoelkdyd
menionfamiybyelyarddogionas
the biggestrenard of caregving (18%9)

heeh
1%),
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thenLevd 4 ar5caregvers (6%/0-7%0).

W adsCaegvarsUse D
Desaioe the Caregmg
Experience

Posi ti ve Words

There s ill ala o hgyiness.
M/ not her cones al i ve when
she interacts wth the grandchi | -
den

Amgpity oficareghers (5/%/) use posiie
words b desaioe he caregving exeti-
ence andhereaenodieencssinte
overd posiveness afther commenisby
leceHhdyabadcae

W adsusedibdesabethe expetience o
caregving by more thenahendiul of care -
oversinduce ‘tenarded’renardng’
(mentioned by 19%0); ‘happy;’
(eachby Pgpand el gaeld’
‘erpyetl;’and'belbing’eachby

40 ety LedScaegvasae
moekeyorepattetheyedgood
comioriable, conert, or 'OK about care -
omygtenledlaled2caegas
Povs.1%).

428

Negat i ve Words

Justoveranetid dficaregvers (34%0) Lse
necaivewadsiodesabethereqei-
enceasacaeghe. Traeeaerodé r-

enosshylevd dfcaeprosdedarby
.

The negaivewords careghvers most fre-
quenty useto summarize howthey fedl
aboutcarepMyae Sessl’ (1290),
‘higatonToly” (9%/), udened’ (3%0)
and'fred/edaudng’ (30, Theeaeno
dferenceshybddicae



* HgpancsaemorekeythenWhiesio
usetewod Stessi ' ndesatag
ther carepMg expetiences (18%\s.
10%).

Egftperertofcaregherssayheydort
know howthey fed about caregving.

Uizaond'Syppohe Saves
Avaldbe nthe Communty

Amogtihree nfourcareghvers (74%0)
reparthevng used one ormore sevoes o
devicesshoninT
Level 34, and5caegversae more gt
ohave usedwheednais orwekers, per-

sond or nursing care sevioes, home modi-

e adiesiecaerisdduig
thenevensas iempoay care ser -
vies)tenLledla2caegvas The

number of such senvices and devices used

a\vaieshybddcaeposdsd For

example, the average number of sevices

usedbyLevd 1 caregvarss L36whe

rledsasyastis2N

» Caggveswhorgpathetihercae
regquerthesdemeniaare moe kel
oathelsedakbesaedtee
sevioes (830 rencaregversoveral
(74%).

» Asnaegasaetekssldyd
treraceiehncgoysorpathaig
used any ofthese sevices—only 62

percent, compared wih 72-76 percent of

(Hegesdderlaﬂémgum

weemoethantvoeaskelyasAsen
caregversiohave usedpersonalar
nuSIng care sevices (322610 44%\s.
only 15% of Asans), and Bedss were
tremostkely o have done o (44%0).

tsnatdeenhebertebnenaesd

ee7.NdsupEgy,

gwesaeaesidteosdona
bddcaeteypork aluaec-
osasomehigee

* Bath White and Hispanic caregvers
were more kely o say they have made

home modifications than Bladk care-

TABLE 7

UTILIZA TION OF SER VICES

Base=T adCaegvas)

(perceniages)

Acquingawhed dar,
weker,ar dadaie

Persondl ornueing care sevices 378

Home modification
Home-delivered meal senvices
Assisiance with housework
Trangpotaionsenvice
Respiecae

Adukday care’senor cener

Supportgroup

givers (29% and 26%\s. 17%).

» BadsadHgpancsaemae kel

have used ransporation sevices (more

than 20% each) than Whites (only 14%),

and Beds are mare kely than\Whies
phaveussdadkday carearsenor
ceners (14%vs. 9%0).

* Asasaetekaskeyoraeusd

respie care senvioes—any 8

141

467

281

156

156

149



percent have done so, compared with 15
percento\Whies forexampe,

* AmongLevel 5 caregivers, use of
respiecare (by 23%6), adlkcy care oy
16%0), and suppart groups (by 15%0) is
modest, eventhoughsgniicanty hgher
renforcasgvarspovdgonerkev-
esdicae Theewerernodd ferences
byeddcaenteesatowh
meal senvces, hepwih housanalk, or
frangportaion sevices are used

» Femake caegversae moe kelythen
make caregversio have used
adevieesuchasawheddarar
pesorE onUSg Cae SeVoeS,
and caregvers aged 65+ are more kely
thencaregversafyounger
ages o have used asuppat group
(12%\vs.4108%).

aemoelkeytencaegvasdioner
educational atiainmentio have used
housawork assistance oraduk day care
qasmEEDasHwhEe
Sixieen parcentaicareghversiepaiedihey
had soughtiniormationonhow o get
fendEasssancertepasngo
whomthey provde care. Use offinencel
Infomation Senoes is more common
among Level 4 and 5 caregiversthan
among Level 1 and 2 caregivers, but does
rad  Ebyecehyecgita
Heparicsae moekelyihave used
them than Asians) ar ather demographic

| dont know what
| would do wthout the adult day
care center. M nother is busy
during the day ad | get a
break. It hel ps ne keep goi ng.

28

\aeks

Moare then one niour careghvers (27%0)
say they have used none ofthe sevices
arcevoes NotsupEgy 18
moretypcalythe caseamongLevels 1
and 2 caregversthanamong Levels 3,
4,and5 caregvers, and alsoamaong
Asencaegvers

Service Roviders

Amosthelfthe caregverswhouse any of
these sevioes ordevioes (4%%0) say they
aeawere povoedbyaninovdua o
CaEg\e. Community or govemment
agenoeswereasouce df sevioes
devieesior43eofthe care-

ogvers Ohersoucesinduce hedlhcare
provders (used by 43% of caregvers
ushgary senvoes)andfany, s
and vounteers (used by 23%0). Tenper-
certsayhesavicesaeavwere prodd-
edbyacdhuchorsynagogue.

Level of Satisfaction wth Rroviders of
Assistive Services and Devi ces
As Tahke8dhons saisadmwih s -
vissarddeveessieshayighwih
moetenfournhecasgesiepaig
thetthe devicessenices they have used
ehertlopetmetemess
exgtnteasadiancinoman

SMES
Caregverswho have used wheelchairs o
ather devioes, home modiicaiions, and
ftangootaionsavicesae e mostgto
sytesaviellymetharnesds and
svesaekadkd/psaytes -
testymetteTead

Reasons for Non-Uilization of Assistive
Servi ces and Devi ces

Foreachdfthe 10sanvioesinguied

abou, cargverswhosad theydd
notuseiwereaskedwhy .h tegedt
mgoiy dfcases he reasoncaieghvers



ddrnauseasaviestetteyhed higher percentages of Beds and

roneediort langngfom 61 peroantior Hispanics (27% and 29%) than Whites
yppatgaypsio B perartiorasssie (L7%),andbyahgher perceriage of pi-
mary careghvers (22%/) than secondary or
TABLE 8 ooequal careghvers (16%0).
SATISFACTION WITH SERVICES . ,
AND INFORMAION . @Toom‘dt’f‘ |
=T odCaeges unusLialy high percentage of careghvers
(Base ) (159 sadteyatercaeedoeivwee
Met Need Met Need bopoudiuseadicey caeraserir
_ e anydhersenvicedevice inguired about
Wheelchair, , o pecentariene). Theres praetly
arahercevoe a4 1l aksosome confusonasowhat adukday
caes becasehe pacaridcaegvas
Home modiication 779 176 menforedtethey dontuseitbecause
_ _ theyddntwartanousderacomingno
Trangparaion Sevioe 718 248 ﬂ‘EﬂU’I‘E‘TCDpOﬂ’I’TWdSDIGBI
’ fressancebsavicesbyhedderpasn
mealsenvice 610 23 « Thisreasonwas more oiended by
caregvers aged 5064 (23%) thanthose
Housework 619 05 aged 18-34 (12%), and by primary care-
gvers (25%6) than secondarylcoequal
Persoral care, 696 »8 caeghers(129).
Adbcaycae/ No Special Reason/Never
WCCHHYH 336 07 Thoughtaboutk
. . Sevenieen percent of careghverswho dont
Respie care savoe 629 4 useapaicerseviesadiney hedo
geHEessmEgiatetey
Support Group 334 378 hedneverthoughtabouti Hoherpropar-
. . fonsofLevdl4and 5 caegvers men-
SETR A0z 27 35 207 ireditisreasntrenLevd 1 caegiers
(Z3%vs. 12%0), and so did higher percernt-
_ ages of Bedkand Hspanc caregvers
ceves (29% and 26%) than White caregivers
(15%).
LackdfA  wareness
dteSave Too Busy
The second mostfrequentreasonfornot Tenpeoentdfcasgvassadiheywere
Legasenevesratbenganeredi, olusybusstesavoe wihahgher
rreﬁedWlSperoatddta_egas percentage of Hispanic careghvers (21%6)
buthy 0percertd evdScargas(a dighsressntencaegvasdary
hoherpeceniegetenforcaregversof dheraceétTidy (101 196). Ahigher per-
ayaherkeve) Thsreesonwes dedby cenage ofprimary caregversthen sec-

ondary caeghvers aso sad trettheywere
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Doy, \8 4%

SaviesNatA \ehe Unmet Needs for Help,

The perception orknowl- Inomeion o Syppatn
edetetassves Caregver Roe
AekleaE0arTUES Tabe9shonshe ks dfassisance
mumﬂ' — mostirequenty mentioned nresponse o
hees, : aquesonaoncanngthekindsatheh,
Egidem e rTT et Egpol“ o o

(He_ . .
gvesmenionedisasa e et “e
ki, arieawhaily Whie 38 parcentsad they dantknow
fourpaendledlce- whetaddiional assstance theywould use,
gvers Thosewihinoomes ofless orvoudhave used, Hs e escabies
than$15000wee mae kel o 1049 percent of Asian caregvers—higher
detisreesn (1570 henthosewih tenford dherracaletricgoups—and
incomes between $30,000 and $50,000 044 peentiorhosewihahghsthod
(g Y20 education or less (compared wih about
onethid ofmore highy educaied groups)
Supidy, veylevcaeghersdedaost WhiesarAsansiorameatlesstonetype
asabarierbodering nescedsavoes dfassisance theywould use (1%, \s.
Fedors nluenangwhether costis men- 43%6 and 36%, respecively).
redind cenendy dicae lecseh - :
iy, Mngarangements and Those who have notused any sences are
TAV\S WW caregher more kely notioknowwhet theywould
sEUsI b use, orwould have used, than those who
have (48% vs. 35%0), and secondaryloo-
* Ahoughd percenegesaesmd, eqLelcaegvasaekesskelyibknow
higher perceniages ofLevel 4and Level then pimary careghvers (43%vs. 31%).
Scaeghers@Poandl 1% respechel) Trssaotecaseforhigharpecat-
mentnaodasabarierbsavieu- agesdLevd Land 2 caregverstrentor
o tenLed 1 casgvas(1%0), Lewd5caegvas
andahigher perceniage of Hspanc . .
caeges (106 detisiessontan Whel9perartddcaegass
A (%) therewes rarrgtl"wneeded thosewho
o Nosupigy, thosewihinoomes keybsayteyddritneedany (23%)
under $15000were more ikely to men- than those who hed (16%).
inadssabdortentosewin . o
noomes ofatleast $30000 Abigher Free Tine/ A Break from Giregiving
proporion of caregherswhose care As expeced, caregherswho provide
eqEtheswhtemde themostinerseand ol fulkisdiae
oetesaressTniaTInUiZEN aeteoesmost nesding
cfsenies (120 Penfoseviecae reefeo e qara g
reqcmi\mtpba;bomfm@@ Therearerodferences
Pimaycaegversaoae bytecabtTidy.
moregatiomenionaostasabarier

than secondarylco-equal caregivers (8% * Whe17percertdal caregverssay
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TABLE 9
KINDS OF HELP, INFORMAION,
OR SUPPORTCAREGIVERS
WOULD USE/WOULD HAVBJSED

Base=T ddCasges)

Don't know 381

Rectmetimetorsdfaliesk 169

sevices such as nursing homes, 76

Helpwith medicaiions K7

Inomaion aboutcare 57
ejats aodin

*p to two responses per caregiver were coded.

theycouduse morefreeime aralbresk
fomcaegMg Led5
caegresaemoekeybsayhey
needi33otenLedl, 2 a3ce-
overs Pimaly caegvarsalsoae moe
kelyorepatrnesdngatreskien
secondaryioo-equial caregivers (21%6vs.

31

14%).

 Cargversiaking care of someonewih
demeniaakoare moe kelyto menion
needngmorefieeime arabreskrom
caregMg 24%.

Caregvers who have used formal senvices
aremore lkelytomention needing alreek
thanthosewho have nat

(19% vs.10%).

Assi stance wth Housekeepi ng
and Mal Preparation

Tenpeoentdcaregvassay theycoud

use help with housekeeping. W omen are
moekdybsaytstenmen(11%vs.

7%0). Bath lowand hghinoome caregvers

aemoe keythenmddencome care-
gversioneed heppwih housekeeping, as
ondarylcoequal caregvers (13%0\s. 8%),

and those who have used formal sevices

as compared with those who have nat

(2% vs. 5%).

Though the perceniages are smal, Black
andHgpaccasgvasaemoekeyd
repart needing hepp wih medl preparation
than Whites (/%0 \s. 3%0), as are Spouse
caregvers (%0 when compared o dl care-
geas3)

Needs for Hnancia Help

V ety smal numbers of caregvers men-
tioned needing money. Hoher perceniages
of Bads and Hspanics then Whies repart
needngexramoney orfinancal suppart
(14%vs. 9%).

Those caring for someone with dementia
aeasomoekeybsaytheynesdeda
money orfirenca suppotthentheaver-
age caregver (14%vs. 10%0).

*  Undersianding howto pay for nursing

homes, adlkday care, oraher sevices
was more often mentioned by Hispanic



caregvers (13%o) than by Whies (7%0),
by caregvers with household incomes
under $15000 (16%0) than by those wih
incomes above $15,000 (5% to 9%), by
persons who have used formal senvices
(9%) than by those who have nat (3%).

. ey, caeg 4
persons with dementiawere more
leyrentetracegat
saythey could use, orcould have used,
hebinundersianding howto pay for
longem care sevioes suchas Uy
homes and aduit day care (1296 vs. 8%).

Central Source of Infornation
Hailgaariddaeebgobabcd
indouwhethepisavalabewes men-

fonedby nne paoentdfcaegvasasa
needorsenvicetheywoud use, orcoud

haveusad neresingly, thswesmen-
foned morefrequiently by thosewih
household incomes over $50,000 (15%)
than by those wih lower incomes (8%
10%0),andmore olen by those wih at

least some colege educaion (1

thenby thosewihahigh schod eduication
aless(@0) hwesasomoetequently
mentioned by those who had used ser-
vioesthenthosewhohad na

1-14%)

Soneone to Talk wth, Gunseling, Support
G oup

Whieanly sxparcentdfcaregvarssay
they could use someane o ek wih, coun-
seing arasyatgoup ahoherper-
ceniage of Level 5 caregvers (253%0) then
ddhergousssaytheyaoudusets

kind of assislance. Those caing forsome-
onewihdementiawere also more kely
thentheaverage caregverosay they
oould beneitiomskingwihsomeone
(11%).

W omenaemoekeyibsaytheyooud
usethistype ofassstance thenmen (2%
V8. 3%0), and caregvers aged 5064 and

ebraemaekeybsayteyneadi
than those aged 18-34 (9% and 10%\s.

32

2%). Those whose care
leqEskenh
temaemoeley

to need someone
pekwhten

thosewho donat
lenhtace

recpent (13%

\s4%0)

Impact of Caregving onWak
Scetemgolydcasgvasae
employed (64%), mostafthemukime
(620 empectaf caregvg responeid-
issowakleeanbempotrt
Whierelively fewcaregvarswhoever
wakedwhiepoddgcaebihercae
recpent(F'bdcareghars) epathevg
genupwakigenigyasaestd
caegMy 09 careghingresporstlies
dohaveasgnicatimpedoncasgvas
wokie Fareanpe moetenhefte
careghvers empoyed whie caregMig for
this care recpent (54%) have mede
changes at work 1o accommodate caregiv-
g
¢ Making changesindaly work schedule
(dgnbekaigealy o
fredf  duingteday)aetedanges
mostireguently repartect by 4% of
caregverswho everwarked whie cang

* Onedihddcaegvaseverenyioed
upwork ethertemporary or pemanent -
¥ 11pecatiokohaetkenakae
afabsenoe, fourpercertiookeatly
refement, and sk percentgave Lp
wakngeriey.

ey



fonimeopatimewakatden leastone aftheworkiesied adusimens

alessdemandingjob. shomninT  akrll
 Rebhvdybvigatrevinglosther o Thitypercentdlevd5caegvas

bereits (4%) orhaving tuned downa repathavghediogve upwakentie-

promation (3%/6) because of caregving ly,and 26 percentsay theytookaleave

leoedes ofalosence because dither caregving

. . . egodEes —much higher percent-
* Hispanic and Asan caregvers are more .

ey ohaehedoteabacd apstentorledl,2a3caegvas

absence fromwork (18% and 2296) than Oherfadors assocsedwinhgherevels

Whites (10%). o‘c_aeorrme'rtansecaeg/rg'nc_me
As ek 10sons heesacoresion &apemww "“h‘fsm' ° b’;efgregm
beweentebeldcaepowedadte hekingwihvoormoe ADLs, andbeing
Idnﬁdebr_gcrés cEmak apimary Gareg\e. Takell  belowshows
SecLie, B alave ofatsence, the perceniages aithesetypes ofcare-
SMITODPERTEWOK IGADLD gerswho have mede workeleted adiut-
wakenidy. Fareane treeniour mersasares idcaeginy
Levdl5caeghers inaontestwih41 per-
centofLevel 1 careghers, have mede at

TABLE 10
WORK-RELARED ADJUSTMENTS BY LEVEL OF CARE

(Base =Caregvers Ever Employed whie Providing Care to This Care Recpen)

(percentages)

Tad Level 1 Level 2 Level 3 Level 4 Level 5
T
unweighted+ N=L199)  (R330) (R174) (R240) (R277) (Rl
Taoaweghiedt (N=1,716) (=530 (n=245) (=331 (=363 (=166)
andatdebals 542 08 451 5B g5 O
Changed dally schedue:
pneekaeeay, 494 363 4410 540 615+ 640
deiredf duingwak
Tookleave of absence 109 5 59 a 178" 260
Xv'd(agm job 73 2 3B 65 17 250¢
Logtanyjobberels viv) 24 A 17 I& 1 10r
Tuneddomapomoion 31 12 21 a7 &0 104*
Choseeallyreirement b6 12 a3 D 5l 148
Gave upwokentirely &4 13 07 44 102+ 03*

+hvei ghted nunibers refer to nunibers of caregivers in the sanple, while weighted nuners refer to nunbers of caregiving
househol ds in the US popul ation nati onw de.

*Df ferences in percentages are signficat a the .05 leve .
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Atitude of Enpl oyer toward Garegi ver

Moretheniournive caregverswhohave
| have things set up. He goes experienced any of these problems (81%)
have found theremployer’ saliLceonad
to day care three days a week. thedemands of caregvingiobeether
| ma supervisor. wwu%%g@&)amg
. U[bsaldg o.SevelpeI(Elt
| got ny unit together and theremployerwes notvery undersianding,
expl aned the situation and 7/osaid ther employer wes notanere
tothemsoif | have to quw@mmmm;/ebr%dmm_
go anytine during vied
the day, | g
_ _ T?ELE 11
of Wark-Relaied
(Bese=CasgvasBverEmoyedwhie Podg Caeb Ths CaeRega)
(percerieges)
A zhei ner sa Live in Sane Hlp wth 2+ Prinary
Qonf usi on Househol d ADLs Car egi ver
Iﬁveightem (=239) (=270) (=426) (n=460)
Toaweghied+ (=363 (=317) (n=601) (n=641)
Made any changes
Kbt 627 649 682 667
Changed daly scheole:
gonBekaeedl, 575 573 a2l 615
teimedf duingwak
Took leave of absence S 151 185 158
mﬁmpb 137 140 140 %
Lostanyjobbenels 57 79 74 63
Tumed down a promation ) 74 53 a5
Choseealyrerement 6] 102 a2 66
Gave upwakentirely *B 161 131 100

+HUwei ghted nunibers refer to nunbers of caregivers in the sanple, while weighted nunibers refer to nunters of caregiving
househol ds in the US popul ation nati onw de.
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Famiy caregMng to persons aged S0 and
oder swidespread among the U. S. popu-
N hdosebareniorhoussdds
theresatkesaneparsonaged 18ar
aderwho presenty provdes care, arwho
hasbeenacaregver,ban

some pontduing the past 12 monhs.

dorpasmat

Sonetines | go to work and
ot cdledrigt beck | gt ala
o sypot a vk If | need to

be of f, thee s no probl em

gving ne tine.

Aboutare nfourcaregvarssuder 6
andmoetanarentreeaeage 0o
ddr,whtelbkdaegasiaggn
agefom 351049, Themgaiy ofcare-
gveshaepovkedcaebherpimay
ceeqatiokestenteyeaswhe
abouarenhehesdoresoiorken 10
years, and 10 percent have been providing
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caregivers have also made more extensive
workseltied adusimenis then careghvers
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of them have made at least some change
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fied by ICR. (Resoucesibconddtieke -

g Americanswere natavalabie) The
suppemental sample was used to over-
sampebyracefor Bedk Hspanc, and
Asian caregivers. Because the EXCEL
Omnibus Service uses asamping
moddtretisamiarotearenteRDD
sampingmode!, the racaliethnic oversam-
pesedadediomtesouceaesarir -
lyrepreserniaive dfUS. iephore

goups.

ihioia (boh sampkes), 1500 ehone
nenvienswereconduded dinEngh
andaveragng 20mnuesnlengh. The
seeEmaghdeafrasamded
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RacelBhnc Sample Size
Category n
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messue),and (5) theamountofinancal
hardshpexperienced by the caregher @
Subedive measure). Codng ofthese
quesiorsisdesabedasidons
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3=1ADL (nhar

wihout IADLS)
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Corporaionfor the Ametican Assodaion
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Caregving Among Ameican Indians:
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Research Division/AARP. May,

Findings from an BExcal Omnibus Sunvey of
Caregivers Conducted May 19-28, 1995.
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Resuing# Peroent
Combined dfCaeghvers @
Score (Unweighted) Sample
Levdll 23 389 25.8%
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Misshg 85 5.6%

Takeuchi of Evaluaiion Research
ServicesResearch DivisioVAARP.
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