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KeyPoints...

➤Increasingly,cancercareisbeingprovidedinthehome,with
familymemberstakingontheroleofprimarycaregivers,as-
sistingpatientswithactivitiesrelatedtoeverydaytasksand
withmedicalprocedures.

➤Theeffectsofprovidingcareforpatientswithcanceratthe
endoflifeoncaregiverburdenanddepressionhavenotyet
beenexploredadequately.

➤Middle-aged,adultchildren,andemployedfamilycaregiv-
ersreportedhigherlevelsofdepressivesymptomsthantheir
counterparts.

TheAmericanCancerSociety(2004)estimatedthat
1,368,030newcasesofcancerwillbediagnosedinthe
UnitedStatesin2004andmorethan563,000Ameri-

canswilldiefromthedisease.Theburdenofprovidingcare
forthemorethanonemillionAmericanpatientswithnewly
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Purpose/Objectives:Toexaminethepatientandfamilycaregivervari-
ablesthatpredictedcaregiverburdenanddepressionforfamilycaregivers
ofpatientswithcancerattheendoflife.

Design:Aprospective,longitudinalstudywasimplementedwithan
inceptioncohortofpatientsandtheirfamilycaregiverswhowerefol-
lowedafterthediagnosisandtreatmentofcancer.

Setting:CommunityoncologysitesinthemidwesternUnitedStates.
Sample:152familycaregiversofpatientswithcancerwhodieddur-

ingthecourseofthestudy.
Methods:Telephoneinterviewswereconductedwithpatientsat6–8,

12–16,24–30,and52weeksfollowingdiagnoses.Inaddition,patient
medicalrecordsandstatedeathcertificateswerereviewed.

MainResearchVariables:Effectofcaregiverage,gender,educa-
tion,relationshiptothepatient,employmentstatus,reportsofpatient
symptoms,patientcancertype,stageofcancer,timefromthepatient’s
diagnosistodeath,caregiverburden,anddepression.

Findings:Caregiversaged45–54reportedthehighestlevelsofdepres-
sivesymptoms,andcaregiversaged35–44reportedthestrongestsense
ofabandonment.Caregiverswhoweretheadultchildrenofpatientswith
cancerandthosewhowereemployedreportedhighlevelsofdepressive
symptoms.Feelingabandoned(aportionofcaregiverburden)wasmore
prevalentinfemale,nonspouse,andadultchildrencaregivers,andadult
childrencaregiversofpatientswithearly-stagecancerandpatientswith
multiplesymptomsreportedahighperceptionofdisruptionintheir
schedulebecauseofprovidingcare.Caregiverswhosepatientsdiedearly
followingdiagnosisreportedthehighestdepressivesymptoms,burden,
andimpactonschedule.

Conclusions:Caregiversreportedlevelsofdepressionatthresholds
forscreeningofclinicaldepression.Thenumberofpatientsymptoms
wasrelatedtolevelsofcaregiverdepressivesymptoms.Anassociation
alsowasfoundbetweendepressionandemploymentstatus.Caregiver
distresswasnotdependentondemandsofcare.

ImplicationsforNursing:Verylittleresearchexiststhatprospectively
analyzesfamilycaregiverexperiencesofburdenanddepressionwhenpro-
vidingend-of-lifecancercareforafamilymember.Interventionsaimedat
decreasingcaregiverdepressivesymptomsshouldbetargetedtocaregivers
whoaremiddle-aged,adultchildren,andemployed.Interventionsaimed
atdecreasingtheburdenassociatedwithfeelingabandonedandhaving
schedulesdisruptedwhileprovidingcareshouldbetargetedtocaregivers
whoarefemale,nonspouse,andadultchildren,andcaregiversofpatients
withearly-stagecancerandmultiplesymptoms.

GoalforCEEnrollees:
Toexaminethepatientandfamilycaregivervariablesthatpre-

dictedcaregiverburdenanddepressionforfamilycaregiversof
patientswithcancerattheendoflife.

ObjectivesforCEEnrollees:
OncompletionofthisCE,theparticipantwillbeableto

1. Identifycaregiversofpatientswithcancerwhoreporthigherlevels
ofdepressivesymptomsthantheircounterparts.

2. Identifycaregiversofpatientswithcancerwhoreportahighper-
ceptionoffeelingabandoned.

3. Identifycaregiversofpatientswithcancerwhoreportahighper-
ceptionofdisruptionintheirschedulebecauseofprovidingcare.

ThismaterialisprotectedbyU.S.copyrightlaw.Unauthorizedreproductionisprohibited.
Topurchasequantityreprintsorrequestpermissiontoreproducemultiplecopies,pleasee-mailreprints@ons.org.
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diagnosedcancerfallsincreasinglyonfamilies.Thisburden
ofcareextendsfromdiagnosisthroughtreatmentand,inmore
thanhalfofamillioncasesperyear,todeath(Ferrell,Grant,
Chan,Ahn,&Ferrell,1995;Given,Given,&Stommel,1994;
Miaskowski,Kragness,Dibble,&Wallhagen,1997).
Despitetherecentresearchdirectedtowardtheroleoffam-
ilycaregiversincancercare,theroleofcaregiversinend-of-
lifecarehasbeendescribedinfrequently.(Note.Throughout
thisarticle,“caregiver”isusedtodenoteafamilycaregiver
ratherthanaprofessionalcaregiver.)Theavailablestudiesfo-
cusonpatientpain,hospicecare,andbereavement(Cleeland
etal.,1997;Coyle,2001)ratherthanontheeffectsofcare
provisiononcaregiversforpatientswithcancerattheendof
life.Describingthefactorsthataffectcaregiversofpatients
withcancerattheendoflifeisanessentialfirststepinde-
signinginterventionsthatmightpreventorreducecaregiver
burdenanddepressionforthissubsetofcaregivers(Aranda&
Hayman-White,2001;Aranda&Peerson,2001).Thepurpose
ofthisstudywastoemployaprospectivelongitudinaldesign
withacohortofpatientsnewlydiagnosedwithcancertode-
scribethefactorsrelatedtocaregiverburdenanddepression
duringthefinalmonthsofthepatient’slife.Specifically,the
authorswantedtoknowabouttheeffectsofcaregiverage,
gender,education,relationshiptothepatient,employment
status,reportsofpatientsymptoms,patientcancertype,stage
ofcancer,andtimefromthepatient’sdiagnosistodeathon
caregiverdepressivesymptomsandburdenforcaregiversof
patientswithcancerattheendoflife.
Aninceptioncohortofpatientsnewlydiagnosedwith
cancerandtheircaregiverswasinterviewedtoobtaindataon
caregiverreactionsduringthelastmonthsofthepatients’lives
andtodeterminehowpatientandcaregivercharacteristicsaf-
fectedlevelsofcaregiverburdenanddepression.Focusingon
caregiversintheperiodimmediatelybeforethepatient’sdeath
hasseveraladvantages.First,basedonthedateofdiagnosis,
thedurationofcarewasknown,allowingexaminationof
datafromthesametimepointinthecaretrajectory.Second,
theintervalbetweenobservationanddeathspecificallywas
described.Third,allcaregiverobservationsweregatheredin
themonthspriortothepatient’sdeathinareal-timeapproach
ratherthanaretrospectiveview.

LiteratureReview
Typically,caregiverdistressisoperationalizedasdepres-
sionorburden.Caregiverdepressionisamooddisturbance
resultingfromthestressofprovidingcare(Fortinsky,Kercher,
&Burant,2002;Harris,Godfrey,Partridge,&Knight,2001)
thatmightbemanifestedasfeelingsofloneliness,isolation,
fearfulness,andbeingeasilybothered.Caregiverburdenis
considered“amultidimensionalbiopsychosocialreaction
resultingfromanimbalanceofcaredemandsrelativeto
caregivers’personaltime,socialroles,physicalandemotional
states,financialresources,andformalcareresourcesgiventhe
othermultiplerolestheyfulfill”(Given,Kozachik,Collins,
DeVoss,&Given,2001,pp.679–680).Together,caregiver
burdenanddepressionmaybeconsideredageneraldistress
responseforcaregivers.Althoughagreatdealofresearchhas
beenperformedoncorrelatesofdistressforcaregiverswho
areatvariouspointsinthecaretrajectory,littleworkhasbeen
donetoassesstheimpactofprovidingend-of-lifecareonthe
distressoffamilycaregiversofpatientswithcancer.Predictors

forcaregiverdistressinthegeneralcaregivingliteraturewere
reviewedtoidentifypotentialpredictorsofburdenanddepres-
sionforcaregiversofpatientswithcancerattheendoflife.

CaregiverDistress
Familymembersofpatientswithcancerexperiencedistress
asaresultofcaregivingroles,andthisdistresshasbeenshown
tocontinueovertimeandmaybeexacerbatedbychangesin
thepatient’scondition(Givenetal.,1993;Given,Sherwood,&
Given,2003;Given,Stommel,Collins,King,&Given,1990;
Northouse,Mood,Templin,Mellon,&George,2000;Nort-
house&Peters-Golden,1993;Oberst&Scott,1988;Raveis,
Karus,&Siegel,1998;Toseland,Blanchard,&McCallion,
1995).Theemotionalimpactofprovidingcareislinkedto
caregivernegotiationsofthecaregivingrolebecausecaregivers
maybeunfamiliarwiththecaretheymustprovideandmaynot
beawareoforabletouseavailableresources(Given&Given,
1992;Oberst,Thomas,Gass,&Ward,1989).
Thedistressresultingfromassumingtheroleofcaregiver
canbemanifestedasanxiety,depression,helplessness,bur-
den,andfear(Blank,Clark,Longman,&Atwood,1989;
Nijboer,Tempelaar,Triemstra,vandenBos,&Sanderman,
2001;Northouse,Dorris,&Charron-Moore,1995;Oberst
etal.,1989;Siegel,Raveis,Mor,&Houts,1991;Weitzner,
Moody,&McMillan,1997)andoftenisrelatedtoproviding
directcare,performingcomplexmedicalprocedures,coping
withdisruptionsindailyroutine,andnegotiatingtheneed
toprovideemotionalsupporttopatientsandotherfamily
members.Specifically,caregiversmayexperiencedistress
fromassumingtheresponsibilityforcommunicatingwith
healthcareprofessionals,managingsymptoms,administering
medications,performingmedicalornursingtreatments,and
handlingpatientbehavioralproblemsandemotionalreac-
tions(Given&Given,1991;Kurtz,Kurtz,Given,&Given,
1995;Kurtz,Kurtz,Stommel,Given,&Given,2002;Laizner,
Yost,Barg,&McCorkle,1993;Sarna&McCorkle,1996;
Schumacher,1996;Stommel,Given,Given,&Collins,1995;
Weitzner,Haley,&Chen,2000).

CorrelatesofCaregiverDistress
Caregiverdistressmaystemfromthereprioritizationor
relinquishmentofresponsibilitiesrelatedtochildcareand
employment,theprioritizationofhomecaredemands,andthe
negotiationandrenegotiationoffactorsrelatedtofamilialand
generationalrelationships(Lyons,Zarit,Sayers,&Whitlatch,
2002;Sales,1991;Weitzner,McMillan,&Jacobsen,1999).
Consistentlyreportedpredictorsforcaregiverdistressinclude
caregivergender(Northouseetal.,2000),levelofpersonal
andsocialsupport,patientfunctionalstatus(Stommel,Given,
&Given,2002;Williamson,Shaffer,&Schulz,1998),and
patientsymptomstatus(Clipp&George,1993;Foxall&
Gaston-Johannson,1996;Givenetal.,1993;Kozachiketal.,
2001;Kurtzetal.,1995;Nijboeretal.,2000,2001;Schulz,
O’Brien,Bookwala,&Fleissner,1995;Schumacher,Dodd,
&Paul,1993;Song,Biegel,&Mulligan,1997).Ingeneral,
femalecaregivers(Northouseetal.,2000;Sales,Schulz,&
Beigel,1992;Schulz&Williamson,1991)andcaregivers
withlowerlevelsofpersonalandsocialsupport(Williamson
etal.)experiencehigherlevelsofdistress.
Caregiverdistressresultingfromthepatient’sfunctional
statusinvolvesthecaregiver’slevelofassistancewithactivi-
tiesofdailyliving(ADL)(e.g.,eating,dressing,bathing)and
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instrumentalADL(IADL)(e.g.,householdtasks,shopping,
transportation).Decreasesinthepatient’sfunctionalstatus
increasetheamountoftaskswithwhichthepatientrequires
assistance.Caregiverswhomustassistwithmultipletasksor
withtasksthattheyfinddifficultorunappealing(e.g.,perform-
ingmedicalproceduresathome,toileting)maybeassociated
withhigherlevelsofdistress(Given&Given,1992;Kurtzet
al.,2001).Researchhasshownthatprovidingassistancewith
ADL(Vitaliano,Russo,Young,Teri,&Maiuro,1991)and
IADL(Gonzalez-Salvador,Arango,Lyketsos,&Barba,1999)
canincreasecaregiverdistress(Weitzneretal.,1999).
Thepatient’ssymptomstatus(includingnumber,type,and
severityofsymptoms)alsocanaffectcaregiverdistress(Giv-
en,Given,Azzouz,Kozachik,&Stommel,2001).Assymptom
distressincreasesandresultsindepressivesymptomsandde-
teriorationsinthepatient’squalityoflife(Sarna,1993,1998;
Sarna&Brecht,1997),functionallimitationsmayincrease,
therebypossiblyincreasingcaregiverresponsibilitiestohelp
managesymptomsandassistwithfunctionallimitations.
Patientsymptomstatusrequirescaregiverassistancenotonly
withrecognizingemergingandchangingsymptomsrelatedto
thediseaseanditstreatmentbutalsowiththemanagementof
thesymptomsinvolvingthepatient’squalityoflife(Kozachik
etal.,2001;Nieboeretal.,1998;Williamsonetal.,1998).For
thepatientwithadvanceddisease,familyassistancewith
symptomsmayincreaseasthepatient’sdiseaseprogresses
andthepatient’shealthdeclines.Inaddition,caregivershave
varyingemotionalreactionstopatientsymptoms,whichcan
causedistressasthepatient’shealthdeclines(Carey,Oberst,
McCubbin,&Hughes,1991;Toselandetal.,1995).

CaregiverDistressRelatedtothePatient’s
EndofLife
Muchofthereportedworkoncaregiverdistresshasfocused
oncaregiversatvariouspointsinthecaretrajectory,caregivers
intheperiodfollowingthedeathofalovedone,orcaregivers
ofpatientswithadvanceddisease(withoutreferencetothe
timepointofthepatient’sdeath).Wyatt,Friedman,Given,
andGiven(1999)studiedthefamilycaregiversofterminally
illpatientswithinthreemonthsafterthepatient’sdeath.This
workisasignificantcontributiontounderstandingtheburden
thatfamilycaregiversfaceinthefinalstagesofpatientlife.
However,interviewingcaregiversafterthepatienthasdiedcan
beproblematicbecausecaregivergriefmaycloudmemories
andexpressionsofburdenanddepression.Thedifferentcoping
strategiesthatcaregiversrelyontocontrolemotionaldistress
andnegotiatetheimpactofafamilymember’sdeathalsomay
affectthemannerinwhichcaregiversreporttheirlevelsof
burdenpriortopatientdeath.
Cameron,Franche,Cheung,andStewart(2002)examined
familycaregiversofpatientswithadvancedcancerandfound
that,regardlessoftheamountofcareprovided,theemotional
distressthatthecaregiversexperiencedwhenprovidingcare
limitedtheirabilitytoparticipateintypicaldailyactivities
(i.e.,work,recreation,andsocialevents).Thisfindingsug-
geststhatemotionaldistressmayoccursomewhatindepen-
dentlyoftheobjectivetasksandpotentialburdenimposedby
thedemandsofcaregiving.Inmanysubtleways,advanced
diseasemaysignalcaregiversthatpatientdeathisimminent
and,despiterelativelyfewdemandsforcare,mayleadto
emotionaldistressamongcaregivers.Exceptforgender,
sociodemographiccharacteristicshavebeenlesslikelytobe

associatedwithemotionaldistress,althoughCameronetal.
foundthatthosecaregiverswithlessthanahigh-schooledu-
cationweremoredistressedthanthosewithhigherlevelsof
education.Thisworkemphasizesthehypothesisthatreactions
toprovidingcaremaydifferalongthecaretrajectory.
Thepreviouslydescribedresearchexaminedtheeffectof
caregiverandpatientcharacteristicsoncaregiverdistressfrom
thecaregiver’sperspectiverelatedtochallengesintakingon
thecaregiverrole,caregiverandpatientdemographics,and
tasksofcare.However,caregivingstudiesthatexaminethe
factorsassociatedwithdistressforcaregiversofpatientswith
cancerattheendoflifearelargelyabsent.Mostresearch
hasemployedacross-sectionaldesignandhasnotincluded
thelengthoftimefrominterviewpointtopatientdeathasa
potentialpredictorofcaregiverdistress.Determininghow
caregiverdistressisaffectedasthepatientnearstheendoflife
wouldallowpractitionerstochangeandmodifyinterventions
accordingtothepatient’strajectoryofdiseaseandimplement
appropriateinterventionstoimprovecaregiverhealth.

ConceptualFramework
Theprimaryframework(basedontheworkofGivenand
Given[1991,1994])positstheperspectivethattoadequately
analyzetheeffectsofend-of-lifecareforpatientswithcancer
onfamilycaregivers,theinteractionofpatientandcaregiver
characteristicsmustbeconsideredalongwiththepatient
symptomexperience.Nijboeretal.’s(2001)familycaregiver
modelcontributestothisframework.Inapplyingthisframe-
work,examininghowpatientandfamilycharacteristics,the
caresituation(demands),andthecareprocessinfluencepa-
tientandcaregiveroutcomesispossible.Thismodelsuggests
thatcaregiverreactionstocaresituationsaremultidimensional
andincludestheimpactondailyschedule,financialconcerns,
involvementincare,andlossofself-esteemaboutcaring.This
perspectiveguidedtheauthorsinexamininghowcaregiver
andpatientcharacteristics,patientsymptomexperiences,
lossesinpatientfunction,andotherdemandsonthecaregiver
affectlevelsofcaregiverdistressandmanifestascaregiver
depressivesymptomsandburden.
Thisstudyfocusedonhowpatientandcaregivercharac-
teristicsinteractwithpatientsymptomsaswellashowthis
interactionaffectscaregiverburden(scheduleandabandon-
ment)anddepressivesymptoms.Further,thisworklooked
attimetodeathasapatientcharacteristicthatcontributes
tocaregiverburdenanddepressivesymptoms.Caregiver
relationshipstopatientsandthesiteofthecanceralsowere
examinedasinfluencesoncaregiveroutcomes.Caregiver
depressivesymptomsatthestartofcarealsowereconsidered
asacaregivercharacteristic.

Methods
Design
Thissecondaryanalysiswasperformedonaprospective,
longitudinalstudyofpatientsfollowinganewdiagnosisof
cancer.

Sample
Thestudysampleconsistedof152English-speaking
caregiversofpatientsdiagnosedwithbreast,colon,lung,or
prostatecancerwhohaddied.Toqualifyforparticipationin
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thestudy,thecaregivershadtobefamilymembersandtheir
patientshadtohavereceivedadiagnosisofcancerwithin
eightweekspriortostudyenrollmentandbereceivingche-
motherapy.Patientsandcaregiverswereaccruedfrom24
communityoncologysitesinthemidwesternUnitedStates.
Nursesemployedbytheprojectidentifiedpatientswhomet
thecriteriaandexplainedthestudytothepatientsandtheir
familycaregivers.Ifpatientsandtheircaregiversagreedto
participate,theywereaskedtosignconsentformsandwere
enrolledinthestudy.Datacollectionconsistedoftelephone
interviewsat6–8(timeI),12–16(timeII),24–30(timeIII),
and52weeks(timeIV)afterenrollment.Duringthetelephone
interviews,sociodemographicanddisease-relatedinformation
wascollectedandmeasuresofpatientsymptoms,caregiver
burden,andcaregiverdepressivesymptomswereobtained.At
theendofthestudy,auditsofpatientmedicalrecordswere
conductedtoverifysiteandstageofdisease,aswellastreat-
mentdata,andstatedeathcertificateswerereviewedtoverify
thedeathofpatients.Approvalfromtheinstitutionalreview
boardateachparticipatingsiteandeducationalinstitutionwas
obtainedbeforethebeginningofthestudy.

Measures
Datacollectedincludedgeneralsociodemographicinfor-
mation,caregiveremploymentstatus,patientstageofcancer,
caregiver-patientfamilyrelationship,caregiverreportofnum-
berofpatientsymptoms,caregiverdepressivesymptoms,and
caregiverburden.Sociodemographiccharacteristics,including
caregiverage,gender,education,relationshiptopatient,and
employmentstatus,werecollectedattheintakeinterview.
Stageofdiseaseatdiagnosis(I–IV)wasobtainedfrom
patientmedicalrecordsandcollapsedintoearlystages(I–II)
andlatestages(III–IV).Caregiverreportsofthenumberof
patientsymptomswerecollectedatallobservationsusinga
symptomchecklist;thepossiblerangewas0–17symptoms.
Scoreswerecalculatedbyaddingthenumberofsymptoms
thatcaregiversreportedobservinginpatientsduringtheprevi-
oustwoweeks.Symptomsincludedpain,fatigue,insomnia,
nausea,anorexia,diarrhea,andconstipation,aswellasother
symptomsreportedfrequentlybypatientsattheendoflife.
Thefinalinterview,immediatelypriortopatientdeath,was
classifiedas1–4,with1identifyingpatientswhodiedbe-
tweentimesIandII,2identifyingpatientswhodiedbetween
timesIIandIII,3identifyingpatientswhodiedbetween
timesIIIandIV,and4identifyingpatientswhodiedfollow-
ingtimeIV.Classification4hadthelargestvariationbecause
patientscouldhavediedatanytimefromtheendobservation
(i.e.,thefinaltelephoneinterviewconductedat52weeks
followingdiagnosis)throughthefour-yearstudyduration.
Datesofdeathwereconfirmedbymatchingpatients’names,
addresses,andsocialsecuritynumberswiththeirMichigan
deathcertificates.
Caregiverdistresswasoperationalizedascaregiverdepres-
sivesymptomsandburden,andstandardizedtoolswereused.
Caregiverdepressivesymptomsattheobservationbefore
patientdeathwereevaluatedusingtheCenterforEpidemio-
logicalStudies–Depression(CES-D)Scale(Radloff,1977;
Radloff&Teri,1986),awidelyused20-itemassessmentof
depressionsymptoms.Itemsinthisinstrumentarescoredon
a0–3scalewhere0indicates“rarelyornoneofthetime,”1
indicates“someofthetime,”2indicates“mostofthetime,”
and3indicates“almostallofthetime.”Thesumacrossthe

20itemsrepresentsthelevelofdepressivesymptomatology.
Respondentswereaskedhowtheyfeltinthepastmonth
(e.g.,“Wereyoubotheredbythingsthatusuallydonotbother
you?”).Thecompositescorewas0–60,withhigherscores
representinggreaterdepressivesymptomatology;thealpha
coefficientforthisinstrumentexceeded0.87.
Toassesscaregiverlevelsofburdenrelevanttothosecar-
ingforpatientswithadvanceddiseaseattheinterviewprior
topatientdeath,twosubscalesfromtheCaregiverReaction
Assessment(CRA)wereemployed(Givenetal.,1992).The
CRAisafive-subscaleinstrumentdesignedtomeasurecare-
giverburdeninmultipledimensions,whichhasprovenvalid
andreliableincancerandnoncancercaregiverpopulations
(Givenetal.,1992;Nijboer,Triemstra,Tempelaar,Sander-
man,&vandenBos,1999;Stommel,Wang,Given,&Given,
1992).Twofive-itemLikert-type(stronglyagreetostrongly
disagree)burdensubscaleswereusedtoassesstheimpactof
providingcareoncaregiverdailyschedulesandtoevaluate
caregiversenseofabandonmentbyotherfamilymembers.
Higherscoresrepresentgreaterlevelsofperceivedburden
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Table1.SociodemographicCharacteristicsofCaregivers
andPatients

Characteristic

Caregivergender(N=152)
Male
Female

Relationofcaregivertopatient(N=132)
Spouse
Daughterorson
Daughter-orson-in-law
Sisterorbrother
Granddaughterorgrandson
Nieceornephew
Other

Caregiveremploymentstatus(N=147)
Employedfull-time
Employedpart-time
Homemaker
Retired
Notemployed

Caregiverage(N=139)
25–34
35–44
45–54
55–64
65–74
75–84

Patientprimarycancersite(N=143)
Breast
Colon
Lung
Prostate

Patientcancerstage(N=130)
Early
Late

Whenpatientdied(N=152)
BetweentimesIandII
BetweentimesIIandIII
BetweentimesIIIandIV
AftertimeIV

n

125
127

188
128
117
111
111
112
115

126
115
135
163
118

112
113
123
136
150
115

119
118
101
115

148
182

135
141
137
139

Note.Becauseofrounding,notallpercentagestotal100.
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(Givenetal.,1992;Nijboeretal.,2001).Cronbach’salpha
forthesetwosubscalesexceeded0.80atallfourmeasure-
mentpoints(i.e.,6–8,12–16,24–30,and52weeksfollowing
diagnosis).

Analyses
Categoricalvariableswereevaluatedandclassifiedtode-
scribethesampleofpatientsandcaregivers.Then,aseries
ofunivariatecorrelationswaspreparedtoevaluatemultico-
linearityamongthepredictorvariablesandtodeterminethe
uniquenessofeachdependentvariable.Noneofthepredictor
measureswaseliminatedbasedonhighlevelsofassociation
withoneanother.
Thethreedependentvariablesexhibitedsurprisinglylow
correlations.Thecorrelationsbetweencaregiverburden(im-
pactofcaringoncaregiverdailyscheduleandcaregiversense
ofabandonment)withlevelsofdepressivesymptomswere
0.14and0.06,respectively.Impactoncaregiverscheduleand
senseofabandonmentwascorrelatedat0.26.Thesemodest
levelsofassociationledtotheconclusionthateachmeasure
seemstotapintoadifferentcomponentofcaregiverreactions
tocaringforpatientsapproachingtheendoflife.

Totesttheresearchquestions,aseriesofmultivariatere-
gressionswascalculated.Eachvariablewasassessedalong
withanumberofinteractionterms.Althoughallvariablesand
theirinteractionsweretestedforeachoutcomevariable,only
thosevariablesthatweresignificantorpartofaninteraction
termwereretainedinthefinalmodelandusedtoexplainthe
outcomevariables.Finally,theequationsfortheimpactof
caringoncaregiverdailyscheduleandsenseofabandonment
werererunwithcaregiverdepressivesymptomsatbaseline
addedasacovariatetodescribehowtheoriginalsetofpredic-
torsexplainedthetwodimensionsofcaregiverburdenafter
adjustingforadepressiveeffect.Usingtheseanalyses,the
followingrelationshipswereexamined:(a)howthenumber
ofpatientsymptomsidentifiedbycaregiversislinkedtocare-
giverreportsofdepressivesymptomsandburden,(b)how
timefollowingdiagnosis—apotentiallyimportantcovari-
ateaccountingforthetimethatcaregiverswereinvolvedin
care—couldexplaincaregiverdistress(caregiverdepressive
symptomsandburden),(c)howseveralimportantinteraction
terms(e.g.,sitesofcancer,caregiver-patientrelationship)
togethermightaffecttheoutcomesofdepressivesymptoms
andburden,and(d)how,aftercontrollingfordepressive

n

20
93

69
26

18

32
29
47
13

11
11
19
24
38
11
14

18
16
71
13

37
57

24
28
30
31
–

Table2.SummaryStatisticsforCaregiverDepression,Abandonment,andImpactonScheduleatTimePriortoDeath

Characteristic

Caregivergender
Male
Female

Relationofcaregivertopatient
Spouse
Daughterorson(ordaughter-
orson-in-law)
Other

Caregiveremploymentstatus
Employedfull-orpart-time
Homemaker
Retired
Notemployed

Caregiverage
25–34
35–44
45–54
55–64
65–74
75–84
Missingdata

Patientprimarycancersite
Breast
Colon
Lung
Prostate

Stageofpatientcancer
Early
Late

Whenpatientdied
BetweentimesIandII
BetweentimesIIandIII
BetweentimesIIIandIV
AftertimeIV
Missingdata

Depression
—
X

12.96
15.30

14.24
17.97

15.10

15.34
14.26
14.87
17.40

16.00
14.17
17.91
14.25
14.74
15.69
–

10.25
13.18
16.29
10.43

12.90
14.70

18.60
14.03
15.58
12.59
–

SD

19.16
19.08

18.62
19.26

13.70

10.20
16.92
19.55
12.20

–
15.76
11.30
16.74
18.70
12.30
–

17.89
19.48
19.28
17.86

19.07
17.79

19.39
18.60
10.50
17.48
–

n

123
105

175
129

110

135
131
154
115
1
111
112
122
128
142
113
121
1
118
117
183
114

142
166

125
135
131
137
124

Abandonment
—
X

1.98
2.12

1.85
2.70

2.25

2.36
2.20
1.83
2.33

2.00
2.64
2.58
2.02
1.82
2.00
–

2.30
2.14
2.06
2.03

2.18
2.09

2.23
2.07
1.97
2.13
–

SD

0.68
0.30

0.65
0.95

0.35

0.90
0.79
0.59
1.22

–
0.92
0.98
0.67
0.53
0.79
–

0.81
0.96
0.78
0.53

0.79
0.79

0.93
0.80
0.68
0.73
–

n

20
93

69
26

18

32
29
47
13

11
11
19
24
38
11
35

18
16
71
13

37
57

24
28
30
31
–

ImpactonSchedule
—
X

2.86
3.03

2.84
3.45

3.00

3.11
3.15
2.80
3.73

2.20
3.55
3.44
2.93
2.81
2.98
–

2.65
2.99
3.14
2.54

3.15
2.88

3.08
2.99
2.90
3.04
–

SD

0.64
0.80

0.67
0.89

0.65

0.86
0.72
0.69
0.99

–
0.69
0.91
0.74
0.71
0.49
–

0.45
0.82
0.76
0.74

0.83
0.71

0.78
0.71
0.70
0.91
–D
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symptoms,otherfactorsaffectcaregiverburdenandwhat
levelofimportancecanbeassignedtodepressioninexplain-
ingburden.

Results
SampleCharacteristics
Table1displaysthesample’scharacteristics.Eighty-four
percentofthecaregiverswerefemale,73%were55years
ofageorolder,and28%wereemployed.Spousesmadeup
65%offamilycaregivers;daughters,sons,anddaughters-and
sons-in-lawwerethenextmostfrequentrelationshiptothe
patient(26%).Mostofthepatientswhodiedhadlungcancer,
andmostofthepatientsenteredthestudywithadiagnosisof
late-stagecancer.Becauselungcancercontributedto70%of
alldeaths,siteofcancerwascollapsedintolungcancerand
allothersites.
Meanscoresforcaregiverdepressivesymptoms,impacton
caregiverschedule,andcaregiversenseofabandonment(the
burdenmeasures)arepresentedinTable2,brokendownby
caregivercharacteristics.Thecorrelationsamongthenumberof
patientsymptomscaregiversobservedandtheoutcomevariables
were0.33fordepression,0.23forimpactondailyschedule,and
0.04forcaregiversenseofabandonment(notshown).
Overall,thesampleappearedtohavemoderatetohigh
levelsofdepressivesymptomatology;caregiversinthestudy
haddepressionscoresontheCES-Datornearthecutoffof
16forclinicaldepression.Femalecaregiversweremorede-
pressedthanmalesandwereveryclosetoanaveragemean
scoreof16.Adultchildrenprovidingcarehadscoresthat
wereclearlyhigherthanthecutoffforclinicaldepression.
Caregiverswhowereemployedandthosewhowereunem-
ployedbutlookingforwork(datanotshown)weremore
depressedthanthosewhowereunemployed.Caregiversof
patientswithlungcancerweremoredepressedthancaregiv-
ersofpatientswithothercancers.Caregiversofpatientswho
diedbetweenintakeandtimeIIwerethemostdepressed.
Ofthecaregiversofpatientswhodiedwithinthefirstthree
timeperiodsofthestudy,thecaregiversofpatientswiththe
shortesttimetodeathhadthehighestlevelsofdepressive
symptoms.
Comparisonscoresforimpactonscheduleandsenseof
abandonmentsuggestthatcaregiversdidnotperceivethat
caringforpatientshadaffectedtheirdailyscheduleorthat
otherfamilymembershadabandonedthem.Scoresranged,
onaverage,betweentwoandthree,withnoneexceedingfour
onafive-pointscale.Theimpactonschedulewashighestfor
femalespouses,adultchildren,unemployedcaregivers,care-
giversofpatientswithlungcancer,andcaregiversofpatients
withearly-stagedisease.

CaregiverDepressiveSymptoms
Theregressionmodelforpredictorsofcaregiverdepressive
symptomsattheobservationpriortopatientdeathispresented
inTable3.Thismodelaccountedfor31%ofthevariance
incaregiverdepressivesymptoms;theoverallmodelwas
statisticallysignificantatp<0.01.Table4describeslevels
ofcaregiverdepressivesymptomsasthenumberofpatient
symptomsincreases.Mostcaregiversreportingsevenormore
patientsymptomsscoredhigherthan16onthedepression
measure,suggestingthattheyexceededthethresholdofrisk
forclinicaldepressionontheCES-D.

Table5includesmeancaregiverdepressionscoresforeach
significantpredictorandeachinteractiontermadjustedfor
allothercovariates.Inthetimepriortopatientdeath,spouse
caregiverswerelessdepressedthanadultchildornonspouse
caregivers.Spousecaregiversofpatientswithlate-stagedis-
easeweremoredepressedthanspousescaringforpatients
withearlierstagedisease.Nonspouseandadultchildrencar-
ingforpatientswithearly-stagediseaseweremoredepressed
thanunemployedadultchildren.Unemployedspouseand
nonspousecaregiversofthesamegenerationastheirpatients
alsoweremoredepressedthanemployedspouseandnon-
spousecaregivers.Employedadultchildrenweresignificantly
moredepressed.Forpatientswithlungcancer,nonspouses
weremoredepressedthanspousecaregivers.

Note.Amountofvarianceexplained31%ofcaregiverdepressivesymptoms.

Table3.RegressionModelforCaregiverDepressionPrior
toPatientDeath

Variable

Numberofpatientsymptoms
Familyrelationship
Lungcancer
Stageofpatientcancer
Caregiveremploymentstatus
Familyrelationshipandcancer
stage
Familyrelationshipandemploy-
ment
Familyrelationshipandlungcan-
cer
Timeofpatientdeath
Cancerstageandemployment
Lungcancerandemployment
Numberofpatientsymptomsand
familyrelationship
Familyrelationship,numberof
symptoms,andstage

df

1
2
1
1
1
2

2

2

3
1
1
2

1

Sumof
Squares

433.24
102.31
147.61
132.43
111.37
494.59

436.23

318.75

154.97
386.82
204.56
267.39

220.53

F

7.45
0.88
0.82
2.28
0.02
4.25

3.75

2.74

0.31
6.65
3.52
2.30

3.79

p

0.00
0.41
0.36
0.13
0.87
0.01

0.02

0.07

0.82
0.01
0.06
0.10

0.05

SD

16.55
16.31
16.07
18.32
10.50
16.48
10.92
11.38
15.51
19.43
17.02
15.29

Table4.NumberofPatientSymptoms,NumberofCaregivers,
andCaregiverDepressionScores

CaregiverReportof
PatientSymptoms(n)

11
12
13
14
15
16
17
18
19
10
11
12

Caregivers(n)

17
13
11
14
18
17
10
18
13
16
13
15

—
X

18.16
10.07
12.70
12.42
15.00
12.40
17.13
20.75
19.64
19.17
12.00
20.00

Note.Possiblescoresrangefrom0–60;higherscoresindicatehigherdepres-
sivesymptomatology.

CaregiverDepressionScores
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Caregiveremploymentstatus,patientstageofcanceratthe
timeofdiagnosis,andpatient’ssiteofcancerdiagnosisappear
toexplainvariationsinlevelsofreporteddepressivesymptoms
atthetimepriortopatientdeath.Foremployedcaregivers,
later-stagepatientdiseasewasassociatedwithhigherlevels
ofdepressivesymptoms,whereasearly-stagepatientdisease
wasassociatedwithhigherlevelsofdepressivesymptoms
forunemployedcaregivers.Thispatternextendstositeas
well:Employedcaregivershadmoredepressivesymptoms
whencaringforpatientswithcancersotherthanlungcan-
cer;unemployedcaregivershadmoredepressivesymptoms
whencaringforpatientswithlungcancer.Thesedifferences
mightberelatedtocaregiverrelationship(i.e.,spouseversus
nonspouse),butsame-generationcaregiverswhowerenot
employedcontrastedwithadultchildrenwhowereemployed.
Betweenspouseandemployednonspousecaregivers,later
stageandpatientdiagnosisotherthanlungcancerappeartobe
relatedtodepressivesymptoms;however,betweenspouseand
employednonspousebutsame-generationcaregivers,early-
stagediseaseandalungcancerdiagnosisappeartoberelated
todepressivesymptoms.Later-stagediseaseandnumbersof
symptomsapproachedbutdidnotreachsignificance.Thus,
thenumberofpatientsymptomsoverridingtherelationship
topatientandemploymentstatusseemsunlikelytobean
“ultimate”predictorofdepressivesymptoms.

CaregiverBurden
Predictorsofcaregiversenseofabandonment(burden)by
familymembersarelistedinTable6.Thismodelexplains
60%ofthevariationinsenseofabandonment;theoverall
modelissignificant(p<0.00).Variationinthesenseof
abandonmentdimensionofburdenclearlyisexplainedalmost
entirelybyfamilyrelationship:Spousesreportedvirtuallyno
senseofabandonment(

—
X=1.6),whereasnonspouses(

—
X=

2.0)andadultchildren(
—
X=2.8)reportedconsiderably

morefeelingsofabandonment.Femalecaregiversreported
astrongersenseofabandonment(

—
X=2.4)thanmalecaregiv-

ers(
—
X=1.9).Noneoftheothertermsreachedsignificance,

andtheimpactoftheinteractiontermswasmodestandnot
significant.
Table7containsthevariablesusedtoexplain61%ofthe
variationinreportedimpactoncaregiverdailyschedule.
Theoverallmodelwashighlysignificant(p<0.00).Table
8liststheadjustedmeansforperceivedimpactoncaregiver

schedulebynumberofpatientsymptoms.Again,increasing
symptomsledtogreaterimpactonschedule.Familyrelation-
shipalsoexplainedsignificantvariationsinperceivedimpact
oncaregiverdailyschedule.Spousecaregiversreportedthe
lowestimpact,whereasadultchildrenreportedthehighest
impactondailyschedule.Familymemberscaringforpatients
withearly-stagediseasealsoreportedhighlevelsofimpact
ondailyschedule.
Numerousvariablesoriginallythoughttoexplaincaregiver
burdenanddepressivesymptomsintheperiodimmediatelypre-
cedingpatientdeathwereevaluatedbutnotincluded.First,as
reportedbythecaregivers,limitationsinADLandIADLwere
evaluated.Althoughpatientswereclosetodeath,virtuallyall
caregiversreportedthatpatientswereindependentwithregard
totheseactivities.Neitherofthesemeasuresrevealedvariation
amongthesampleofpatients.Thecorrelationbetweenlimita-
tionsinADLorIADLandsymptomatologyasreportedbythe
caregiverswasweaktononexistent;thus,thesemeasureswere
excludedfromtheanalyses.However,thesevariablessuggest
thatpatientswithcancerundergoingtreatmentandpatients
withcancerinthefirstyearfollowingdiagnosismayexperience
fewlimitationsinactivitiesintheimmediateintervalpriorto
theirdeath,whichiscontrarytocommonbelief.Inthemonths
precedingdeath,patientswithcancerinthisstudywerenotas

—
XDepressionScore

12.4

15.2
19.6

18.9
15.9

12.8
12.0

Table5.AdjustedDepressionMeansforSignificantPredictorsandInteractions

Predictor

Totalmeandepression
Stageofcancer
Early
Late

Caregiveremploymentstatus
Employed
Unemployed

Siteofcancer
Lung
Notlung

n

69

21
41

17
66

51
20

CaregiverIs
thePatient’sSpouse

—
XDepressionScore

18.7

12.5
15.0

15.3
12.2

11.3
16.1

CaregiverIsthePatient’s
NonspouseorNonchild

n

8

5
5

2
7

4
6

—
XDepressionScore

12.7

15.7
10.2

18.8
16.6

18.4
11.9

CaregiverIs
thePatient’sAdultChild

n

26

13
19

22
17

36
14

p

<0.16
<0.00
<0.35
<0.50
<0.13
<0.06
<0.08

<0.11

<0.15

Table6.RegressionModelforCaregiverSenseofFamily
AbandonmentPriortoPatientDeath

Variable

Numberofpatientsymptoms
Familyrelationship
Stageofpatientcancer
Caregiveremploymentstatus
Timeofpatientdeath
Caregivergender
Timeofpatientdeathandcare-
givergender
Familyrelationshipandstageof
patientcancer
Caregiveremploymentstatus
andwaveofpatientdeath

df

1
2
1
1
3
1
3

2

3

Sumof
Squares

10.92
10.40
10.40
10.20
12.71
11.68
13.29

12.08

12.49

F

11.99
11.18
10.88
10.45
11.94
13.63
12.36

12.21

11.79

Note.Amountofvarianceexplained60%ofcaregivers’senseofabandonment.
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“disabled”ordependentasotherreportedliteraturesuggests
(Sarna&McCorkle,1996).

Discussion
Incontrasttoearlierwork,caregiversinthisstudyreported
levelsofdepressivesymptomsthat,inmanyinstances,equaled
orexceededthresholdsforclinicaldepressionontheCES-D
Scale(Given,Given,Helms,Stommel,&DeVoss,1997).
Patientsymptomsplayedacriticalroleinaccountingfor
levelsofcaregiverdepressivesymptoms:Alinearrelationship
existedbetweenanincreasingnumberofpatientsymptoms
reportedbycaregiversandlevelofdepressivesymptoms.
TheamountofassistancewithADLandIADLprovidedby
thecaregiverandpatientdiseasestatuswasnotpredictiveof
caregiverdepressivesymptoms.
Anassociationemergedbetweenlevelsofdepressivesymp-
tomsandcaregiver-patientrelationships.Caregiveremploy-
mentstatuswasalsoadepression-relatedvariable:Employed
sonsanddaughtersreportedhigherlevelsofdepressive
symptomsthantheirunemployedcounterparts.Incontrast,
employedspousesreportedlowerlevelsofdepressivesymp-
tomsthanthosespouseswhowereunemployed.Thisfinding
suggeststhatemploymentoutsidethehomemayactasa
buffertoorasrespitefromthecareexperienceforspouses.
However,thisstudyalsosupportsearlierresearchsuggesting
thatemploymentaddstooveralllevelofpsychologicaldis-
tressbecauseofthewaysthatcaregiversnegotiatecaregiving
andemployment,includingwithdrawalorabsencefromwork
and/orreductioninworkproductivity(Givenetal.,1994).
Employmentandstageofpatientcancerhadaninteractiveef-
fectoncaregiverdepressivesymptoms:Employedcaregivers
whosepatientswerediagnosedwithlungcancerorlater-stage
diseasereportedhigherlevelsofdepressivesymptomsthan
othercaregivers.Incontrast,theamountofassistancewith
ADLandIADLprovidedbythecaregiverwasnotpredictive
ofcaregiverdepressivesymptoms.
Perhapsthemostnotablefindingwasthehighlevelof
depressivesymptomsreportedbycaregiversinthepresence
ofrelativelylowlevelsofreporteddemandsofcare.These
findingsareconsistentwiththoseofArandaandHayman-
White(2001)andArandaandPeerson(2001),whofound

thatcaregiverdepressionandburdencanexistinthepresence
oflowerlevelsofpatientdependence.Therelativeindepen-
denceoftheseconstructsisconfirmedbyweakcorrelation
andbythefactthatdepressivesymptomsfailedtoexplainthe
burdenfactors(i.e.,senseofabandonment,impactofcaring
ondailyschedule).Thus,caregiverlevelsofemotionaldis-
tress—atleastamongthegroupofcaregiversofpatientswith
cancerattheendoflifeincludedinthisstudy—comefrom
theirrelationshiptotheirpatient,theoutsidedemandsplaced
onthemthroughemployment,andthenumberofsymptoms
theyperceivedthepatienttobeexperiencing.

Limitations
Themajorlimitationofthisstudyisintheareaofgeneraliz-
ability.Themajorityofthesampleconsistedofwomenolder
than55.Generalizingresultstomalecaregivers,caregiversof
varyingethnicgroups,andyoungercaregiversisnotpossible
fromtheseresults.Notingtheroleofemploymentinaffecting
burdenanddepressivesymptoms,youngercaregiverswho
arelessestablishedintheirprofessionalcareersand,thus,
lesslikelytobeabletomakeadjustmentsinoccupational
obligationsmaysufferhigherlevelsofburdenrelatedtoim-
pactonschedule.Thegroupasawholehadmoderatetohigh
levelsofdepressivesymptoms.Theimpactofcaregiverand
patientcharacteristicsoncaregiverburdenanddepressionfor
caregiversofpatientsattheendoflifewhohavelowlevelsof
depressivesymptomsislessclear.

ConclusionandRecommendations
Caregiverswhoidentifytheirpatientsasexperiencingmany
cancer-andtreatment-relatedsymptomsaremorelikelyto
reacttothecaregivingsituationinwaysthatcontributeto
burdenanddepression.Exceptfornumberofpatientsymp-
toms,burdenanddepressionprimarilywereassociatedwith
caregiverfactorsratherthanpatientcharacteristics.This
associationindicatesthathealthcareprofessionalsmaybe

p

0.05
0.00
0.00
0.67
0.12
0.26
0.27
0.10
0.12

0.08

Table7.RegressionModelforCaregiverPerceivedImpact
ofCaringonDailySchedulePriortoPatientDeath

Variable

Numberofpatientsymptoms
Familyrelationship
Stageofpatientcancer
Caregiveremploymentstatus
Timeofpatientdeath
Caregivergender
Lungcancerdiagnosis
Caregivergenderandlungcancer
Caregivergenderandtimeofpa-
tientdeath
Caregiveremploymentstatusand
timeofpatientdeath

df

1
2
1
1
3
1
1
1
3

3

Sumof
Squares

1.36
4.07
2.74
0.06
2.13
0.45
0.43
0.95
2.17

2.46

F

3.83
5.69
7.67
0.18
1.99
1.26
1.21
2.68
2.02

2.29

Note.Amountofvarianceexplained61%ofimpactoncaregiverdailyschedule.

Table8.RelationshipBetweenIncreasingNumberofPatient
SymptomsandCaregiverPerceivedImpactofCaringon
DailySchedule

CaregiverReportof
PatientSymptoms(n)

10
11
12
13
14
15
16
17
18
19
10
11
12


Caregiver(n)

12
17
13
11
14
18
17
10
18
13
16
13
15

—
X

1.60
2.83
2.62
2.60
3.23
2.87
3.04
3.11
3.16
3.27
3.33
4.00
3.90

SD

0.30
0.46
0.71
0.69
0.93
0.54
0.75
0.72
0.76
0.85
0.76
0.32
0.42

Note.Possiblescoresrangedfrom1–5.

PerceivedImpacton
DailySchedule
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abletopredictand,ideally,moderatecaregiverreactionsto
providingcarebyidentifyingcaregiversatrisk(resulting
from,forexample,theirrelationshiptothepatient)andby
helpingcaregiversevaluatefactorsthatmayincreasefeelings
ofburdensuchasemploymentpressures.
Adebateinthecaregivingliteraturecentersontherelation-
shipsbetweencaregiverburdenanddepression(Schulzetal.,
1995).Someresearchersarguethatburdenanddepression
arevirtuallysynonymous(Stommeletal.,1990),whereas
othersassertthattheyareuniqueconstructs(Gitlinetal.,
2003;Schulzetal.).Thisstudyfavorsthelatterargument;
thetwodimensionsofcaregiverburdenexploredhere,impact
onscheduleandsenseofabandonment,werenotrelatedto
caregiverdepression,buttheywereexplainedbydifferent
variables.Thus,althoughdepressionandburdenmaybeforms
ofcaregiverdistress,interventionsaimedatdecreasingburden
anddepressivesymptomsshoulddiffer.Consistentwiththe
findingsofCameronetal.(2002),aninabilitytomaintain
participationinusualactivitiesmayaccountforemotional
distressinyoungerornonspousecaregivers.
Inthisstudy,caregiverburdenanddepressionweresimilar
tothoselevelsreportedbycaregiversofpatientswithnonad-
vancedcancer(Givenetal.,1993,1997;Given,Given,Stom-
mel,&Azzouz,1999).Thisfindingsuggeststhatcaregiver
reactionsdonotincreasewithtime,atleastintheyearfollow-
ingtheinitiationofcaregiving,evenforcaregiversofpatients
withadvanceddisease.ThisstudysupportstheworkofGiven,
King,Collins,andGiven(1988),ChapmanandPepler(1998),
andSiegel,Raveis,Houts,andMor(1991)abouttheresponses
ofspousecaregiversbeinglowerandlessnegativethanadult
childrenbecauseofdifferencesinroleexpectations.
Thisstudyaddstopreviousworkbyemployingalongitudi-
nalapproachtoexamineoutcomesrelatedtocaregiverburden
(abandonmentandimpactonschedule)anddepressionwith
respecttoanobservationclosetothetimeofpatientdeath.
Useofaninceptioncohortallowedtheresearcherstofollow
caregiversfromtheonsetofthecaresituationandexaminetheir
reactionstoend-of-lifecarethroughoutthecaresituationus-
ingaprospective,ratherthanretrospective,method.Thestudy

hasimplicationsforresearchersandclinicians.Intheareaof
caregiverresearch,thisstudycontributestoamuchlargerneed
tocontinueresearchthatevaluatesfactorsrelatedtocaregiver
burdenanddepression.Moreresearchisneededtoexamine
howburdenanddepressionrelatebecausetheemotional,psy-
chological,physical,andfinancialeffectsofprovidingcarefor
alovedonewithaseriousdiseasesuchascancerarecomplex
andcomplicated.Futureresearchmustcontinuetoexaminethe
distinctionbetweenburdenanddepressionandexploreother
factorsthatmaycontributetonegativecaregiveroutcomesfor
thosecaringforpatientswithadvancedcancer.Ideally,research
focusedinthesedirectionswillallowinvestigatorstocreate,
test,andrecommendinterventionstohealthcareprovidersthat
willaffectthepathandpatternsofcareprovidedinthehome
byfamilycaregiversforpatientswithcancer.
Theresultsofthestudyareapplicabletohealthcareprac-
titionersintwoways.First,studydataindicatethatspecific
groupsofcaregiversareatriskfornegativeoutcomesand
thatidentificationofgroupsatriskrequiresthatpractitioners
beawareofsociodemographiccharacteristicsofcaregivers.
Interventionsdesignedtoimprovetheemotionalhealthof
caregiversofpatientswithcancerattheendoflifeshouldbe
targetedtoemployedadultchildrencaregivers,unemployed
spousecaregivers,andcaregiversofpatientswithlungand
later-stagecancers.Furthermore,studyfindingsemphasized
theinterrelationshipofcaregiverandpatientvariables,spe-
cificallythatpatientvariablescanaffectcaregiveroutcomes.
Thus,healthcarepractitionersshouldbeawarethatinterven-
tionsaimedatdecreasingsymptomseveritycouldaffect
caregiverburdenanddepression.Practitionersshouldtreatthe
patientandcaregiverasapatient-caregiverdyad,beawarethat
thecaregiverisatriskfromnegativeoutcomesfromcaregiver
andpatientcharacteristics,andbeawarethatconcernforwell-
beingshouldbegivennotonlytothepatientbutalsotothe
caregiverprovidingcareattheendoflife.
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