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Abstract

Objective—Family careyivers (FCGe) ~~=i;  for I ved ones v 1th luns cancer are at risk for
psychological distress and impair *d q.'ali‘y of J:Ze (QOL). This studv z.pintes the relationship
between FCGs’ distress, per the Distress Tkormometer (DT), and T CG<” D0, , burden, and
preparedness. The purpose is to ‘uentifs types of prchlers unique .o FGs 1 cancer care.

Methods—FCGs of patients di~gnosed with non-<~.all cc1l lung car cer 2<>CLC) \ 7ere recru“ed
from an adult outpatient setting at a comnrziensive e~z ver ¢ 3nter. Question~.ures inclnde.
demographic information, City of T wope QOT. 5cale-Fam'ly ¥ ersion, Ca egiv-. gurden “oa's,
FCG Preparedness, and DT. Baselin. uata were utilized for (1. analysis.

Results—Of the FCGs (N=163), 68% were ~pouses, 64° remale, and 34%, worl.cd full-ume.
FCG age ranged from 21 to 88 years w.th a me~z, 0ot'57 vozzz. FCGs cared ot ruiies with
NSCLC stage I-1II (44%) and stage IV (,0%). P<ychologieal distre.'s (DT mear = 4.47) \ ras
moderate. DT scores were highly correlated v 1th s-ven of the e1, ht e <planator: " va iabi s.
Secondary principal components analysis of the :xplanatory variible , combinec corre ai=d
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variables into three constructs identified as ¢ elf Care Comporont, F G Role Component, ar2

Corresponding Author: Rebecca Fujinami, RN, BA, OCN, CCM, Researcr Specialist. .y of T.ope - Nursing Research & Education,
1500 East Duarte Road, Duarte, CA 91010, Ph: 626/256-HOPE ext. 55489, Fax* £.0/201-8C +1, rfujinami@coh.org.

None of the authors have a financial disclosure or conflict of interest. V. would 1i’.e to tr ank the ca~_, ivers who provided the data.

AH Formatter V6.2 MR6 (Evaluation) http://www.antennahouse.com/


http://www.antennahouse.com/

Fujinami et al. Page 2

FCG Stress Component. S22 (s wutupie regi 2ssion of distress onto the three components
showed 4liey accounted for 49% of th~ < wiiawr ¢ in dstress.

Conclusion —Ti is exploration 0." FC\3s’ cor.cerns associated with elevated distress scores, as
measirec by th: D'\, helped identify thre~ component nrablem areas. These areas warrant further
psychusoc.al ass >zowent and in erver.aon to sz port FCG - as they care for the patient with cancer.

heyv ords

family raregiv_rs; lung cancer; oncology; distr ss ti <..nomete =; quality of life; caregiver burden

Intro2=cton
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Familv carecivere {TCGs) of p wtients *agnoscd with. nor. -small cell lung cancer (NSCLC)
have been shown to e tperience nigh levels »f d.stress -e'..ed to their caregiving role with
de ‘erio -atic®, over ume in psychological wel.-oeing and quality of life (QOL) [1]. The
psy-hologica’ distress and deterioration of OZL ui (he FCG often reflect the distress of the
pa*t:ent wih cancer [2. ?]. Distress of ths FCG =..; con nound as the challenges of the
cares,ving rol- ucrease. ~ogatively in pac.ing the F/°G’ . ability to provide optimal patient
care T2, 4]. Early ,creening of distress and - rel~id ner ds assessment should be a part of
corpretonsive care of families living with cancer.

In 2017, te Institute of MeZicn e (IOM) ¢ ,uducted ~ , c.-lot. g study to identify barriers to
psychcloe:cal care (1 oncolos;, practices. Wi a goal of itupre—ing psychological care, the
IOM recomaended “..egration of the psychosocial d-..iain int~ outine cancer care for
patients a1 d th ar families [5]. ThZ 1DM frame vork for Geuvey o€ care included
identificat on cf psychr-ucial needs, connection of patients Lud fa nilies to services to meet
those needs, support of n2*.cnts and families who ~.c managi=z ‘llnc s, and follow up of
effects of services provided. Use of a psychosociai <Z.eening ins*,umv nt that accurately and
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efficiently dete .. Licarun related psychose cial problems - as recorziuended as the first step in
this process [5].

Psychological distress h. s been r_cognized as an import ant 2. o1 asse ssi ent for cancer
patients. In 1999 the Mation~i Comprehersive Cancer Notwork (NCCN) doveloped and
introduced guideline: fe. distress managen ent .n patients *1th car<cr, whicn “cicdes
recommendations on how to monite: wne nature and level o.” aistress *..oughout tie cancer
trajectory [6]. The guideli=_s have be-.. updai=d . gularly anc define “isuere - a
multidimensional, unplezsar* cmotional expericnce that may . ten. from phv-.cal,
psychological, social and/or spiritual symr*,ins and -nay interfere v . one’s <Hilit 7 to cope
with cancer. The extent to which “.swress is eperienced may ran se fro.n feelings of sadness,
fear, and vulnerability to feel ngs of panic. Azpiessiv and anxiety, ~.ud faastential cricis [6].
The Distress Thermometer (D ') is rezcommen~2 < a means of rapic assc.. ment ad
screening for patients in distress [7). Th. DT depicts a 10 } oint therr won eter wili 0 = no
distress and 10 = extreme distress Th s is accompanic d by a Problem ".ist 0 "% epecific
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items organized within Pratical Prbleins, Familv T roble.ns, Spiritual/Religious Zoncerns.
and Physical Problems [6]. The oncclogy clinician ~.a then 22 the infor nation 2. wi»
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screening tools *~ r=cii ¢ fwiuier evaluati m of psychosocial needs followed by referral to
accest ible psychirsacial sericos (o).

Dis. ress screening, prime tily usins, the DT, has been conducted with FCGs. Whalen et al
repo1 ‘ed « n the strong »syche-aetric propert:cs of the DT with FCGs of patients with cancer
«nalyzing .ut-off sco. es fur sensiti~ iy and srzuficity for both anxiety and depression, using
HADS as th: sole criteri~z, measure [8 . Further study by this group evaluated DT scores in
ratient-_aregiver dyads. Th<, tounc tha. when at ! *ast one partner was distressed, the
preportion of dyads where both partr. 2rs 1cported d°_tress was the greatest, concluding that
dict=252 ( Toue partner relates t2 uistress in (ue other 19]. In another study, Chambers et al

r~

collectad 2200, iadion about distro,s levels. »<. the DT, of patients and FCGs in Australia

who called cancer help-lines and fr.d that the (yp.s o1 vroblems and unmet supportive care
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needs ner+h2 S0 L ttive Care Needs J'wssssn ent Tcol, associated with reports of distress
differed for the w0 o oups [10]. While the »yaticnts’ d.=%. css was associated with fears about
the fut re #..d lacs of control, the FCGs werc concerned with being able to deal with the
phy "icai and motional needs of the patient ..aking 'ife decisions in light of an uncertain
firare, a~.d balancing *.c1- own needs v ith th=,c o the Hatient [10].

P.obler, areas wh:_i1 are identified in he \'teratn=_ as bing strongly associated with distress
in 7CGs </ patients with cancer include 'ack of soriut suprart and resources [10-12], lack of
fam lial -ohesiveness [13], relationship discord 1], and c2* zgiver burden [15]. In 2007
Schunacl er et al examine? qua ity of FCC -patient “_iaucnsh15 and preparedness for
caregiyirz as pot<.al modezaors of FCG suress and found t+.* a three way interaction
between ro! - dema~ i, mutuality of relationship and z.cparedr- s explained variance in both
difficulty Hf ce egiving and mo~2 aisturbance  16]. Ir o qualittive study examining FCGs’
challenges in lvng can~.,, factors “cscribed as strongly asecciated with distress included
uncertainty cbout the fut:.¢, difficulty understanc:.g the pe*<.ucl fo - functional decline of
the patient, difficulty managing the patient’s emoti -..al reaction ‘v the ir diagnosis, and
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difficulty manc siug tne practical aspects . 'nd medical c-.c of the ».uent with lung cancer
[17]. Other psychooud al ciaracterstics wnat may predict Ligher lev i1 € distress include
mood disorder [18], avcidar ~c-cop’ag style [19], financi~.i 1ssues '25], anc family discord
[21]. FCG distress and a-.sessp>.nt may ne~Z o be syste n fr.cused evarainiig family and
social network relati ,nshir,, FCG’s percetior. of the carcoive, 10le, an”® #CG’s anticipated
and realized demands ~r their role [10, 15].

Studies examining distre< ievels an® JOL ovar tine in patier.cs and FCas 2l to eive
perspective to the multidi -..s10nal nature of aistr=s and hov- it 1 ~lates to ©OL. In a
qualitative study, physical, psychological social, an~ spiritual wel' Leing an< istr 'ss were
described by FCGs and patients = «un lung e~.icer over the diseas : tra’cctory [21 At key
points, including initial diagridsis ~.wrn hezie atter watment, rec..rer<e, and terminl
stage, FCGs described higher distres- ievels 7L wimltidunensional ¢istress of he } CC
mirrored that experienced by the  tien” with lung can zer ¢ s they de: It with Ligl, symytom
burden and poor prognosis [2]. Vi riat lity of both ove tir e underscor »s the noe2 ror
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ongoing screening and assessment of ti.= caregivz, s dis*cess level and associat=_ probler ..
Distress screening in FCGs provides nitial inform=%ion valrzi'e in furth r assesezient ¢©
FCGs with unmet QOL concerns [1, 2].
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The current ane'y~* £ locuws ucscripuve indings from the usual care phase of a National
cancer Institute NCD-fund 22 Thus.am P-oject Grant that aims to test the efficacy of an
zucrdis siplinary palliative core mtervontion for patients and families living with NSCLC.
The Lun Cancer Progra.n Proje~. Grant involves the synergistic implementation of three
intery entivn projects /Zarly ©cage Patien*:, Lat» Stage Patients, and FCGs) to integrate
calliative ¢ re into co.nr.ehensi~ ¢ cancer ~z.¢ in NSCLC. This analysis focuses on distress
scre~aing ., an approac.u to ident’7 FCGs who are experiencing difficulties while carrying
out their caregiver roles. Tue NCCN guilelines uei'ne distress and recommend the DT as a
p~ans to screen for distress through *1e cancer t+- cctory [6]. This multidimensional, multi-
ravwrial definiticn of distrees atong with. wne DT se~_cning tool provides the conceptual
SwnoworK for this analysis | ¢!, 1he aim ~< ws study 1.’ to examine the relationship between
distress scores using the DT and "CGs” multi umen 'ion. | QOL, burden, and perceived
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Zwiegiving preparedi ess. The 1. tio=uie for this quanti‘ativ 2 analysis is to identify those areas
~* COon” Linauv.s of 2.cas most highly associted with aistress in FCGs, exploring the types
of prob er.s uni-ae to the FCG role which warrant further psychosocial assessment and
intei ventior (o alleviate distress. The curr<.t analysis ~dds to the literature about use of the
1 wit', FCGs in c~wcer care by exple . ing *..¢ prob:2m 1eas in QOL, demands of
car_givine, und prepa=aon for caregi 7ing that are ~ssoc.ated with higher distress scores.

Methods

Detai. ed ¢ 2sign and mettcus foi this study have b=ou desiribe d elsewhere and are
summa~._ed belzw |1].

Sample and Setting

A total of . 63 } "'Ge i patiente ~vith NSCLC were recr.«ed fror the medical oncology
adult ambulaory care <linic at an NCI-designatec compr~l.cnsive cai cer center in the
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United States. To qualify for particination in the study, FCGs %ud to } e caring for a patient
with NSCLC a« crued to the study. 18 yea.s or older, Cuglish sr-uxing, either family member
or friend of the patient. anc ider‘.tied by the patient a* tue primary :areg'ver. Of the 217
patients on study, 178 F ~Gs consr.ited to participate, an .« 163 FCGs cu mp ‘eted baseline
data. Baseline data was used f_r this anal; s1s tom whic1 tk 2re was 1., mis ing data. FCGs
were accrued over a !-ye~. period to asses. the n during tu.:> usual car~ pnas< of the Lung
Cancer Program Project Grant.

Procedures

The study was approved by the Institutional Zcview Board, ana all r=, ucipants prc vided
informed consent. Eligible FCGs wz,¢ approa-l.cd by advanced “jracti<. nurses (APNs)

Following informed consent, vaseline Lssessment auesticnnaires werr, corpleizd e'the * in
clinic or at home and returned by r.ail.

Instruments
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Demographics were obtained on the baseline questic.inaire a= 1 included -ne FCG’= ugc,
race/ethnicity, gender, relationship to patieut, marita! satus, ho' sehold me.upers, household
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annual income, »™ 7125 e swaws, educa‘ion, along with self-reported co-morbidities [22],

r->J

smoking history 31 and f:xbon . statrs [22].

The Dis ress Thermomu ter (DT> was used to screen for FCG distress, as experienced over
the p.st week, with a siugle s~if-rated item ~.uying from 0 (no distress) and 10 (extreme
distress). V’hen the LT is compar~Z with HAT, previous studies reported cut-off scores of
great, than 4 for detecti~_ aistress [8, 24]. A score of greater than four is considered to be
rlmical’y important dist es<.

Multidimenei~z3] QOL was assecsca using the City of Hope-QOL Scale — Family
Version, a 37 ite:1 ordinal 11strume=. that mea~u.es th.2 QOL of a family member caring for
a patient with cancer. The oruinal scalz tanges fre. 0 tc 10, with lower scores meaning
worse QOL. Four OOL subsce es, calcr'.ted « s mea scc res of the items in each, include
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physical, psychologic al, social, .ud spiritu: | well-beir g. 7 ae revised instrument was tested
trem 1994 t= 1998 with the test-retest relial *!.cy of r=.68 and internal consistency of alpha
r=.¢9. Fuctor ~aalysis confirmed the four QOT <z ains as subscales for the instrument [25—
271, Coef¥.cient alpha levels for the sub-cales of NOL \7ere computed as Physical QOL r=.
'6, P=ychologir=i QOL r= 90, Social ()OI r=.80, Sy iritt al QOL r=.76.

TL = impact o1 caregiving was assessed 1sing the Ca»cgiver Burden Scale. The 14-item

sun ey 1. easures FCG burden on three dimensions: ~%jectiv * demand, subjective demand,
and s 1bje “tive stress. Six iter., are utilized *, measure Mhjeci've Demand Burden, which is
define 1 as »rerceives intringem <.t or disrug <. of tangibl: wopects of the FCG’s life [28—
30]. Four ite".us measzo subjective Demand Burden. v.ich is ¢ >fined as the extent to which
the FCG r 2rceives care responsibi':‘ies to be ¢ crly dem=.iicg | 28]. Four items measure
Subjective Strcss Burder, wnich is A *fined as ti.. emotional ‘.apac of caregiving on the
FCG [28, 27]. The ordinal =zaie has 5 points and ra= _cs from “a lo. 'ess” to “a lot more.”
Internal consisiw..vy ror the three dimensions rang s f-om 0.82 to J .83 [30]. Cut-off scores
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greater than 23, suhiective 22, ourdew scores of reater tuan 15 2nd subjective stress
burden scores of greate - tha1 5.5 in<icating significant lew cis o< bu rden |30].

The Preparedness for Care:ving Scale, an «ight-item sca e of \"e ramil. Care Inventory,
was used to assess cereg’ver skills preparednes: [31]. Prep--edness i uefirc 27 the
perceived readiness for multiple dom~.us of the  aregiving *~:e, such -2 providirz ¢motional
support, setting up in-home <upport ser-.ces, yrov'ding physic-i care, a2 a2al.:g with the
stress of caregiving. Iten s add-ss FCG’s prep...ation and corfor in caring idr patiem
needs and are scored from 0 (not at all pren=-cu) to 4 (very wel. prerz.cd). The hig her the
score (4 maximum), the more prer~:ca the FCZ reels about care jivin<. interna: consistency
ranges from 0.88 to 0.93 [16, 31].

Data Analysis

The questionnaires were scanned. aud ted for accurac’, an I read into cn SP}'S sv-icm file

)duosnuep Joyiny vd-HIN

Frequencies and measures of cent.al te 1dency (as Lppror ciate) were computed f~2 rCGs
personal characteristics including ag =, gender, educ~Zion, chr~nic illness, race, cul*..c,
relationship to patient, marital status, incoiue, cares® or smokir 2 history, «ud patient’s lung
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cancer stage and “=22 Zl.co uiaguosis. FCGs responded to a checklist of co-morbidities, and
the number of cc -marhiditi=z L. o .n FCo was summed, ranging from 0-8 (no co-
zacrbia'ties to as many . s ei,'b*,. Des_riptive statistics were computed for all items and

subs cale of the three prinary sewies (City of Hope —QOL Scale-Family Version, Caregiver
Burdcn Se ale, and the ¢repa-cdnesss for Zareg ving Scale). Next, a correlation matrix of the
cabscales 0 QOL, Prip-.redness {or Caree’~ ing, the subscales of Caregiver Burden, and DT
scor.s in reiationship tc one anoth:t wes computed for examination of possible

.aultic silinearity. Due to z.aoderate to high corr<iatidns between explanatory variables, a
secondary principal components anal 'sis with v~z.nax rotation was conducted to identify
uuuerlying consi-ucts. Two *w.uerlying ~oustructs v-.. 2 identified. Subjective Stress Burden
Zuuuie 10aded on these comy r~onts and vz, included s 2parately in the subsequent
regression analysis. Factor scores were compi ed by the regression method, were
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Slenuaruizea with a11ean of 0 «nd = stand. td a>viaticn o1 1, and are orthogonal to one
arothcl. Tiuar'y, a siwaultaneous multiple rey ress ‘on analtysis regressing DT scores onto the
two coirunent seores and Subjective Stress Burden subscale was conducted.

Results

FCG Zoemograpk: . characteristics are jrescted 2, [abl: 1. Age of the FCGs ranged from 21
to '8 yezs with a mean age of 57 years. ™ne hur-.cd twe 7CGs had one or more chronic
illnesses with a mean of 1.36 illnesses per FCG “pproxim-.ely 64% of FCGs were female
and tl e pr *dominant rel>*.ynshij to the pai'ent w2 spous./pai tner, 68%. Nearly 56% were
caring . wose ~.1th stage 7'y NSCLC, 23% with stage III. ~.u 21% with stage I and I1.
Nearly 13%, lived =, 1th children who were 18 years Jia or you..rer. Almost 35% of the FCGs
were worl ing ull-time and 37°{ we e retired.

Table 2 pre: ents descriptiv< 1indings from baseline juestionr~:-=s n.~luding DT scores,
QOL subscales, Caregiver Burden subscales, and \"~zcgiver Prer.red iess. The mean DT
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score was 4.40 ~.: 55 ruus (92%) sco.ing above the ~w.wtf scor- of 4.0 for high distress
[8, 24]. Scores 1~ *2 four QUL s.0scal~s were moa >rate {+ 10 6) t= ioh (7 to 10) with the
psychological QOL sut scal* Lavine e lowest mean of 5.52. ko Cazegiv >r Burden, FCGs
experienced substantial | ubject’ ve Stress Brzden with @ me-.n score of 4.0 3, with 95 FCGs
(58%) scoring above «ne 12.5 cut-off scorw for high buracn. ™7 .nean sc~ce for the
Objective Demand B.'rien subscale was 2*.82, with 53 FC Gs (32%0) scot ng avove the cut-
off score of 23 for elevated burde~. [ 30]. Car~givcr Preparecness v, rated higl at 3.73

(maximum 4).

Table 3 displays the bivariate correlations »z..ong D1 scores ana QL subscal~ sccres,
Caregiver Burden subscales and ("..egiver P=_paredness for FCCs (N-163). Seven of eight
variables (Physical QOL, Psy cholocical QO Suui! OOL, Spirit~l QOCL, Objective
Demand Burden, Subjective Stress B'..den, and ~~regive - Preparedn sss) » cre sign fic. ntly
correlated with DT scores (p<.05 ¢« less). There were ilso moderate to I igh « or, iatic.as
between some of the explanatory vari: bles.
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Table 4a shows the results of the sc~ondaiy principal ~omponents analysic ou the
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Demand Burde» Y:zzili. i wenuried as the Self Care Component, this construct reflects
ooth }'CGs’ perc=ntion of CCL (ua as te FCG experiencing increased fatigue) and
Zis-upt.on in the FCG’s abil.tv (0 ma‘.atain QOL (such as not being able to participate in
usue | sodial activities). T.1e seco”.d component consists of Caregiver Preparedness and
Subje stivi Demand Rurden ~.ad can be t+,ugh. of as the FCG Role Component. This
construct cc flects the .7C'G’s perzaived derwuds of the role (such as demands by FCG’s
love . one *.at are over .ud above “vhat is needed) and preparedness for the role (such as not
ceeline, prepared to hana'z physical \are Hf the T C(*’s loved one). As shown in Table 4b,
b~ components are negatively and « ignificantly- correlated with DT scores such that the
wguer the distre: s, the poore: e QOI ~.a the lese i epared/more demand the FCG
pervuives. Subjective Stress ?'z.uen doub!s 10aded ontc both components and was included
as a separate component in the sezondary biv. r1ate « orre'ation matrix with DT scores.

a

Suyjeeuve otress Bu den positi7ely correli tes vith LT scores such that high perceived
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etvesS ~wuowu ' y the TCG role is associated vith high Ly I’ scores. This third component will
be -efeires to as ¢CG Stress Component, as it reflects the perceived emotional distress
caus2d by tr.¢ FCG role (such as more ter-.on in life 12olated to the FCG role).

Although thews were a fer, moderate ¢ orre tations be’ wer n explanatory variables, the
con-iuon indev Jur this simultaneous 1 wltip'= Lear 1 gression did not exceed 15 for any of
the vari -oles [32]. Forty-nine percent (p<.201) ~€ ;ne variu ce in DT scores was accounted
for L v the three component scores (see Table 5) Gignifica:.. »xplanatory components

incluc 2d ti-e Self Care " uinponent and the FCG €uess Cc mpc nent. The Beta weights
(standa.ized - gression ~oorficients) show that inadequate el care was associated with
higher dist- ess, vlute FCG stress was directly ass~ . iated with uistress.

Discussion

In order to suppouit and maximize health and well v»’..g of the in-.ivid 1al coping with cancer,
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the NCCN guic'<liues iccummend screen ng for distress = wun the 7T as a first step to
identify those w™~ ~2uld { cucut 7.om fther assess.nent 21 needs "Z]. The findings from
this study add to our un lers a~.ding =« the unique problen-, that . CCz in cancer care
experience associated wi ‘h elev~.ced distress, s indicate I wi.n we 1’T. Nhi'e the DT has
been studied extensi~ ¢ly for use with paticuts J'iagnosed viti, *=.10us car_er types [33-38],
DT screening of FCG s lLias limited focus ir the \'terature p. rticv!~.1y in re ationshiy to the
types of caregiver problems asso~Zaied with ~leveted DT scures [® 1vu|. The re. ults from this
study of FCGs in NSCL” show th2* lugher D " lev 2ls in FCG s were Lssocia.. -, 7ith multiple
problem areas as indicate ¥ .u QOL subscales (Ph:-.i>al QOL, Psve hologirz: QOL, Sooial
QOL, and Spiritual QOL), Caregiver Bi~icn subsc~ics (Objective vemand Cu der
Subjective Demand Burden, ar< 5Subjectivz otress Burden), and “arc giver Prer~radness.
These problem areas, howeve, a2 inoder~.ciy correla.>d with eacw othor. In order to
condense the problem areas into cor-ponent =.cas 1, which the probl :ms arc re ater, a ‘actor
analysis was conducted. Identifice.ion - three compoi ent: resulted. The Seli’ Care
Component contains problems re! ated to FCG self ca e an | maintenanc > of YJCL. The

Ps

second component addresses FCG oercontions < the co-egiving role in terms < the

)duosnuep Joyiny vd-HIN

demands of the role and preparednes. to manage t-.c role. ~..u as been n.omed ¢ rCG Rol¢
Component. The third component reflects the FC/Z ¢motional »¢sponse to the caregiving role
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and is referred *~ ~= 22 TC3S Suess Lomy onent. These components reflect problems

identi ied as ass.ciated with L.oive- od ermotional distress in previous studies of FCGs, but
zis) add constructs of h ghly reiated ~coblems not previously reported. These constructs add
to o.r ut derstanding and focus i assessment of FCGs’ challenges experienced with

incre: sed istress.

Reses.ch wr'h FCGs of rzuents with v ng cancer indicates that between 10% to 50%
e.perier.ce high levels ¢ € r;, cnological listress ', 11, 39]. This is confirmed in our results
wh:ch identify that the mean distress scotc in the n~ pulation was greater than 4 which is
ahnv 2,0 cut-01 score for clir’_atly significant distress when using the DT to screen FCGs
[R1

Several studies which examinc aeficits i< QO. . relat »d tc increased distress levels parallel

yduosnuep Joyiny vd-HIN

our results with facto 's that mak.c up the FU'G S:zIf Ca e C ymponent. One study evaluated
ca-egi 'er dic.ress s indicated with the DT ro'uwed to QOL measures both before and after
paliiativ. sure.ry in cancer and showed that s**z2~1es most highly correlated with greater
dis*.ess leels included r~ychological ar.ua social well-b 2ing [39]. A strong correlation
retweon psyche!sgical ani' social wel' bei g is supp srte 1 in the literature which shows that
sucial support is k2w beneficial and e. sen.ial for “iie ce.cer caregiver’s psychological well-
being [1?, 13]. Additional problems rela‘ed to QOT. and Okjective Demand Burden, which
mak > up the Self Care Component, have been she -1 1n the iterature to be highly related to
eleva ed c¢istress levels in "Cus Results fi ym one «*uay how 3d that greater than 50% of
the vat 'a=_¢ in dizlLess of FC'Gs was accouried for by lifestv!- interference, such as limits in
ability to p~.ticipats i valued activities and intereste [+0]. Me~lier et al described social and
economic char ges of distressed TC(is of patie.ts with lung cacei and found that 56%
experience d significar* luss of invzivement in regular soci~: and | zisure activities [20].
When eleva.=d distress I=~ ¢is are indicated by FCGs on the =7, prou'ems with self care and
the FCG’s ability to maintain QOL should be asse: ccu. If deficits in t'iis area are indicated,
the healthcare . cain may suggest respite t» give FCG ti=.c to atter to self care and provide

yduosnuep Joyiny Vd-HIN

support for the } TS with ¢ncourr? zemer. to attend to the' own wel” Luing.

The FCG Role Componcat, whi~u consists of problems rela*cu ‘o 1.=rce ive | demands of the
FCG role as well as r_rceiv~d preparedne 's fo - the role, ‘n c»mbk-,ation w.th the other
components in this ai al; sis, was shown to »e a leterminar . of ele~awied 't levels 0 FCGs
of patients with lung cancer. Rese2~.n which has supported .nese f27iors as det~..minants of
elevated distress in FCGe Liclude a <*.uy by & chuinacher et a’, whick lvoke! ..« nutiality of
relationship, preparednes ' =, caregiving and dem=-ds of care zivi~g [16]. Tl.e FCG vl
experienced high mutuality and high prer-.cdness w s less distress.a when <2 ver1 *neing
high demands of the role [16]. Prparednese (ur caregiving with yerc.ived demands of the
role may be crucial areas of assessr.cnt wh<.. 100King “or the probiz.ns “uat a caregiver is
experiencing associated with elevate”. DT lev-l,. The clinician is in #a id~a: pesitic a tc help
the FCG increase his perception o preraredness for tt 2 ro e by offe1 'ng reso.rces an-.
education to assist with the currer t an { anticipated ne -ds ¢ f the patien.

)duosnuep Joyiny vd-HIN

The third construct called the FCG Rtress Componer®, reflects FCG stree~ specifical’;

related to the caregiver role. Increased aisuvos 1evel 2= indicate 1 on the D ™ .uay have
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multiple causes ™ 74722, Luay eiate 10 the stress of the caregiver role (such as being anxious
about an uncerta'n fitnre with .o utient with cancer) as well as to stressors unrelated to the
carzgiver role. The FCC Strose Comronent refers specifically to stress related to the role.
This ma - be another key area of .ssessment when determining the types of problems the
FCG ‘s exneriencing . ith el~vated DT le~cis. Vhen FCGs identify the emotional response
+9 the FC'G role as beinc distree<.ug, intervz.auons should be identified that provide
eme’ional ~upport for t'.« FCG. (2 unseling, psychological support, and respite provisions
are juc. a few of the resc . ces that ¢ by brovZiu 1) bear in these situations.

n e==10 a0y, e identification <1 the three _omponents associated with high distress scores,
as indiceto2 o ie DT, includes #e FCG’s rz.ception Hf self care, perception of the FCG
role, and emotional response to the "CG role. "-.ipli met tation of the DT as a screening tool

yduosnuep Joyiny vd-HIN

to identif BT 0 isk, followed bv ~.. a: sess ment 1=late d to the FCG’s ability to maintain
self care the F(G’s 1 2reeptions of the care rivit ¢ role ~.a the FCG’s emotional response to
the carigiviag ro's can provide clinicians wiwn valuable information to use in planning

app. opriate t~aching, coaching, and interverZions 10, FCGs.

Amit.dons of th.5 analysi ' and possit e d’cections fr fi ture research warrant discussion.
T.us a=.iysis exnlz.ed distress levels .n FU'Gs at ~.ue tiae point, baseline assessment. At
ba: eline ~,sessment, time since patient <iagnosis v-.ied frem newly diagnosed to 171
mor ‘hs since diagnosis. Future research and analvz.s of DT _cores over time along with
assoc atec caregiver issuec .uay be helpful (o see h~, wisvess and caregiver challenges vary
across b= uisease uajectorv Listress scores ot FCGs in relat*<.ship to patient treatments
received, tesc results pending, or specific changes ir Zisease tr cctory would be valuable to
assess in f aturr research. Anoth<. . nitation o1 the reszarch pr >serted involves variation in
how the qu estivunaires wvere admi=istered, which may havz impar ced our results. Additional
limitations ihat are wortk _onsidering for future r-search are 2i.c hon.ngeneity of this sample,
as all subjects were FCGs of patients with lung car ~cr, and use <. sel -reported

yduosnuep Joyiny Vd-HIN

comorbidities « uu 1unctional status of FC5s. Future reczarch mav [ocus on FCGs of patients
with other cance: diag10ses or wii nor cancer diagr.nsez, and repc v 1 ~'Gs’ comorbidities
determined or confirme 1 w1 *. medi _al documentation. Fr..ure res>aic; tha* examines the
addition of a problems it to tho DT that i= .y ecific to F CG, ma7 by of val 1e. When high
levels of distress are denti“ied with the D 7, the healthcai tea..’s oblig2*ion of care includes
a more in-depth asses “.aent of needs foll~~ved b - intervem ‘ons ‘y address identifieo eeds.
Determining which resources, ':pport, and = 1dit1 nal informatio= are seen by 11e FCG as
helpful warrants further ‘uvestigat . While te DT may be 1 sefu! L 1dentii g *lLoe
experiencing psychologic.: distress, completing = w.ore in-dep ‘b ~osessmzut and firZing
interventions and resources that caregiv.is will uti'. e to alleviate aistress . e3s..tial.

In conclusion, this exploratio of FCus’ coneerns assaciated with sieveied distress scores

per the DT was successful in identifving three o .. onen. problem areas: 1\’G self car:,
perceptions of the FCG role, and t'.e erotional response tc the FCG -ole Co.np.chersive
quality care in cancer, per NCCN guic elines, includes use >f the DT a. a po nt o€ nitial

)duosnuep Joyiny vd-HIN

screening for psychological distre. s in psychosor:al assessment of the patient. Tlus same
focus and care is essential for the FU7 to address r-ychosori.. challenges of the ~uie, to
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support the FC’= 2L ...d w support ti e FCG’s ability to provide quality health care to
the pa‘ient throuvhont the ¢isiaoc 1 yjectely.
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Table “
Fouly caregiver chaiacte tistics (N=163)
Z
:IE I M- I Stan \ard Deviation
g Ag = (ye: rs) Rang. ~1-88 years I 5777 13.16
g Nun be> .f Chronic Illr _sses Ra-_ge 0—8 1.36 1.56
g‘ Number of Years _aregiv < Smoked Range=1.5-50.0 9.7 (! 1.98
% Pack Year- Caregi- cr Smabla! 7o 12 -112.5 [ 26.04 ! Zo05
i —a
% Months S nce Patient Diaonoci->7_ 1 apnosed to 171 . fonth- | 16.12 I 2452
% : N %
g_ Race
© — ) e = |
— White (includes atino) 131 0.4
Asian 19 11.7
Black/African American 8 { 4.9
Native Hawaiian, Oth-. Pacifir islander 2 l .2
American Indian/ Alask - Native 1 0.6
Z More Than One Race 2 1.2
:F Hispanic/Latino h
; No 152 | 933 J
> Yes 11 0.7 !
c
5—" Gender
o —
= Female | 105 64.4 —l
gz, Male [ 58 35.6 |
=}
c Education I
3 I > 1
9,‘ Elementary School - ° 1.2
-9- Secondary/High School I 51 37.4 I
e\ - — _I
College | 179 | 613 —|
Relationship -I
Spouse/Partner m ' es. 1
Daughter 2% | 160 J
L
Son 7 I 43
Z |
E Parent I -+ 2.4
[ —
) Other 15 9.2
>
> Marital Status
C X T
= Married | 126 773
e Single | 16|98
= ~ A7 N\ \
D d 11 6.7
o ivorce |
g Partnered 8 4.9
o —_—
(@) Separated 1 0.6
=h
S Widowed I 1 | 0.6
Income ‘l
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I Me-.« | Standard Deviation

>~ 500000 I 92 56.4
% $300.'1 to $50. 00 20 129
.'U $'0001 to $3000) S I gn
):‘: <$.0000 I'6 3.7
S_ Prefc. not to answer -l 32 19.6
8- Smoking Statv-
— T

N

Z Current S .ioker | 14 [ 8.5
% Former Sn ~Ve- | 63 : 8.7
c T B U
[72) Non-Smoker I 86 l 52.%
Q _ NI WL WL W—
—- Patient Stage
g - —

Stage [ 21 | )

Stage 11 13 8.2

Stage 111 38 I 233

Stage IV 91 55.8

*Caregiver Lives With:
% Spouse/Partner 135 e
.'U Children under 18 21 12° !
j; Children 19 and above 19 11.7 _|

_— J

S_ Parent(s)/Parent(s)-In-Law 12 7.4 I
g Other Relative 10 6.1 :
= — _I_
= Live Alone £ 3.7 I
3 on \ m
S ther 2 1.2
C *
g Caregiver Employment
o S,
ol Employed >32 hrs/wk I 56 l 34.4
=

[
—_

Retired I 52 31.9
Employed <32 hrs/wk 17 10.4
Unemployed 17 ( 101 |
Homemaker 14 I 8.6 —II
Disabled S | 3.1
Z Other I 15 I 9.2
o —
o *Caregiver Comorbidities (N=102)
j; Cardiovascular (Hypertension, heart disease) | 62 : 60.8
= Endocrine (Diabetes, Hypothyroidism 30 I 9.4
—- ypothyr |
> T
(_:3 Psychological (Anxiety, Depression) 30 : 29.4
= Arthritis LR
m — — —
> Pulmonary (i.e. COPD, Asthma) 15 14.8
[ 4— —_— ]
8 Stomach or Gastrointestinal Disorders 14 13.7
n — p—
ol Osteoporosis 11 [ V3
— 1
Cancer 9 ° 5
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Cuesity

Standard Deviation

59

Othe:

oAl

*
Pa. ticipa ts could ~*_use more t+.n 0 e response.
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Table 7

P_seline family caregiver descriptive stati: tics (N=173)

Page 16
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Distress in .he pa<. week inc udiny today

Mean | Standard
Deviation
EtJ of H »pe Quality of Lif~ r‘arIV', ersion Physical QOL* 7.29 1.87
Ps, ch-logical Q L* 5.32 1.68
S~ _al QOL* 6.55 1.78
Sri-lwal OOL™ 6.39 1.96
Caregiver Burden Scale Objective Der~...a Burden (scc ¢ greatmau 23=higher burden) 21.82 4.28
Subjective L em»>~.. durdel,(?n + greater than ~ 5=higher burden) 10.78 3.59
B Subjective Stress Burden (sc re o ater tha;3.5:higher burden) 14.23 3.21
Preparedness for Caregivhg—Sca‘F— Preparation for Caregiving Scored from O(not at all prepared) to 4 (very 3.73 77
we' preparea)
Distress Thermometer 4.40 2.81

*

Scores range on a scale from © v with high~_ scores indicating better qu. lity ¢"life

3k

yduosnue Joyiny Vd-HIN
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Scores range on a scale frc m 0— 0, with 0 = no distress and 10 = extreme distres..
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Table “

I, .. . . .
Subjective Stress Burden double loaded on ui «wo components and was not shown in the fac*_, analysis

Z a. Se ondary ."acto. Analy is of DJOL, Burden, an?® crepar- uness Scores: Rot-“ed Component Matrix!
I b — — —
1 \ariak 'es C~-..ponent Lo~ .ng
) — - A -
> ©_u-Care FCG Role
g Compe-_.ut? Component3
= Psychological QO 889 I
o 1
o Social QOT 798 I
QZ) Physical  OL 681 |
>
= Spiritual QOL 567 |
Q Objective Demand Burden —-.56'
-90- Subjective Dem \nd Burden —.%
Caregiver Preparedness ( 700
b. Bivariate correlation- oetwee. family caregive» .. tress scores, com sonent <~ .. s, “nd s\ bjective stress burden (N=163)
) St _are FCG Role Subjective
omponent Compon- .t Stress Burden
=z FCG Role Component .000
:F Subjective Stress Burden _ 553 %F* _454%* -I_
) — - _|_
> Distress in the past week i —17s” | 5547
> * == *
1= p=.05
g *k
= p=.01
z otk
[0 p</=.001
>
[
(7]
(@]
=k
©
=

2
Eigenvalue=2.57; 36.7% of variance

3Eigenvalue:1 .48; 21.2% of variance
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Table ©

P swress in fami'y car *giv.rs: a simultanec 1s huear r.altiple regression with explanatory variables (N=163)

Sta .dardized I
Coefficier”,

M del t | p Value | (Adj. R}/

Self-Care Componer*

FCG Stress Cr aponen*  Subjective Stress Burden) 201 | 2.49 I Ny | 492

|
FCG Rol Compunent o2 | o | 2

1
F=52.76, p<.001
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