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Abstract

The aim of this study was to summarize the existing qualitative literature in order to develop the evidence base for
understanding and managing weight loss and anorexia, in order to make recommendations for clinical practice. A systematic
search was performed to retrieve English language studies using electronic search and manual checks of selected reference
lists. Keywords included qualitative, cancer cachexia, weight loss, anorexia, appetite, malnutrition, food, eating, and drinking.
The selection and appraisal of papers were undertaken by two reviewers. Twenty-one qualitative articles were included in the
review. There were three major findings emerging from the previous qualitative studies including ‘the multidimensionality of
weight loss and anorexia experience’, ‘patients and caregivers’ responses to coping with weight loss and anorexia’, and ‘clinical
assessment and management of weight loss and anorexia’. The literature review revealed the multidimensional nature of
cachexia and weight loss experience by patients and caregivers, which was not recognized and adequately managed by
healthcare professionals. Future research in this area would be helpful in enabling a deeper understanding of the complexity
of cachexia and weight loss experience in order to move forward to develop an optimal model of supportive care for patients
and caregivers.

Keywords Cancer cachexia; Weight loss; Malnutrition; Food; Caregiver; Cancer care; Qualitative

Received: 22 July 2014; Revised: 10 October 2014, Accepted: 31 October 2014
*Correspondence to: Alex Molassiotis, School of Nursing, The Hong Kong Polytechnic University, Hong Kong. Email: alex.molasiotis@polyu.edu.hk

emphasis of clinical treatment and management is tradition-
ally focused on patients with weight loss greater than 5%
over the past 6 months. It is these patients that are often
judged by clinicians as being in a cachectic status.’
Currently, treatment for cancer cachexia predominantly
focuses on nutritional and pharmacological interventions for
improving patients’ calorie intake, albeit the evidence
supporting their effectiveness in relation to body weight
and quality of life is inconclusive.’®™*? These approaches have

Introduction

Cachexia is a severe medical complication of cancer and
considered to be a significant cause of morbidity and mortal-
ity affecting up to two-thirds of cancer patients.® People af-
fected typically experience loss of weight, which is often
accompanied by anorexia and other associated symptoms
and usually occur n conjunction with the development of
cachexia.>® However, cancer cachexia remains under-

recognized and untreated in clinical settings because defini-
tions, diagnostic criteria, and classification schemes have
not yet been established.*™® Studies have shown that cancer
cachexia has a complex pathophysiological mechanism and
is not solely due to nutritional deficiencies. Cachexia appears
to be associated with disease-mediated metabolic disorders,
inflammatory responses, and insulin resistance.”® In spite of
the emerging knowledge of the aetiology of cachexia, the

had limited success confirming that inadequate oral intake is
not the only cause of cachexia and therefore cannot be fully
reversed by conventional nutritional support alone.* Given
the limited capacity of physical management approaches, re-
cent efforts have been directed to incorporate psychosocial
elements to minimize the distress of cachexia on patients
and their caregivers.**>*® Overall, these findings highlight
the dilemma of treating cachectic patients, which is
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hampered by a lack of understanding of cachexia, thus indi-
cating an urgent need for a clearer comprehension of such
phenomenon and how to relieve the associated symptoms
in order to improve the experience and quality of life of indi-
viduals affected.

Research in the area of cancer cachexia remains in its
infancy, and in particular, evidence of the experience of
weight loss and anorexia is limited. A comprehensive support
care model of cancer cachexia should take into account
patients’ experience and adjustment to the impact of this
syndrome. Focusing on the subjective experience of individuals
affected by cachexia would provide insights into an additional
layer of the complexity of this syndrome, which is vital for
developing interventions for cachexia management. A system-
atic review of qualitative literature enables to enhance our
understanding of this clinical phenomenon through drawing
on and analyzing individual qualitative studies.'® Therefore,
the present systematic review aimed to summarize the existing
qualitative literature in order to further develop the evidence
base for understanding and managing weight loss and anorexia.
This was undertaken to form the basis of recommendations for
use in clinical practice.

Methods
Research question

The research question for guiding this review was ‘what are the
experiences of weight loss and anorexia and the clinical man-
agement of these phenomena from the perspective of patients
with cancer, caregivers, and healthcare professionals?’

Definitions of cachexia, weight loss,
and anorexia

There has been recent progress on the conceptualization of
cancer cachexia indicating that it is defined as a multifactorial
syndrome characterized by loss of muscle mass (with or
without loss of fat mass) that is not responsive to nutritional
support and consists of three stages, pre-cachexia, cachexia,
and refractory cachexia, but are not yet empirically validated.>”
For the purpose of this review, we focus on the experience of
weight loss and anorexia since they are historically viewed as
two prominent patient-reported symptoms that can be present
along the trajectory of cachexia, although focusing on these
two symptoms alone is insufficient to reveal the complexity
of cachexia.® While anorexia is defined as loss of appetite for
food or desire to eat, weight loss is refined to losing at least
5% of body weight.” Considering that the understanding of
cancer cachexia is evolving, the synthesis of previous qualitative

studies on weight loss and anorexia would provide information
for identification of possible areas for a continued understand-
ing of this phenomenon.

Literature search and selection

A systematic literature search was undertaken using five
electronic databases: Cochrane, CINAHL, EMBASE, Ovid
Medline, and PsycINFO without time limits. Keywords that
were used in various combinations are as follows: qualitative,
cancer cachexia, weight loss, anorexia, appetite, malnutrition,
food, eating, and drinking. To be eligible for this review, pa-
pers should have been primary research with qualitative
methodology; focused on the experiences of weight loss
and anorexia associated with cachexia and clinical manage-
ment of these symptoms from the perspectives of adult can-
cer patients, or their caregivers, or healthcare professionals;
and published in peer reviewed English language journals.
Given the exploratory nature of the research question of this
review, papers were included irrespective of whether
cachexia and related symptoms were defined or not and
how these phenomena were defined. Papers were excluded
if they used mixed methods where qualitative findings could
not be separated from quantitative findings, or discussed eat-
ing habits for cancer prevention or weight gain, or targeted
disease-free cancer survivors. The search was supplemented
by manual reference checks of all selected papers for inclu-
sion in the review.

Review strategy

The review proceeded in four stages with the inclusion and
exclusion criteria applied at each stage. To minimize selection
bias in the review procedure, the titles, abstracts, and data
abstraction were independently conducted by two re-
searchers (CC and SB). In the first stage of inclusion of ab-
stracts, a total of 47 abstracts were imported and
organized using EndNote software for bibliographic manage-
ment and initial screening of eligibility. Twenty-five abstracts
were excluded because they were not primarily focused on
weight loss and anorexia experience such as eating habits
for cancer prevention and weight gain or were not qualita-
tive in nature. In stage two of retrieval of papers, full articles
for the remaining 22 abstracts were obtained for further in-
vestigation of eligibility. Seven studies were excluded at this
stage because of methodological issues and irrelevant to
the focus of the review, and 15 studies were included in
the final sample by mutual agreement of both reviewers. Ad-
ditionally, an update of the literature search and hand search
of reference lists of published systematic papers on cachexia
further identified six papers. In the third stage of data extrac-
tion, the eligible papers were extracted for publication
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Figure 1 Flow diagram of study selection process.
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details. The flow diagram of the study selection process is
shown in Figure 1.

Quality assessment

In the last stage, the publications were appraised using the
critical appraisal skills programme.*” The quality assessment
of all selected papers was carried out by two researchers

Table 1 Quality assessment of papers

(CC and SB) to ascertain if the researchers had clearly de-
scribed the aims of the research, provided a clear description
of the method and the participant characteristics and that
there was coherence and consistency in their methodological
approach. Table 1 presents the quality assessment results.
Not all of the studies met the quality criteria, for example,
ethical issues were limited or not addressed in some studies,
and the issues of reflexivity were seldom mentioned in other
studies. However, despite such limitations, all papers were

Author/date Clear aims Sampling Data collection Reflectivity Ethical issues Accurate interpretation
methods of the data

Holden?' Yes Limited Limited No No No
Latham®?2 Yes Limited Yes No Yes Yes
McGrath?? Yes Yes Yes No Yes Yes
McClement et al.3® Yes Yes Yes No No Yes
Orrevall et al.?® Yes Yes Yes No Limited Yes
Souter?® Yes Yes Yes Yes Yes Yes
Hopkinson and Corner®° Yes Yes Yes Yes Yes Yes
Hopkinson et al.*° Yes Yes Yes No Yes Yes
Dewey and Dean?® Yes Yes Yes Yes Yes Yes
Hinsley and Hughes?® Yes Yes Yes No Yes Yes
Hopkinson®3 Yes Yes Yes No Yes Yes
Strasser et al.?® Yes Yes Yes Yes Limited Yes
Shragge et al.3* Yes Yes Yes No Yes Yes
Wainwright et al.?” Yes Yes Yes No Yes Yes
Dewey and Dean®® Yes Yes Yes No Limited Yes
McClement and Harlos®’ Yes Yes Yes Limited Yes Limited
Reid et al.>* Yes Yes Yes No Yes Yes
Reid et al.3® Yes Yes Yes No Limited Yes
Reid et al.3® Yes Yes Yes No Yes Yes
Muir and Linklater®’ Yes Yes Yes No Yes Yes
Millar et al.*° Yes Yes Yes No Yes Yes
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considered to have sufficient information provided for a
better understanding of the phenomenon under investigation
and therefore, remained in the final review.

Results

Twenty-one qualitative articles were included in the review
(Table 2). The largest percentage of studies focused on cancer
patients with advanced disease and poor prognosis (n=19).
Three studies included only patients after treatment for
cancer. Numbers of participants varied across studies, ranging
from 6 to 65.

Overview of the key findings from each qualitative
study

Although the findings from a qualitative study would not
be generalizable in the same way as quantitative studies
are,*® these results may provide important information to
inform or influence clinical practice in other contexts after
considering theoretical and methodological issues.'® Table 3
highlights what the included studies in the review add to
clinical practice and future research. For example, a study
by Hopkinson and Corner®® reported the process of gener-
ating a conceptual model of the patient experience of liv-
ing with eating changes, which were considered as
theoretically relevant to guide the development of future
studies.

Overview of synthesized findings

There were three major findings emerging from the previous
qualitative studies including ‘the multidimensionality of weight
loss and anorexia experience’, ‘patients and caregivers’ re-
sponses to coping with weight loss and anorexia’ and ‘clinical as-
sessment and management of weight loss and anorexia’. Each
theme was divided into several subthemes of meaningful units.

Theme 1: the multidimensionality of
weight loss and anorexia experience

Subtheme 1: manifestations of weight loss and
anorexia

The cachexia syndrome can start in cancer patients differ-
ently, but its manifestation usually started when patients ex-
perienced anorexia described as constantly feeling the
sensation of ‘wanting to eat but having no desire to
eat’.’>?” The sensation of having ‘no desire to eat’ is

described as a ‘fickle’ experience, with patients’ appetite un-
predictably reduced or described as completely absent at
meal times.>>?® In some cases, loss of appetite was associ-
ated with the experience of feeling full quickly after eating
a small amount of food (early satiety) or feeling ‘disgust’
when confronted with particular meals (food aversion).?° In
addition, there were other physical factors contributing to
patients losing appetite for food and stopping to eat includ-
ing fatigue, mouth ulcers, pain, nausea, difficulty with
swallowing and gastrointestinal disturbance, and taste
changes; many of which were attributable to treatment side
effects.®>?>?7 Unpredictable and progressive weight loss
were viewed as the most notable features characterizing ca-
chexia in cancer patients, which were often independent of
patients appetite and food intake.?*?® The initial signs of los-
ing weight occurred frequently and were highlighted to pa-
tients when their clothing did not fit anymore and they
were seeing bones protruding.?*3° The awareness of weight
loss was heightened once patients were malnourished and be-
gan to fear dying of starvation.”® As seen from the patients’
perspective, severe or visible weight loss carried a more neg-
ative connotation, signifying a close proximity to inevitable
death, although such a view was not accepted by family mem-
bers.?%3! |nstead, patients held on to the belief that weight
loss was a result of their reversible changes in appetite and
could not be dealt with by increasing oral intake.?*

Subtheme 2: impact of weight loss and anorexia

Cachexia-related symptoms were found to cause a range of
adverse effects on patients and caregivers, making it difficult
for them to return to their previous lives.?**® The conse-
quences of these symptoms were evident in four aspects,
encompassing physical, psychological, social, and existential
facets. Physically, some patients experienced muscle weakness,
altered energy levels, and subsequent loss of dependence
associated with their cachectic status. These symptoms would
force patients to rely on family caregivers for home and social
activities, which included cooking meals, transportation, and
shopping.23’29’30

The psychological effects of malnutrition and weight loss
were prominent in patients and caregivers and were similarly
expressed in a spectrum of negative emotions, which in-
cluded sadness, anger, frustration, uncertainty, fear, despera-
tion, and helplessness.?* 23262829 some patients felt down
because they were unable to eat together or go out with
other family members. Meals were no longer a pleasurable
event to patients but were viewed as more of a survival func-
tion.?*® Family members or caregivers’ primary worries and
concern were due to feeling of incompetence at offering help
to patients with eating when they consistently refused.?%®
However, when loss of control over eating was recognized
and there was a continued decline in health, patients and

Journal of Cachexia Sarcopenia Muscle 2015; 6: 99-111
DOI: 10.1002/jcsm.12010



103

Cancer-related weight loss and anorexia

(sonuiuo)) )

JANO |0J1U0D JO SSO| B pazi|oquiAs
pue yreap o3 Ajwixoud e se
panidsad sem sso| ybiam 3|qISIA
uole-4as ul buibebus oy
9oueydadoe wouy buibues seouaisyaud
1UaJIaIp pamoys Asy] ‘bunes

}O su011e1D3dXD DY} WO PAIDHIP
Bunes Jo Ayjeas ay) usym suiaduod
pajejpi-bunes pasusiiadxe sjuslled

,9W 0} Ud)SI|, 3uem syuaned jJeym pue
‘suoneyiwi| bundsdoe ‘suoneidepe ‘yyesp
pue Aurepsdun buey ‘bGuiied Jo 150D sy}
‘uouswousyd sppiy e :pabisw saway) XIS

9yejul axenbapeur ue buiney Ajpueisuod
0} dA1jeuId) e 3|qIssod e pue Jalja.

e se NdH buiniedai jo Ajigissod sy
mes Asy) JsASMOH ‘pajeulwop-aid
sa1}|ndIIp Buies Jsylo pue eixaioue

Yo1ym ‘siaquisw Ajiwey pue syusned

10} $S241SIP JO 924N0OS € Se PaqLISIP

Ssem NdH 0} Joud uoneniis [euonuiny

JBuljem, pue ‘,9s1n0d s 9ye} ainjeu
Bumay, ‘' ypeq bunybly, buipnpu
“Juaied d13dayded Hulhp e 0} puodsal
siaquidw Ajiwey sAem ayy ul Ajigeriea
pasyJew sem 19y} ‘1599 s,1eym bulop,
JO way} bulydiesano ayy Japun

anssi a41| Jo Ayjenb jueynodwi ue se
1N dN|EA [eUOIILINU S}I JO SWS) Ul
1sn[ usas 10u siI pooy Jo dduedIubIS
9y "sapueubijew d160j01eWwseY

yum ajdoad Joy ‘sianibased

pue sjuaned o) yroq ‘@duediiubis
1ea1b JO 9q 0} Wads Hues pue poo
91Ul P00} seaudul 0} spualjed d1dayded
Buibeinodus pue BulsiApe Uo Pasnd0y
Ajuewnd ssniande aled J1vy) pue
‘eIX3YDED YLUM PI)eIDOSSE SISPIOSIP
s1j0gelaw ay) jo Buipuelsispun

9111| 9ABY $3SINU 1DL11SIP SWOS
sonNIYIPp

Bunes uivy) 01 yoeoudde aniasse

SS9| e e} 01 sIquIBW Ajlwey

J19y1 Jaja1d pinom sjusied “Ajiwey

3Y3 UIYUM 1D1)3u0d pue Ayaixue

JO 92unos e sem a111adde Jo sso7

s)sijeads asinu {7 pue ‘sianibaled
€7 'sso| 1yb1am paniadsad-49s yum
J9dUed pRdUeApE YUM Sspudned o€

sysijenads asinu 7|, pue ‘sianibaled €7
‘sygey bunes ul sbueyd e buipodas
Jadued pasueApe Yyum siuaned gg

Ajunwwod ay} ul sia1ed 119y} pue
syuaned Jadued a1ed annel|jed uanas

siaqusw

Ajiwey || pue ased annerjjed
Buiniedal syuaied pasueape €1

11un aJed aanel|jed e

wouy (slaquusw Ajiwie) panealaq L
pue ‘siapinoid aiedyyjesy || ‘19dued
yum sypuaied anneljjed pazijeydsoy
JO s1aquuaw Ajiwey €] ‘Jadued yum
syuaned aaneled pazijeudsoy g1)
sdnoub unoy wouy syuedpiied /1

s1aJed aA13dadsal 419y} Jo 0|

pue sapueubijew d16ojojewaey
yum jendsoy uepjodosaw sofew
e }e jusawieasy buiaey syuaned gz

eIxayoed yym syuaned |1
Ajjeuiwiay 1oy paied sasinu PLISIP 0L

swuweiboud as1dsoy e wouy
pa129[9s a1am sianIbaled Arewnd

SMB3IAISYUI PRINIPNIIS-ILISS pue
Abojouswouayd d13nauswiay

SMBIAISIUI PRINIDNIIS-ILSS
!Abojouswousyd d1nauswisHy

SMBIAI)UI PaIN3dNJ3s

-lwas pue Abojouswouayd

SMBINIDIUI PAINIDNIIS-ILIDS
pue Abojopoyisw aAneyend

UOIeAISSCO
juedpipyed pue ‘smainialul
painonasun ‘Aiosy) papunoln

SMBIAIDIUI papua-uado buisn
Aydosojiyd [esibojouswiousyd

SMBIAISIUI PaJNIdNJIsUN
pue Abojouswouayd

SMBIAI)UI PaIN3dNJLS

aAIDadsal J1ay) pue spusned | -lwas pue pandads Jou ubissg

yum sjdoad ui ssoj
1yb1am 1noge uIdUOod pue
2ousuRdxe ay) alojdxe o]

Jadued pasueApe Yyum
syusned ur ssbueyd bunes jo
Bulueaw pue ‘uswabeuew

‘suoljelsajiuew ay Jo
Buipuejsiopun ue dojnsp o)
Aunwiwod ayy

ul wea) annel|jed isijepads e Aq
pauoddns siaied sy} pue syusied
2Jed anneljjed buowe aynadde jo
ss0| JO 2duaLadxe sy} aio|dxa 0]

siaquisw Ajiwey pue syusned
Jo aapadsiad ayy woly
(NdH) uonuinu |essjusied
awoy JO uondNposul

9y} 01 Joud uonenys
|euonuinu ay) a1ebisaaul of

SaNss| [euolllNU 0] uoneal
ul JnoIABYS( puE S)aI1[q
s1anIbaled Ajlwey Jo [opow
Jenidasuod e dojpasap o]

uJadUuod e se
passaidxa aJ1am Ing sndoy
ulew 3y} JoU UM SINSS|
|euonINU aI3YMm salpnis
snoinaid oM} UO s}o3|4aY

w0y e erxayded yym syuaied
It Ajjeuiwia) Joy paJed sasinu
PUISIp Moy ysljgelss of

juaized Jadued || Ajjeuiwis ayy
Ul BIXI0UE JO suonedlyiwel
|euonows ayy ai0|dxs o]

AN 4(9002) “/e 12 uosupdoH

N
02(9007) 12u10D B uosupidoy

AN ¢,(S007) J93n0S

uapams
£2(V002) /e 19 ||eAdlI0

epeued
<£(€007) "/e 32 WBW DI

elleAsny ,,(Z00Z) YreIDdN

N 2¢(1007) weyie

VSN ,,(L661) USP|oH

sbuipuly. Ay

bues pue sjdwes

ubisaqg

SN0} U2Jeasay

9}ep pue Joyiny

MB3IA3J d13eWAISAS BY1 Ul papn|pul salpns 3y} o uondudsaq g djqeL

Journal of Cachexia Sarcopenia Muscle 2015; 6: 99-111

DOI: 10.1002/jcsm.12010



C. Cooper et al.

(sonunuo)y )

sso| ybram ‘eixayded Jo Aujensia
‘ayzadde ur sabueypd |edibojoisAyd
iSMO||0} SB PRIHIIUSPI DIIM SBWBY] XIS

sa11IA11e Bulied Jayio

0] 94ED [RUOIILIINU WO} SHIOHD J1dY}
pa123.Ip pue 3SIN0d S} dye} dinjeu
BuIa| UBYM pasn siaquisw Ajiwe

1uswiabeuew [euonuinu Jo ajA1s aAiOeal
pue pauuejdun ue pasn sasinu Auey|
Kiabuns 1syye sydepe pue

Jj9su sdewas Apoq 8y} MOH “palojiuow
Aj9sop aq 01 spasu ey buiyyawios si
bIoM Apog ‘sny} pue ‘BwoIN0 JA)SIUIS

e UO 33e} Ued JuswWileal) Jaye sso| 1yBIsAn
'Sasned sIy) Juswisseliequia pue ewbns
33 pue bunes jo syadse [enosoydAsd sy

ayejul buluipap jo

saouanbasuod |e1>0s pue [euoilows ay)
sbeuew 0} syuedpiued Aq pakojdws
ssad0.4d [ed1bojoydAsd |erdos diseq

93U} SeM [0J1UOD SNOISUOD 0} BulIys
sdiysuonejps pue syqey Ajiep J1ayy bunpaye
'sso| 1ybram pue ‘syadde Jood ‘Bunes o}
uonaNIISao Aq pazisioeleyd sisupied Ji9yy
pue I95ued PIdUBAPE YU USW 10} SNSS|
pa1edijdwod e sem ssausip pajejp.-bune]
,uondensip, pue ‘ yiom diysuoness,
‘,yuom-}jos bunowoud, ‘,josu0d bupjey ,
:sabueypd bunes sabeuew oy sjuaned Aq
paynuap! a1aMm sa169)e.1s UoIde-J[9s 1IN0

pawnsgns buiwodaq pue ‘uonerdepe
‘D41 PAIOLIISAL ‘BUUIYIDI ‘DOUIIBHIP }d}
pue 3|qISIA :PIIJIIUSP! DIDM SIWBY) SAI4
sasInu Jo}

Buluiesy pue ‘sso| 3ybam Buibpajmousde
‘s1gplosip pajejai-bunes pue ssoj

3yB1am Jo 1pedwl ‘snyeys [euonnu Jo
JUSWUSSISSE :PRIIIUDPI DI9M SBWBY} JNO4
sysijeads asinu Aq passasse Ajpuiinol
30U SeM UDIYM ‘3seasip ay}

siaquiaw Ajlwey z| pue

sypuow 9 snoinid Ul ssoj yBIam 94,01 <
yum sjusied Jadued pasueape G|
11un a.1ed aAnel|jed e wouy

(s1oquidsw Ajiwey panessaq Q| pue
‘s1apinoid a1edyyjesy || ‘19oued yum
syuaned aaneljjed pazijendsoy jo
slaquuaw Ajiwiey € ‘Jadued yim
sjuaned aanerjed pazijeudsoy €1)
sdnoub inoyj wouy syuedpnued /1

sso| 1ybram
yum syuaired pasueape Joy buried
J0 ddudLAdXD Je3A-G Ylm sasinu 1|

|jexdsoy Buiyoesy
ob.e| e wouy pajdwes "A1abins so14e
syjuow ¢ syusned Awopsbeydosso ||

a1adde Jo sso| payiodal-4[9s Yym
Jadued pasueApe Yum syuaired auly

sawi}jeaw J19y1 4O 9,05 1uads

Aoy woym yum sisupied Jisy) pue
swa|qo.d ay3adde Jo sso| yblam
%G< YU sjuaned usdued ajew 6|

Jadued pasueape yum syuaned Qg

sso| Jyblam pajejal
-195ued yum syuaied aaneljjed z|

sso| ybram
yum syuaned pasueape Joy bulied
10 9oUSIAdXD JBIA-G YUM SIsINU 7]

SM3IAIR)UI pRININAISUN pue
ABojouswousyd ueusbbapioH

uonensssao yuedpiped pue
‘SM3IAIDIUI PaiNnonIIsuUNn
‘f1osy} papunoin

SMBIAISIUI PRINIDNIYS
-1was pue Abojopoyiaw
anneyjenb Aioyeloldxg

sisAjeue cnewsy}
Buisn smainisiul yidsp-u|

SMBIAIDIUI PaJN}dNIIsUN
pue A103y} papunoin

MaIAIa1ul dnoub sndoy pue
Abojopoylaw anneyend

SMIIAIR)UI PRINIINIS-ILISS pue
ABojouswousyd dinausWLISH

EIVETETN
[euonesIaAU0D yidap-ui pue
ABojopoyiaw aaneyend

SM3IAISIUI PRINIdNILS
-lwas pue Abojopoyraw
aAnjeyenb Aiojesoldx3

yym sjuaned Joy eixayded jo
2cuauadxe panl| oy} aso|dxa o]

siapinoid aiedyyjeay pue ‘seljiwiey
‘syuaned Jo sanndadsiad ay) wouy
Jadued padueApe ul sedusLadxe
2Jed |euoIlLINU dY] dUIWEXD O]
2Jed> fiepuodas

pue Aewnd ur yjoq sasinu

Aq 10} pased sso| 1ybiam pue
J9sued pasueape yum sjusied
JO Juswabeuew sy} aiojdxe o]

o4 J0

Aujenb pajoaye siyi moy pue sso|
a1adde jo sousuadxa syuaned jo
Buipuelsispun yydap-ur ue uieb of
ejul pasealdsp

e Jo sadusnbasuod |eos pue
[euonows a3y} sbuew pue eixaioue
10} S1esuadwod Jdued padueape
yum syusned moy suiejdxa

1ey} ssadoud ay) ayebiysanul o)

sisuped ajewsy J1dY} pue

Jasued pasueApe yum syusned
dew Ui ssausip pajepi-buires Jo
SIUSWIDID SQLDSIP PUE JSA0DSIP O

Jadued pasueApe Yum
9|doad ui syiqey buiyes buibueyd
}JO 1uswabeuew ay) aJojdxa O
Buluonouny [epos pue ‘sdiysuone@.
‘SUOIIOWD JI1BY} J9dURd padueApe
yum sjdoad jo sbewi Apoq uo
eixayoed Jo 1edwi ay) a10|dxa o]

swia|qoud pajenosse

-bunes pue ‘sso| Jybram

‘195Ued padueApe Yyim syusied Jo
juswsabeuew ,sasinu alojdxs o]
sasinu 3sijeads pue

‘sI9NIBR.1eD JIBY) “I9dUed padueApe

AN 4,-(6002) /e 12 p1oy

epeue) ,(8007)
SOlJeH pue JUSWI[DIIN

AN
6¢(8007) ueaq pue femaq

N
,2(£007) "[e 33 yBumuiep

epeue)
4e(£007) *Je 12 36BeIyS

pueIdZIMS
52(£007) *[e 19 J9ssens

AN ¢£(£007) uosunjdoH

NN §2(£007) s3ybnH pue A3jsuiy

AN
52(£007) ueaq pue femaq

sbuipuly. £y

bunies pue sjdwes

ubisag

SN20J} Yydiessay

3)ep pue Joyiny

104

(penunuod) g 9|qeL

Journal of Cachexia Sarcopenia Muscle 2015; 6: 99-111

DOI: 10.1002/jcsm.12010



105

Cancer-related weight loss and anorexia

S924N0S3J d|qe|leAe pue ‘eale [ediul]d 3y}
JO 21N}|N> ‘aBpajMmouy JO adUINJHUI DY}
JO uoneuIquod d|gelien e Ag paldalIp

S| pue }NJI4IP 3¢ UED JadUED PAdUeApE
yum sjuaied ur Juswabeuew eixayded

syoadse |eos

pue |esibojoydAsd 0} spuaixa os|e Inq
uonuinujew [esisAyd o3 payiwi| Aj9jos jou
si syuaned Aq pasuauadxa ybiam pue
ejul Aieyaip ur sabueypd jo pedwi ayg
uonuaniaul aauoddns areudoadde

JO yoe| e pue ‘sjeuoissajold aiedyyjeay
WwIoJ} eIX3Yded JI9Y} IN0ge Uuoljewloul
JO de| e ‘sso| ybram pariodal
,Ss1uaned 1noge siapiroad asedyyjesy
wouy Juswabpajmous)de Jo yde| e
:Apn1s ay1 wouy pabiaws sswayl aaJy|

soljiwey

0} Sasned 11 ssaJIsIp 9y} pue bunes
spuno.ins 1eyy Asixue ayy pawybiybiH
sasuodsal buidod pue ‘pooy Jano
PI}U0d ‘sjeuolssajold aiedyyjeay wouy
asuodsas ‘ublis peq e se pajaidisiul

Jaoued pasuenpe ul
eIxayded yum syuaned o} aled
Buipinoid sousadxe pey oym

s|euoissajoid aiedyyjeay ¢

sjuaned
Jaoued anneljjed pazijendsoy xis

siaquusw Ajiwey z|
pue eixayded Aewnd pey oym
syuaned Jsdued padueape G|

sioquisw Ajiwey 1ybio
pue eixayoed yum bulall ssdued
pacueape yum syusned ybig

SMIIAIRIUI
|enpiaipul pue ‘dnoub sndoy
‘Abojopoyiaw aaneNend

SMBIAIDIUI PRINIONIIS-ILISS
pue Abojopoylaw aAieyend

SM3IISIUI PRINIINIISUN
ABojouswouayd ueusbbapioH

SMIIAIRIUI PaIn)dnIisun
Abojouswousyd ueusbbapioH

J1aoued padueApe Ul eIxayded
YHM spuaiied JO spasu ay} 4o

uondsdiad pue ‘Buipueisiapun

‘@usuadxs ,sjeuoissajoud
aledyy|eay alojdxe o]
bunes a1ed anner|jed
33 ul syuaied Jo spasu
9y} 199W spJepuels yons
J3Y1aYM aulwI1ap 0] pue
SUJSUOD JIBY] puelsispun
0} uibaq 0} ‘uoniInu Jo

smaln ,syuanjed asojdxa o]

eIXaU e J3dUED IOJ POAIDIDI
aJed 0} piebal Ym sisquis
Ajiwey pue syuaned jo
2ouaLadxe ay) a1ebnsanul o
saljiiey Jiayl

pue eixayoed yum Jadued
pasueape yum syuaned
U99M1q SISIX® 1eY) POO)
J3AO0 uoIsud) a1ebnsaaul o]

sioquisaw Ajiwey
J1I9Y] pue Jsdued pasueape

NN o, (€102) /8 33 Jef|IN

3N
1£(1107) J31epjur pue ainpy

NN g(0102) /e 19 pisy

3N 4¢(6002) “fe 32 p1ay

sbuipuly Aoy

bumas pue sjdwes

ubisaqg

SN0} Ydieasay

dlep pue Joyiny

(Penunuod) z 3jqeL

Journal of Cachexia Sarcopenia Muscle 2015; 6: 99-111

DOI: 10.1002/jcsm.12010



106

C. Cooper et al.

caregivers exhibited similar responses of helplessness to stop
weight loss and reverse cachexia.?*3%3! Especially for some
patients, personal responsibility for weight loss implied a fail-
ure to take control of their body, which could cause distress-
ful feelings of being a burden to family members.?%*°
Furthermore, changes in physical appearance resulting from
losing weight were perceived as undermining patients’ self-
identity and self-esteem.?”-2%32

The social impact of malnutrition and weight loss, includ-
ing the loss of socializing, stigma, and embarrassment, was
also described by some patients, although their experience
varied considerably between individuals.?**>*”-*° For exam-
ple, some patients described the experience of stigma and
loss of face when they ate out because they could only eat
small portions of food or not finish the food on their plates.?’
Other patients reported their experience of a reduction in so-
cial interactions and withdrawal from their community mainly
due to their wasted appearance and their fear of being
reminded of their cancer history.”*

Only one study mentioned existential distress in patients
with weight loss.?® They were searching for a meaning of

weight loss, since the occurrence and development of weight
loss were unpredictable and uncontrollable. Some patients
believed ‘not eating is dying’, which was a symbol of progres-
sive weakness and death.

Theme 2: patients’ and caregivers’
responses to coping with malnutrition
and weight loss

When confronted with malnutrition and weight loss, patients
and caregivers, as a family unit, aimed to improve the patients’
food intake by adopting several coping strategies.?® For example,
couples actively searched for and obtained dietary information
from the mass media and the Internet in order to integrate it into
their dietary patterns. They also kept on trying and testing strat-
egies to find out what ingredients, tastes, consistencies, sizes, or
texture of food were suitable for meeting the patients’ nutri-
tional needs. However, patients and family caregivers had their
own unique ways to deal with these symptoms.

Table 3 Results—what these studies add to practice and key research for the future

Author and date

What these studies add to practice and key research for the future?

Holden (1991)?"
Latham (2001)3?

McGrath (2002)*?
McClement et al.(2003)3>
Orrevall et al.(2004)?3
Souter (2005)%°
Hopkinson and Corner (2006)%°
Hopkinson et al. (2006)3°
Dewey and Dean (2007)%®
Hinsley and Hughes (2007)%°
Hopkinson (2007)33

Strasser et al. (2007)2°
Shragge et al. (2007)**
Wainwright et al. (2007)%’

Dewey and Dean (2008)3°
McClement and Harlos (2008)*’

Reid et al. (2009)%43©
Reid et al. (2010)®

Muir and Linklater (2011)3’

Millar et al. (2013)4°

Need to be aware of the complex emotional issues surrounding food in hospices
Nurses require more understanding of cancer cachexia and associated symptoms
through nurse educations

Effective strategies should be routinely integrated into the hospital care of patients
undergoing chemotherapy

Highlighted different ways that family members responded to patients with cachexia’
eating problems

Increased an understanding of eating difficulties faced by advanced cancer patients
before using home parenteral nutrition.

An understanding of the meaning that loss of appetite holds for patients and
caregivers is essential for the provision of quality care

Development of a conceptual model of the patient experience of living with eating
changes and advanced cancer

Highlights the issue of weight loss taboo faced by advanced cancer patients

This study shows the need for further views of other healthcare professionals.

Also highlighted that patients’ and relatives’ views should be sought to find out
what information and services they would like to receive

Provided an understanding of self-management of eating changes experienced

by advanced cancer patients

Highlighted importance for psychological support for patients with cachexia

Early identification of eating-related distress in cancer patient would be the

first step for providing targeted psychosocial intervention to address the concern
in this population

Development of an intervention, which could be useful in guiding clinicians

Adds to the implication of the need for support and rehabilitation in oesophageal
cancer patients’ post-surgery

Nurses play an important role in the delivery of high-quality cancer care
Informational and psychological support are needed for caregivers to cope with
fears and anxieties in relation to cancer cachexia

Provided a deeper understanding of the concerns that palliative care patients have
regarding their oral intake and weight

Provides an insight into the tensions that exist over food between patients and their families
Patients and families need information, but they also need support to cope with
fears and anxieties in relation to cancer cachexia

Provided a deeper understanding of the concerns that palliative care patients have
regarding their oral intake and weight

Cancer cachexia needs to be addressed from a holistic model of care to reflect

the multidimensional needs of patients and their families
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Subtheme 1: patient responses

Patients expressed various attitudes and behaviours in deal-
ing with the impact of malnutrition and weight loss through-
out the disease trajectory. Maintaining a positive attitude
emerged as an important coping strategy in patients, as it is
related to acceptance, hope, and denial. For patients during
and after treatment, they were focused on increasing their
food intake and increasing body weight in order to promote
recovery from disease. Consequently, they strived to eat
and constantly monitor body weight.?” When patients real-
ized the terminal nature of their disease, they accepted their
declining illness and attempted to live with changes in their
eating habits.?%2%293133 5ome patients accepted changes in
their eating habits and did not demand any conscious self-
care plans of action but were content to trust their bodies
as a self-regulatory system. For the majority of patients,
eating represented a means of gaining control over life and
taking action to retain control over food and life in spite of
eating difficulties.?®3%33 The presence of hope for cure was
also reported in patients, although they were aware of their
prognosis and weight loss contributing towards death.?*3*
In some cases, denial and use of distraction appeared to be
common and purposeful strategies, and patients frequently
chose not to think about their weight loss.?*33

During the process of coping with cachexia, patients in-
volved a prolonged period of physical dependency on family
caregivers for support in nutritional care. They appreciated
the family assistance particularly relating to food preparation
and dietary advice provision.”* However, some family care-
givers tried very hard, for example, controlling the patients’
food intake to the point of calculating calories, which became
a source of conflict and tension.?* Patients expected that fam-
ily caregivers should take a less assertive manner or respect
their wishes to cope with eating problems their way.”*

Using oral nutritional supplements and seeking profes-
sional help were found as coping responses for some patients
in the face of malnutrition and weight loss. Some patients re-
ported that they felt unable to consume the supplements at
home or in hospitals. This was due to their taste and smell,
and a few respondents reported it was due to side effects
of the supplements, including nausea and vomiting.?® Others
chose to consult alternative therapists to optimize their die-
tary habits, and some patients reported success with the side
effects of cancer treatment.”?

Subtheme 2: family caregiver responses

The impressions from a number of studies were that family
caregivers had actively engaged in nutritional care to help en-
sure that patients received sufficient oral intake.>™2326:3235
The studies detailed the loving attention caregivers gave to
selecting and preparing tasty and nutritious food, regardless

of patients being in hospital or at home. When patients were
hospitalized, family caregivers used numerous strategies to
improve food intake by bringing in their preferred home-made
food, super-sizing the portions of hospital food, and always of-
fering food and making it readily available.>® For patients at
home, caregivers felt totally responsible for patient’s nutri-
tional care and they cooked dishes, served food differently,
or provided fortified food with additional nutrients.?*?® There
was a common fear prevailing in family caregivers that if they
were not always present to prepare foods and to encourage
the patient to eat, their relative would die.?® In addition, fam-
ily caregivers also responded differently to the impact of ca-
chexia because of their varying belief systems. There were
three coping modes that families employed when confronted
with the problem of cachexia and weight loss: primarily ‘“fight-
ing back’, secondly ‘letting nature take its course’, and finally
‘waffling’ (between ‘fighting back’ and ‘letting nature take its
course’). Each of these three modes of family coping strate-
gies are described below, representing their perspectives of
care that they deemed optimal, but with different conse-
quences on family—patient relationship.3”

‘Fighting back’

Caregivers who used ‘fighting back’ were characterized by
their insistence on forcing patients to eat.>® They believed
that decreased nutritional intake as opposed to disease
progression was largely responsible for the patients’ declining
status. Therefore, providing sufficient food would reverse the
patients’ declining status.>®*® On the other hand, patients’
views of their eating difficulties were much less of a problem
for them compared with their family members.?** The con-
trasting beliefs between patients and caregivers indicated
that caregivers may misunderstand the role of food in ca-
chexia and over-emphasize the meaning of food for patients.
Caregivers’ fighting back behaviours aggravated the physical
and emotional impacts of cachexia and weight loss on pa-
tients, and this could lead to decreased oral intake, emotional
distress, and desperate feelings.”>*> More importantly, con-
flicts often occurred between patients and family caregivers,
and thus, patients had to use tactics such as social isolation
and even lying to their family caregivers.?* This coping model
of family caregivers also resulted in poor relationships with
healthcare providers.3> For example, when caregivers’ re-
quested the initiation of artificial nutritional interventions,
they felt they were not responded to in a timely manner,
and they therefore accused healthcare providers of patient
neglect. This was fuelled by the fear that patients would die
if such measures were not instigated.®

‘Letting nature take its course’

Caregivers who used ‘letting nature take its course’ accepted
that patients’ weight loss could not be improved by increas-
ing food intake. They subsequently directed their efforts away
from nutritional care to other caring activities, which involved
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physical care and ‘being there’ with their relative.>*>” Meet-
ing patients’ nutritional needs were not a priority for family
caregivers rather they encouraged patients to eat without en-
gaging in any force feeding behaviours. Family caregivers
stated that they trusted the patients’ judgement on how
much they could eat.’® Consequences of this acceptance
model were considered as positive, leading to fewer feelings
of frustration in caregivers, reduced patient burden, and har-
monization of the relationship.3’

‘Waffling’

Some caregivers struggled with being aware of the declining
intake of their cachectic patients and were defined as ‘waf-
fling’ between ‘fighting back’ and ‘letting nature take its
course’. As perceived by healthcare providers, these care-
givers were ambivalent, always demonstrating inconsistent
responses to the nutritional care of the patients.>

Theme 3: clinical assessment and
management of malnutrition and
weight loss

Subtheme 1: current clinical practice in malnutrition
and weight loss

From the perspectives of patients and family caregivers, there
was a lack of acknowledgement from healthcare professional
as patients’ cachexia and related symptoms were visible.>®
When healthcare professionals acknowledged and offered in-
terventions to patients, it was usually in the forms of provid-
ing dietary advice, dietetic referral, and prescriptions of
drugs, which included appetite stimulants and nutritional
supplements.?>?8323839  owever, health professionals
across different disciplines had their unique roles in helping
patients to manage cachexia-associated symptoms. Physi-
cians tended to provide artificial nutritional interventions
such as tube feeding or parenteral nutrition when patients
were unable to eat and had no other options for survival.>**3
However, patients and caregivers perceived physicians focus
to be on the disease and treatment outcomes, not their indi-
vidual experience.’”?* The nurses’ roles were primarily fo-
cused on nutritional assessment and management of
malnutrition and weight loss. However, they were limited as
they did not perform early assessments and continuous mon-
itoring of the patients’ nutritional status. Most nutritional ac-
tivities were conducted on an opportunistic basis in the
hospital.?® From the patients and caregivers’ perspective,
the work of dietitians emphasized food selection and prepa-
ration, albeit was criticized for not following patients up dur-
ing their hospital stay.?>%

In addition, the information in relation to understanding
and managing malnutrition and weight loss given by

healthcare professionals was perceived as inadequate for
patients and caregivers. This left the nature and conse-
quences of cancer cachexia largely unexplained.®® Dietary
advice provided by the dietitians was not specific to each
patient’s needs.?%>* Family caregivers felt that healthcare
professionals could not help them to cope with malnutri-
tion and weight loss due to the lack of information they
received.?®*°

Subtheme 2: barriers to optimal management of
malnutrition and weight loss

A lack of resources, knowledge, and a culture of avoidance
were identified as three major barriers for healthcare profes-
sionals to deliver quality cachexia care in clinical settings.
Although many healthcare professionals were clear that
cachexia was the result of an irreversible metabolic distur-
bance, some displayed a lack of understanding of the cau-
sation of cachexia. Other causes where knowledge was
lacking included insufficient food intake and malabsorp-
tion, which consequently resulted in a failure to recognize
the syndrome in clinical practice.>*° Particularly for those with
nursing and nutrition backgrounds, a lack of distinct management
approaches resulted in over-relying on nutritional supplements/
enteral feeding despite recognizing their failure to reverse
cachexia.*

Engaging in a culture of avoidance in relation to acknowl-
edging and discussing cachexia and weight loss with patients
and families was prevalent in non-palliative healthcare pro-
fessionals. These professionals typically believed it would re-
sult in unnecessary distress to patients or false expectations
of nutritional management outcomes.?®3%% Additionally,
nurses reported that they were careful not to initiate discus-
sions about cachexia with people affected as they believed lit-
tle could be done to help.zo’30 In contrast, those with
palliative care backgrounds tended to use a holistic care
model and to communicate with patients and families about
the meaning of cachexia, despite acknowledging that this was
a significant challenge.*® The impact of an avoidance culture
in managing cachexia was explained further in relation to em-
phasizing the traditional biomedical model, which concen-
trates on curing the disease and physical dimensions.” In
addition, lack of time and staff were frequently cited by
healthcare professionals as barriers to effective management
of cachexia and weight loss.*

Discussion

Despite cancer cachexia remaining to be a significant clinical
problem, there has been little progress in understanding ca-
chexia and its management from the perspective of patients,
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family caregivers, and healthcare professionals. Recently, sev-
eral systematic reviews and integrated reviews have synthe-
sized existing evidence on cancer cachexia beyond the
biomedical perspective, with a particular focus on its psycho-
social impact and quality of life, both of which being previ-
ously overlooked in the literature.****? Findings emerging
from these reviews have significantly advanced our under-
standing of this complex syndrome and highlighted the
potential of incorporating psychosocial support for improv-
ing the management of cancer cachexia along with pharma-
cological and nutritional approaches. By collecting the
selected qualitative research, the present systematic review,
however, takes a broader but insightful perspective to
explore how patients, caregivers, and healthcare profes-
sionals experience and manage weight loss and anorexia.
Consequently, this systematic review generated a more
holistic understanding of how cancer cachexia influenced
people affected and identified three important findings.
Firstly, weight loss and anorexia were viewed by patients
as a multidimensional experience encompassing physical,
psychosocial, and existential components. Secondly, although
patients and caregivers were actively involved in coping
efforts, cancer cachexia particularly in the later stage of
disease was a greater problem to caregivers than to pa-
tients themselves. Thirdly, the existing cancer management
of weight loss and anorexia remains focused on nutritional
care, which was provided by health professionals in an un-
structured way.

Although several definitions related to cachexia have been
proposed in the literature, consensus exists on weight loss
and/or anorexia as the key elements of cachexia. Additional
components including muscle strength, functional status, and
inflammatory markers are inconsistently reported.*”° A recent
study also validated that weight loss and body mass index were
clinically relevant to discriminate between cachectic and non-
cachectic patients.*® However, these findings support the per-
spectives from quantifiable biological and functional character-
istics associated with the syndrome but fail to acknowledge the
subjective experience of individuals affected. This review pro-
vided insights into the complexity of weight loss and anorexia
that patients with cachexia may experience. These are multifac-
eted in nature and consist of physical, psychosocial, and exis-
tential impacts, which echoes current consensus that cachexia
is multifactorial, and optimal management of the syndrome re-
quires a comprehensive approach.>** Future interventions
should be developed to not only relieve the physical im-
pact but also psychosocial aspects, which were recognized
less and infrequently addressed by healthcare providers.
Enabling caregivers to more fully understand the conse-
quences of cachexia is important to help them to reduce
the distress in nutritional care and therefore, meet the
other aspects of patients’ needs.

Another significant finding was that weight loss and an-
orexia caused greater distress for family caregivers than

patients themselves. Due to the significant meaning of food
in patients’ survival, some family caregivers particularly with
the ‘fighting back’ coping mode tended to take an assertive
approach to push patients to eat and thus, created conflict
and tension with patients. Efforts to correct caregivers’ false
beliefs particularly with regard to ‘fighting back’ is important
as this would help them to direct their efforts from increasing
patients’ oral intake to the care of achieving their optimal
overall status.

Health professionals also voiced the challenges and diffi-
culties of managing cachexia and weight loss. Inadequate
knowledge, a culture of avoidance, and lack of resources
were identified as major factors for them not being able to
provide care for patients and caregivers. Failure to recognize
the multidimensional impacts of cachexia led health profes-
sionals to feel powerless to help patients and caregivers, con-
sequently leaving them isolated to deal with the syndrome
alone. Health professionals across different disciplines should
understand their important roles and responsibilities in im-
proving the experience of cancer cachexia for patients and
their families. Equipping them with necessary knowledge
and communication skills would be an important step for
helping them to acknowledge and effectively deliver inter-
ventions, to address the distress experienced by patients
and caregivers.

Research gaps identified

The research to date has predominately examined patients
with advanced cancer and particularly in the palliative
stages of the disease. Studies looking at cachexia at differ-
ent stages, particularly early stage, are obviously lacking.
Only two studies included in this review investigated cancer
patients who underwent either surgery or radiotherapy,
revealing a complicated process of adaptation to and recov-
ery from weight loss and anorexia. However, none of the
studies explored the experience of managing patients’ can-
cer cachexia and weight loss at the treatment stage from
the perspective of health professionals, as they are increas-
ingly acknowledged as playing a significant role in helping
patients to cope with malnutrition and weight loss either
in hospital or at home. These research gaps should be fur-
ther addressed in the future.

Limitations

There are some limitations to be acknowledged before draw-
ing a conclusion. There is little consensus regarding the defi-
nition of cachexia, and the majority of studies included in
this review did not define the term cachexia. Cachexia was of-
ten described in relation to the experience, which included a
loss of appetite, reduced oral intake, weight loss, or eating
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distress. Inclusion of these studies may not fully reveal the
picture of cancer cachexia and its management. Furthermore,
the literature was primarily conducted in western countries,
and there was no information gleaned from other sociocul-
tural contexts, consequently limiting our understanding of
comparing the meaning of food in managing cancer cachexia
and related symptoms of weight loss across different cultural
backgrounds.

Conclusion

The literature review revealed that cancer cachexia was a mul-
tidimensional experience for patients and caregivers. However,
it is not always recognized and managed adequately by
healthcare professionals. There is a paucity of research around
managing cachexia and its impact on patients in the early
stages of disease. Future research in this area would be helpful
for a deeper understanding of the complexity of the cancer
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cachexia experience in order to move forward to developing
an optimal model of supportive care for patients and
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