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Background: Despite its prevalence and prognostic impact, primary cachexia

is not well understood. Its potential to cause considerable psychological stress

indicates the need for qualitative research to help understand the perspectives of

those affected. Objective: The aims of this study were to describe the perspectives

of patients with primary cachexia, of their relatives, and of the healthcare

professionals involved in their care and to demonstrate how this evidence can be

applied in practice at 4 different levels of application ranging from empathy to

coaching. Methods: A review of the qualitative literature and empirical qualitative

investigation was used to understand the experiences of patients and relatives and

the perspectives of professionals. Results: The main worries expressed by patients

and relatives concerned appetite loss, changing appearance, prognosis, and social

interaction. We also describe their coping responses and their views of professionals’

responses. The main concerns of professionals related to poor communication, lack of

clinical guidance, and lack of professional education. Conclusions: Understanding

patients’, families’, and professionals’ perspectives, and mapping that understanding

onto what we know about the trajectory and prognosis of the condition, provides the

evidence base for good practice. Qualitative research has a central role to play in

providing the knowledge base for the nursing care of patients with cachexia.

Implications for Practice: The evidence provided can improve nurses’ insight and

assist them in assessment of status, the provision of guidance, and coaching. There

is a need for the development of a holistic, information-based integrated care

pathway for those with cancer cachexia and their families.

E30 n Cancer NursingTM, Vol. 35, No. 6, 2012 Porter et al

Copyright B 2012 Wolters Kluwer Health | Lippincott Williams & Wilkins

Author Affiliation: School of Nursing and Midwifery, Queen’s University
Belfast, United Kingdom.

The authors have no funding or conflicts of interest to disclose.

Correspondence: Sam Porter, PhD, RN, BSSc, School of Nursing and
Midwifery, Queen’s University Belfast, MBC, Lisburn Road, Belfast BT9 7BL,
United Kingdom (s.porter@qub.ac.uk).

Accepted for publication October 11, 2011.
DOI: 10.1097/NCC.0b013e31823d52b7

Copyright @ 2012 Lippincott Williams & Wilkins. Unauthorized reproduction of this article is prohibited.



n Introduction: Cancer Cachexia

Cancer cachexia is a complex metabolic syndrome predom-
inantly characterized by severe weight loss resulting from loss
of muscle mass. It is a devastating consequence of cancer and is
associated with poorer response to cancer treatments, increased
treatment side effects and toxicities, and greater psychological
distress for patients and their families.1 It has a powerful im-
pact on patient survival, and it has been estimated that 20% of
advanced cancer patients will die of cachexia rather than their
primary disease.2,3 Cachexia is most frequently observed in pa-
tients with solid cancerous tumors of the pancreas, lung, and
gastrointestinal system, with a lower prevalence in patients with
breast cancer and hematological malignancies.4,5 It is not re-
stricted to a cancer diagnosis, as it is also reported in other
chronic diseases such as chronic obstructive pulmonary disease
and end-stage renal failure. However, it is most prevalent in
cancer, occurring in up to 86% of patients with a malignancy6

compared with just 24% of patients with chronic obstructive
pulmonary disease.7

Weight loss is the most defining characteristic of cancer
cachexia; however, not all weight loss in cancer is attributable
to cachexia. Patients often experience weight loss from reduced

nutritional intake as a result of cancer treatments or physical
obstruction by a tumor mass. This type of weight loss can be

reversed once its causes are corrected.8 However, many patients
with cancer will have weight loss for no apparent reason. Un-
explainable weight loss is the hallmark of primary, refractory

cachexia.8 The fundamental difference between the weight loss
in cachexia and that in secondary weight loss is the inability to

reverse it with nutritional intervention alone. The weight loss
experienced by patients with primary cachexia is involuntary
and progressive, resulting in up to a 30% loss of premorbid

body weight and, ultimately, death.9

The prevalence and the devastating effects of cachexia in-
dicate that it should be an important focus for care. However,
as we shall see, it has had less attention than it should. In this

article, we seek to redress this imbalance by marshalling evi-
dence from both quantitative and qualitative sources and com-

bining this evidence with findings from two qualitative studies
that described the experience of patients with primary cachexia10

and of the healthcare professionals involved in their care to

provide recommendations for nursing care.

n Literature Review Strategy

The literature search for quantitative data was carried out ac-
cording to Cochrane Collaboration guidelines. Details of the
search strategy used can be found in the published Cochrane
Collaboration protocol.11 For literature that fell outside the
Cochrane parameters, including qualitative literature, a wider
search strategy was adopted using the key words cachexia, can-
cer cachexia, weight loss, terminal care, and advanced cancer in
the following databases: Medline, PubMed, Cumulative Index
to Nursing and Allied Health Literature, British Nursing Index,

and Index to Theses in Great Britain and Ireland. The initial
search generated 186 334 hits. Boolean phrases ‘‘AND’’ and
‘‘NOT’’ were used to refine the number of papers into a man-
ageable amount for review. Of the results generated, the paper
title was initially used to determine its appropriateness to the
study, followed by a review of the abstract. If the abstract was
deemed suitable, the full text was then sourced. Information was
also obtained from reference lists of published papers. The re-
view included opinion papers, clinical guidelines, clinical re-
views, systematic reviews, 2 empirical quantitative studies, and
12 empirical qualitative research studies. The quality of the
evidence in the papers reviewed varied considerably, ranging
from soundly demonstrated empirical data to opinion papers,
where it was difficult to ascertain the strength of evidence.

n Methodology: Qualitative Research
in Evidence-Based Practice

One of the key debates concerning evidence-based practice
(EBP) is the question of what constitutes appropriate evidence
for the guidance of healthcare practice. Traditionally, the EBP
movement favored a hierarchy of evidence founded on the ca-
pacity of research techniques to minimize the risk of bias in
the results they produced.12 On that criterion, the randomized
controlled trial (RCT) was at the pinnacle of the hierarchy.
Further down the ladder were various quasi-experimental strat-
egies. Very close to the bottom, at best managing to creep ahead
of consensus and opinion, was qualitative research.13 However,
in recent years, this hierarchy has come under considerable
challenge, not the least because of an increasing understand-
ing of the limitations of RCTs.14

One of these limitations, which is especially concerning for
evidence-based nursing, is the lack of focus in RCTs on the
individual subjectivities of clients and their families. The con-
centration of RCTs on uncovering the average effects of an
intervention means they have little or nothing to say about the
individual experience of that intervention or of a person’s ex-
perience of the condition that the intervention is designed to
improve.15 This is a significant lacuna, because, as Grace and
Powers13 observe, putting evidence to practice requires an
understanding of patients’ personal meanings, which influence
their values and, therefore, their decisions. They go on to argue
that this understanding of the meanings and values that people
have in relation to health and healthcare, and the consequent
responses that they make to healthcare situations, should be
core to nursing knowledge. In other words, in addition to
objective knowledge concerning biological functioning, pathol-
ogy, diagnosis, and treatment, nurses need to attain an under-
standing of the subjective positions of the actors involved in
those processes to respond adequately within the interactive
processes of healthcare. The logical implication of acceptance
of this argument is that there is a central place within nursing
knowledge for qualitative research.16 The reason for this is
that when dealing with meanings, quantitative strategies are
of limited utility, in that meanings cannot be measured, only
understood.17
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In response to this critique of the deindividuating effects of
quantitative research, 2 main approaches to the use of qual-
itative research have been adopted. One is to triangulate qual-
itative and quantitative methods to enable researchers to uncover
both the effectiveness of an intervention and how it is expe-
rienced by those affected.18 This strategy of supplementing
the insights of RCTs with those of qualitative approaches
now enjoys considerable official approbation. Thus, for ex-
ample, the British Medical Research Council’s ‘‘Framework
for Development and Evaluation RCTs for Complex Inter-
ventions to Improve Health’’19 recognizes that at the stage of
assessing feasibility, it is likely that a mixture of qualitative
and quantitative methods will be needed. However, this
‘‘enhancement model’’20 is not the only role that has been
posited for qualitative research. A more radical approach
involves the advocacy of qualitative research’s contribution to
EBP independent of quantitative methods.21 Thus, for
example, Morse et al22 described their use of theories
generated from qualitative research data to develop patient
assessment guides, arguing that the direct and exclusive
application of qualitative methods provided a valid and
useful means of patient assessment and intervention. Morse
et al23 have also developed ‘‘qualitative outcome analysis,’’
which is a method of using qualitative strategies to evaluate
the outcomes of nursing interventions.

The decision whether to use qualitative data to enhance
quantitative research or to use qualitative research as an inde-
pendent and self-contained research strategy should, like all
methodological decisions, be based on which approach is best
suited to the questions that require to be answered.15 In the
case of cancer cachexia, efforts to develop effective interventions
to alter the physiological processes involved have not been con-
spicuously successful to date. Given the limited capacity of
physical approaches to the issue, efforts to minimize psycho-
logical distress caused by the condition are all the more im-
portant. As a consequence, the crucial research questions are
those concerned with the perspectives and interactions of those
affected by cancer cachexia, specifically patients, their family
members, and the professionals caring for them. Because of
this focus on human subjectivity, the use of qualitative research
would appear to be the most appropriate strategy for provid-
ing an evidence base for nursing care of those with this dis-
tressing condition.

n Quantitative Evidence: The
Scientific Gap

Despite its prevalence and prognostic impact, primary cachexia
is not well understood24 and has been subject in the past to
relative research neglect.25,26 Although a recent committed ef-
fort has been made toward furthering our understanding of
cancer cachexia, research has so far been unsuccessful at un-
raveling the precise pathophysiological mechanisms of the syn-
drome. Advancement of our understanding has been further
hindered by the previous lack of an agreed-upon definition and

classification criteria of the syndrome.27 Indeed, it is only re-
cently that an expert working group arrived at a consensus
agreement that concluded that cancer cachexia is a multifac-
torial syndrome, defined by loss of muscle mass that is not
responsive to nutritional support and characterized by a neg-
ative protein and energy balance as a result of reduced food
intake and abnormal metabolism.27

A universally agreed-upon definition benefits clinical prac-
tice by enabling the development of guidelines for the manage-
ment of cancer cachexia.28 The previous lack of definitional
clarity and the absence of practice guidelines hindered health-
care professionals’ ability to identify and effectively manage
patients with cachexia in advanced cancer. Consequently, in
clinical practice, cancer cachexia remains underestimated29 and
underdiagnosed.30 Management has been further complicated
by lack of effective treatment to halt or reverse the cachexia
syndrome. Pharmacological and nutritional interventions have
proved of little benefit for refractory cachexia,31,32 and indeed,
an optimal treatment for cachexia in advanced cancer has yet
to be developed.33 As for psychosocial interventions, there
has been progress with the development of European clinical
guidelines,28 which identify communication and information
as important components of care. However, they provide little
detail about the specific psychosocial or informational strat-
egies that would be most appropriate. This lack of detail is, at
least in part, a consequence of the guidelines’ reliance on the
standard EBP approach, which is predominantly based on the
quantitative analysis of the efficacy of putative treatments.

n Qualitative and Psychosocial
Literature Review

In addition to their physical effects, symptoms such as weak-
ness, weight loss, and anorexia associated with cachexia have
been reported as having devastating psychosocial consequences
for those affected by the syndrome.34 Loss of muscle mass of-
ten leads to extreme weakness and loss of functional ability for
patients, which has a negative impact on their overall quality
of life.35 In addition, weight loss is reported as having nega-
tive consequences for a patient’s body image, which can result
in social isolation and emotional distancing from family and
friends.36 The psychological effects upon family members are
also considerable.37Y39 Indeed, Strasser et al40 found that part-
ners may be more concerned about patients’ weight loss than
the patients themselves.

The literature also indicates that loss of appetite is a com-
mon source of concern for patients and their families,37,40,41

with the declining oral intake of patients with advanced cancer
being of great emotional and social significance for all family
members.42 Patients’ and families’ concerns can be manifested
in conflict over food consumption42,43 and may result in fam-
ily members putting pressure on their loved ones to eat.39,41

These pressures can lead patients to adopt strategies of social
self-exclusion to avoid conflict.44 These tensions are exac-
erbated by the tendency for patients and their families, and
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indeed healthcare professionals, to regard weight loss as an
unmentionable, taboo subject.34 Professionals’ lack of acknowl-
edgment of weight loss in advanced cancer has also been re-
ported by Dewey and Dean,45 who concluded that it was
only acknowledged by nurses if patients and families took the
initiative and voiced their concerns about it, resulting in a
reactive approach to its management.

Evidence suggests that cachexia in advanced cancer is poorly
managed and not well understood,12,46 with healthcare pro-
fessionals often missing intervention opportunities to meet the
needs of patients and their families.47 These conclusions echo
the identification of Hopkinson et al34 of a weight loss taboo
among specialist nurses and their reluctance to acknowledge its
presence with patients and families. These responses to weight
loss in advanced cancer are concerning, given its profound
biopsychosocial impact, thus highlighting a fundamental gap
in care provision for patients with cachexia and their families.

Attempts have been made to explain why healthcare pro-
fessionals are missing opportunities to intervene and provide
effective care for patients with cachexia in advanced cancer and
their families. It has been suggested that a lack of understand-
ing of the syndrome has hindered effective management in
the clinical setting.48 The findings of Latham49 support this, as
the nurse participants in her study demonstrated limited un-
derstanding of the pathophysiology and management of the
syndrome. But it is not just a matter of an incomplete un-
derstanding or a lack of definitional clarity. In addition to
these problems of knowledge, the fact that no therapeutic in-
tervention has proved successful at reversing or halting the
progression of cachexia in advanced cancer may have led pro-
fessionals to put less emphasis on its management. Thus,
Hopkinson et al34 reported that the participants in their study
perceived there was little that could be done to help patients
and families manage their weight loss.

Existing qualitative and psychosocial evidence indicates that
the current management of cachexia leaves a lot to be desired,
both in terms of the stress and conflict that it generates in
patients and families and the lack of knowledge and moti-
vation on the part of professionals. However, what have not
been fully explored are the lived experiences of patients and
families and the reasons why professionals are currently unable
to provide adequate psychosocial support. The next section re-
ports on 2 empirical studies that focus on these issues.

n Applying Qualitative Evidence to
Clinical Practice

In this section, we summarize the findings of 2 qualitative
studies. The first, which addresses the experiences of patients
with cachexia and their families, has been previously reported
on.10 The second, on healthcare professionals’ perceptions and
understandings of cachexia, is novel to this article. We then
take these empirical data and, in combination with the knowl-
edge gained from reviewing the literature, we apply it to a
framework designed to facilitate the application of qualitative
knowledge to practice.50

Both studies involved an interpretive focus aimed at un-
derstanding the experiences of those involved. Both received
research governance permission from the healthcare institu-
tions involved and ethical approval from the regional research
ethics committee. Written consent to participate and to allow
anonymous publication of data was obtained from all participants.

The first study used purposive sampling to select advanced
cancer patients with cachexia from a regional cancer center in
the United Kingdom. All participants were older than 18 years
and able to provide informed consent. Patients were eligible
for inclusion if they had a confirmed diagnosis of advanced,
incurable cancer; had weight loss greater than 10% in the last
6 months; perceived weight loss as a problem; and were living
at home. Any patient who experienced secondary causes of
cancer cachexia was excluded from the study. Patients were
asked to nominate a family member to take part in the study.
A total of 15 patients and 12 family members were inter-
viewed. All interviews were transcribed. Thematic analysis was
conducted across all interviews.51 This analysis of transcripts
was supplemented by an Interpretative Phenomenological Anal-
ysis52 of 8 interview sets (8 patients and their family members).

In the second study, 2 multiprofessional focus group in-
terviews were conducted with 4 and 5 participants, respec-
tively, with the aim of uncovering the main themes and issues
in cachexia management. The focus group interviews were dig-
itally recorded and transcribed. Thematic content analysis was
undertaken according to the framework of qualitative analysis
developed by Miles and Huberman.53 This involved reading
the transcripts and condensing the data into codes and cat-
egories to reflect the main themes emerging from the data.

Results 1: Cachexia From the Perspective of
Patients and Families

The fundamental qualitative knowledge required to develop
effective EBP for the psychosocial care of those with cachexia
and their families is that which can tell us how it affects these
groups. Our interpretative phenomenological study explored
the experience of cachexia for patients with advanced cancer
and their family members, providing an in-depth under-
standing of the lived experience of cancer cachexia. Four main
worries were identified, and issues surrounding how they coped
with these worries and how professionals dealt with them were
also highlighted.

Worries about appetite loss: Analysis established that 2 of the
most serious manifestations of cancer cachexia articulated
by both patients and family members were early satiety and
reduced appetite.

Worries about changing appearance: For many patients, the
experience of this visible weight loss became a distressing
and embarrassing aspect of their life.

Worries about prognosis: Both the rate and degree of weight loss
were perceived as indicators of the patients’ state of health,
and as such, it was a source of concern for both patients
and their family members. Indeed, it was family members,
more often than patients, who expressed the most severe
concern over their loved one’s weight loss.
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Worries about social interaction: Reduced dietary intake fre-
quently became a source of conflict between patients and
their families. Even when meal times were consciously
used as fora to reinforce familial bonding in this time of
stress, conflict over food was still experienced between family
members who insistently encouraged their sick relatives to
consume food to aid their recovery and patients who were
incapable of complying with their family’s desires.

Coping responses: Both patients and their family members
discussed the overt strategies that they used to cope with
the implications of cachexia. Although most participants
were aware of the terminal nature of the patient’s illness,
data suggested that some patients could not process this
information and escaped its enormity by denying the
inevitable truth. Alternatively, some patients accepted the
inevitable reality of their situation but tried to keep a
positive attitude. However, an alternative response to facing
the inevitability of death was despair.

Frustration with the response of healthcare professionals: The
symptoms of cancer cachexia were frequently brought to
the attention of healthcare professionals by both patients
and their family members, who frequently found their re-
sponse to be inadequate or inappropriate. Participants within
this study identified 3 main barriers to successful cancer
cachexia management. These were lack of acknowledge-
ment, lack of information, and lack of intervention.54

Results 2: Cachexia From the Perspective of
Healthcare Professionals

That patients and their families perceived the approach of

healthcare professionals to cachexia management as unhelpful,

often ignoring it and its attendant problems, strongly indicates

the existence of problems with those professionals’ perspectives

on the experience of cachexia. It reminds us that patients and

their families are not the only actors in the processes that we

have been examining. Thus, in addition to taking cognizance

of the experience of those affected by the disease, effective EBP

also needs to take account of the understandings and inter-

pretations of the various professionals who deliver care. Con-

sequently, the second focus of our research program has been

to use qualitative research to uncover professionals’ perspectives.
Although there is established evidence that healthcare pro-

fessionals are not adequately managing cancer cachexia,10,34,45

explanations for this are based largely on anecdotal accounts, as
no formal investigation has been conducted into its manage-

ment in clinical practice. This suggests that there is an urgent
need to gain the perspectives of those involved in care deliv-

ery for patients with advanced cancer who have cachexia to
identify the clinical complexities in managing cachexia in ad-
vanced cancer.

To gain this insight, we used a general interpretive meth-
odology to explore how healthcare professionals respond to
cachexia in advanced cancer. Analysis of focus group interviews
with ward nurses, specialist nurses, dieticians, and medical staff
working in a regional cancer center identified 3 themes: poor

communication with patients and families, lack of clinical
guidance, and lack of professional education.

Communication with patient and family: Poor communication
was acknowledged as a barrier to effective cachexia
management by the focus group participants. They
reported that patients and their families often did not
demonstrate an awareness of their terminal prognosis and
suggested that this was because it had not been discussed
between them and the medical team. This lack of insight
created difficulty for healthcare professionals when trying
to explain cachexia, given that it is a powerful prognostic
indicator. Healthcare professionals suggested that they were
reluctant to enter into such a conversation, for fear of
raising end-of-life issues, which the patients and their
families may not have been prepared for. This failure to
adequately communicate with patients and families about
their prognosis helps explain the lack of acknowledgement
and information perceived by patients and relatives.

Lack of clinical guidance: Lack of clinical guidance for pro-
fessionals also emerged as a challenge in managing cachexia
in advanced cancer. Participants were aware of the multi-
faceted pathology of cancer cachexia and also the difficulty
in making the distinction between weight loss from cachexia
and secondary factors, realizing that each has very different
interventions and outcomes. Data suggested the participants
felt a sense of frustration at the lack of guidelines to aid
assessment and diagnosis of cachexia.

Lack of professional education: This difficulty in recognizing re-
fractory cachexia was frequently associated with the lack of
professional education as perceived by healthcare pro-
fessionals within this study. The focus group participants
reported a lack of preregistration and postregistration edu-
cation about the causes and care of cachexia and a sub-
sequent lack of knowledge on the subject. This lack of
knowledge compromised the healthcare professionals’
ability to educate patients and their families about cachexia,
even though the professionals recognized the need to do so.

The provision of this information and education is vital if
patients and their families are to understand cachexia and
accept it as part of natural terminal decline. However, with-
out sufficient knowledge on the causes and management of
cachexia, the healthcare professionals in the focus groups
felt ill-prepared to undertake such a task, providing another
cause of the lack of information reported by patients and
family members.

Summary

Our evidence paints a very concerning picture. On the one
hand, those people with cancer cachexia and their family
members are beset with profound worries about their lack of
appetite, their change in appearance, and the suspicion that
these changes are harbingers of death. These anxieties, in turn,
generate conflict between family members who seek to deal
with these worries through the encouragement of eating and
their sick loved ones who simply cannot eat. The tragedy of
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this situation is compounded by the fact that in many in-
stances, they find little succor or support from the professionals
looking after them. This inadequacy of care is confirmed by
professionals who cite 3 main reasons for itVthe fear of hav-
ing to openly confirm that the presence of secondary cachexia
indicates poor prognosis; the lack of explicit guidelines for
action; and ignorance about cachexia and its causes and effects,
resulting from poor education. All of these indicate the need
for changes in professionals’ approach across a broad range of
attitudes, knowledge, and behavior.

n Putting Qualitative Evidence
Into Practice

Having identified the concerns that arise from the experience
of cancer cachexia and the inadequacy of professional responses
to these concerns, the question becomes one of the manner
in which that information can be used to help all parties to
manage this illness in such a way that distress and discomfort
are minimized. Kearney50 has suggested that qualitative evi-
dence can be applied directly to practice in at least 4 ways. The
first is to provide insight or empathy to allow clinicians to
better understand the experiences of those under their care.
The second is to inform the assessment of status or progress,
providing information about the trajectory of illness experi-
ence. This information, in turn, can be used as the basis for
formal assessment tools to aid clinicians in identifying likely
responses of individuals at different points in the illness tra-
jectory. The third way is to constitute the knowledge base for
anticipatory guidance, which involves sharing qualitative data
with clients, allowing them to anticipate and prepare for the
experiences that have been identified through the research, and
for clinicians and clients to negotiate what resources and sup-
port they will require to deal with these. Of course, in line with
the general philosophy of qualitative research, the data should
not be seen as unproblematically generalizable. Rather, clients
should be given the opportunity to assess the degree to which
their particular experience is consonant with the experience of
the research subjects from which the data were gleaned. Fi-
nally, the most active mode of application is coaching, whereby
clinicians advise clients about what they can do to reduce dis-
tress or improve adjustment. We wish to suggest here that an
adequate approach to the care of those with cancer cachexia
and their families requires the inclusion of all 4 of these modes
of application. We will demonstrate this by mapping the con-
cerns summarized in the Table onto each mode.

Insight or Empathy

This mode of application involves using qualitative research
findings to help healthcare professionals to better understand
the experience of living with an illness, from the perspective of
either the person with the disease or those who are close to
them, and thus to offer support in a more sensitive, empathetic
manner. It allows the professional to respond to cues in a
more informed manner, to recognize whether the responses

are typical or atypical, and to design and implement support
accordingly. However, it is important that this knowledge is
used appropriately and that individuals are not shoehorned
into the norms of response identified by qualitative research.

That caveat aside, it is not difficult to see how an un-
derstanding of the psychological and social disruption and ten-
sions that cachexia can cause those affected by it is essential
information. To provide appropriate care, professionals need
to be aware of the challenges faced by patients confronting
weakness, loss of appetite, altered appearance, and the poor
prognostic implications of cachexia. They need to understand

Table & Summary of Issues and Psychosocial
Consequences AssociatedWith Cachexia

Issue Associated
with Cachexia

Experiential and/or
Behavioral Consequences

Patients

Weakness and loss of
function and mobility

Reduced quality of life

Concerns over loss

of appetite

Anxiety

Altered appearance
because of weight loss

Distress and isolation

Realization of implications

of cachexia

Coping responses of denial,

positive acceptance
or despair

Families

Patient weight loss
and anorexia

Concern and distress

Belief that the patient

needs to eat to recover

Distress, conflict, and social

isolation of patient
Patients and families

Knowledge or suspicion

of prognosis

Concern and anxiety

Lack of professional
acknowledgement

Exacerbation of the negative
consequences of the
experience of cachexia

Lack of professional
information

Exacerbation of the negative
consequences of the
experience of cachexia

Lack of professional
intervention

Exacerbation of the negative
consequences of the
experience of cachexia

Professionals
Lack of priority because of

no effective physiological
intervention

Poor support and
management

Reluctance to raise
end-of-life issues

Poor communication

Lack of guidelines to help

identify cachexia

Difficulty in identifying the

presence of cachexia
Limited knowledge

because of lack of

professional education

Professionals feel
unprepared to educate

patients and families
Patients, families, and

professionals

Weight loss taboo Isolated worry of patients
and families
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families’ concerns about their loved one’s anorexia and weight
loss and to appreciate how they might conclude that recovery
depends upon eating. They also need to reflect on their own
position and to realize that the absence of effective interven-
tions makes nursing care more rather than less important. They
need to break the taboo of discussing weight loss, notwith-
standing the sensitivities of raising end-of-life issues. They also
require a greater understanding of cachexia, and that in turn
places an onus on nurse educationalists to ensure that such
knowledge is imparted.

Assessment of Status or Progress

Essentially, this application of qualitative evidence adds to
empathetic understanding of the factor of time. By taking the
trajectory of illness experience into account, it allows profes-
sionals to provide more nuanced modes of care that relate to
cachexia. There are a number of critical stages in the trajectory
of cancer cachexia and its diagnosis and care. The European
Palliative Care Research Collaborative’s guidelines28 identify
3 stages of cachexia. The first stage of ‘‘precachexia’’ involves
weight loss of less than 5%, whereas the second stage of
‘‘cachexia’’ is characterized by weight loss greater than 5%. The
final stage of ‘‘refractory cachexia’’ involves cancer disease
that is procatabolic and unresponsive to anticancer treatment,
accompanied by low performance status and a life expectancy
of less than 3 months.

Whereas the recommended treatment for stage 2 is proactive,
including vigorous nutritional support and anti-inflammatory
treatment, in stage 3, the primary treatment goal is not the
reversal of weight loss but alleviation of symptoms and increase
in well-being.

Careful medical diagnosis is required to distinguish between
these stages and between cachexia and secondary weight loss
caused by anatomic or iatrogenic factors.28 However, what we
are concerned with here are the experiential responses elicited
by each stage and the support strategies required to meet them.
Specifically, the evidence presented relates to the illness expe-
rience of the final, refractory stage, which will be considerably
different from the second stage, when active efforts are still
being made to maintain weight.

Anticipatory Guidance

This mode involves openly sharing the results of qualitative
research with clients and their families. The purpose is to en-
able users to understand their situation and to anticipate how
it might develop, thus helping them to appreciate the strategies
and resources they can use to deal with the problems that they
are facing or are likely to face in the future. It has the addi-
tional benefit of helping users to feel less solitary and unique in
what they are going through.

Patients and families need to be aware that beyond a certain
stage, loss of appetite is not something that can be overcome
by willpower or persuasion. Families especially need to under-
stand that the patient’s illness is likely to make them feel weak
and self-conscious about their emaciated appearance, thus re-
quiring considerable comfort and support to help them cope

with their concerns. Moreover, families should be made aware
of the human and technological resources that can be accessed
to assist those whose weakness may become profound enough
to compromise their mobility and capacity to perform the ac-
tivities of daily living.

Anticipatory guidance is, of course, a very delicate issue in
relation to cancer cachexia. Specifically, it is closely connected
with the intimation of a terminal prognosis, one that is in all
likelihood accelerated by the presence of cachexia. Notwith-
standing the difficulties for both the deliverers and recipients
of this message, we need to consider the problems that arise
from the alternative of ignorance, which tends to encourage
futile attempts to persuade or even coerce patients to eat their
way back to health. If these attempts were merely futile, the
option of maintaining ignorance might be more acceptable,
but the fact that the futility is often accompanied by distress
and discomfort makes it less easy to defend.

Coaching

The final mode of using qualitative research evidence is also
the most active. Here, not only do professionals share evidence
with users, but also, they use that evidence as the basis for
advice on how clients and carers can adjust to their situation
and minimize distress. The evidence can be used to illuminate
those approaches and strategies that reduce distress, and those
that exacerbate it, and thus to provide clients and their relatives
with an understanding of the courses of action that are most
likely to provide the best experiential outcomes.

The significance of coaching in the care of cancer cachexia
cannot be underestimated. As we have seen, much of the dis-
tress caused by the syndrome is the result of the misunder-
standings of family members about its amenability to reversal
by means of feeding. By explaining the futility of force-feeding
and by showing evidence that the experience of cachexia is
less traumatic if the person suffering does not feel coerced
into trying to eat, along with talking through how care and
nurturing can be carried out in ways other than food prep-
aration, healthcare professionals can provide family members
with skills to enable them to deal with the very difficult sit-
uation they are facing in a way that minimizes conflict and
distress.

Families can also be coached in relation to strategies that
compensate for weakness and loss of mobility and that en-
courage social interaction without embarrassing their sick rel-
ative. They should also be reassured that, for most people, it is
more fulfilling to discuss uncomfortable issues than to pretend
they do not exist.

n Discussion

From the outset of the presentation of cachexia, nurses are in
a key position to prepare patients and their family members
for the changes that will follow. Open communication and
education provide the potential to alter how the weight loss
associated with cachexia is viewed. The patients’ altered appetite
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may certainly contribute to their weight loss; however, nurses
should help family members to distinguish between alterations
in appetite that can be explained in terms of secondary causes
and those that are an expected consequence of cachexia over
which the patient has minimal control. On the basis of im-
parting this understanding, nurses can provide families with
information about what they can do to help their loved one
through this illness journey. Part of this understanding would
entail an acceptance that weight loss is a poor prognostic in-
dicator. Although this is a very difficult message to impart, it
is hoped that through a realistic understanding of what is
happening, both patients and their families would be helped to
come to terms with the fact that the patients’ progressive and
involuntary weight loss signals their movement toward death.

The alternative to candidness is not kindness. Our research
participants found the ‘‘silence’’ of clinicians when confronted
with cancer cachexia extremely distressing. Healthcare profes-
sionals need to acknowledge cachexia and provide information
on its nature and impact. By providing those affected with
insight into its workings and what can be done to ameliorate
its negative effects, professionals can prevent a lot of avoidable
grief. Furthermore, fully explained supportive healthcare in-
terventions addressing the holistic needs of both patients and
their families would help empower them to deal with cachexia
and to move toward acceptance of the patients’ impending
death. Such interventions must not only entail but also move
beyond the provision of information and should focus on pa-
tients and their families establishing, addressing, and coping
with their fears and anxieties in relation to this phenomenon.

It should of course be admitted that the use of qualitative
research evidence to generate specific practical approaches to
care is contentious. Without the checks and balances concern-
ing validity and reliability that are part and parcel of using
quantitative data to ground interventions, how can we be con-
fident that the information on which interventions are based
is accurate or appropriate? Notwithstanding the mechanisms
that exist for the rigorous review of qualitative evidence,55,56

the use of experiential data to ground healthcare actions is
one that does not sit completely comfortably with established
interpretations of the relationship between evidence and prac-
tice. However, as Kearney50 observes, experiential knowledge
in the form of clinicians’ own storehouses of exemplars is con-
tinually used to inform clinical assessments. Nevertheless, this
objection reminds us that it is inappropriate to universalize
from the experience of research subjects to all the individuals
whose situation is similar to those subjects. Once again, it is
essential for practitioners to use their clinical judgment to
ascertain whether the qualitative evidence they have to hand
fits with the experiences of the particular clients and families
for which they are caring.

n Conclusion

The purpose of this article was to contribute to the knowl-
edge base required to develop adequate models of care for
cancer cachexia. Given the inexorable and distressing nature

of cachexia, we have shown how understanding both users’
and professionals’ perspectives, and mapping that understand-
ing onto what we know about the physiological trajectory and
prognosis of the condition, provides an important evidence
base for good practice.

Implicit in this assertion is an argument for the centrality
of qualitative research in providing the knowledge base for
holistic care. That contribution is especially important when
care is aimed at ensuring that the distress caused by the ex-
perience of illness is minimized. In conditions such as cachexia,
where the degree to which healthcare can contribute to phys-
iological improvement is limited, qualitative evidence to guide
practice is indispensable. In making this observation, we are
not gainsaying future developments of therapies that will be
able to physically ameliorate or even reverse the condition of
cancer cachexia. Nor are we saying that psychosocial care of
patients with treatable conditions is unimportant. What we are
saying is that, given the limitations of current knowledge, it
is the responsibility of healthcare professionals to ensure that
people affected by cachexia are given the best tools available to
help them deal as well as they can with something that is not
susceptible to cure or significant amelioration.

The development of supportive tools requires the opera-
tionalization of pertinent qualitative knowledge in such a way
that it can inform practice effectively. We examined how qual-
itative information could be used within each of the 4 modes
of application identified by Kearney: insight, assessment, an-
ticipatory guidance, and coaching. However, we have framed
all these in terms of the responsibilities and actions of in-
dividual practitioners. In consonance with the tenets of EBP,
it is important to ensure that decisions based on best evidence
should be as widely adopted as possible. This in turn implies
the need for the inclusion of this information in appropriate
clinical guidelines. In particular, the development of a holis-
tic, information-based integrated care pathway for those with
cancer cachexia and their families would be a significant step
toward optimizing care for those affected by this distressing
affliction. Perhaps, ironically, the efficacy of such a pathway
would require valid and rigorous testing, which implies the
need to subject it to an RCT, once again demonstrating the
point that research strategies should be chosen to meet the ques-
tion at hand, rather than according to an a priori hierarchy of
knowledge.
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