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ARTICLE INFO ABSTRACT

Keywords: Objective: Cancer cachexia (CC) is a frequent and debilitating syndrome in patients with cancer. It has serious
AnOl‘ex%a implications for patients, extending beyond physical problems into psychological, and social domains. The
Cadll.eXl? i objective of our study was to qualitatively understand the experiences related to CC in patients with advanced
g:;;t:::;esm v lung cancer.

Methods: Patients with advanced lung cancer with anorexia (< 37 points on Functional Assessment of Anorexia/
Cachexia Treatment-ACS) and weight loss were eligible. Patients participated in semi-structured interviews prior
to study treatment (n = 19). Qualitative analysis was conducted using interpretative phenomenological approach.
Results: Two super-ordinate themes emerged (anorexia and weight loss). Patients reported experiencing distress
related to anorexia, weight loss, lack of social eating, worsening function, body image, and eating habits. The
encouragement to eat by the family was often distressing to the patient. The treatment recommendations by their
oncologist for anorexia and weight loss was felt inadequate. Patients felt that the treatment for CC should improve
appetite and weight gain as well as their mood and be independent.

Conclusions: The findings of the study suggests that anorexia and weight loss results in high levels of distress due
to their effects on physical and psychosocial domains. Further studies are needed to better understand the
experience of anorexia and weight loss to develop strategies to effectively treat CC.

Trial registration: NCT03637816.

Body composition

Introduction cancer patients the loss of weight is distressing and symbolic of end of

life, some patients, especially those who are obese, perceive weight loss

Cancer cachexia (CC) is a frequent syndrome in patients with
advanced cancer.! CC is associated with reduced physical function,
reduced tolerance to anticancer therapy, and reduced survival.l?
Currently, there are limited Food and Drug Administration
(FDA)-approved treatments for CC.>* Recent American Society of Clin-
ical Oncology guidelines (2020)° suggests the need for effective therapies
that target CC in patients with advanced cancer.® Prior studies on CC
mainly focused on the subjective and objective changes related to CC.”®
However, studies by our team and others do suggest that patients and
families have significant psychosocial distress due to lived experiences
related CC and it was associated with loss of physical and social function
due to decreased food intake, mobility, and the visual impact of weight
loss on body image.”'* This relationship is complicated: while for most
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as beneficial in terms of their body image.!®!>'® Despite the high fre-
quency of psychological distress there are limited studies to understand
the livid experiences of cancer patients with CC.>”-®17-2! Understanding
of the distressing experiences related to poor appetite and weight loss are
therefore needed to develop of effective strategies against CC.
Non-small-cell lung cancer (NSCLC), which comprises 85%-90% of
all lung cancer diagnoses and is the leading cause of cancer-related
deaths in the United States.”” Most patients with NSCLC are diagnosed
with advanced-stage disease. The median survival duration of patients
with metastatic NSCLC is only 8-11 months,?* and the 5-year survival
rate is only 15%.%%%° Faced with a life-limiting illness, patients with
advanced NSCLC develop multiple physical and psychosocial
symptoms.’*® One of the possible reasons contributing to poor
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outcomes including overall survival is the development of CC in patients
with advanced lung cancer.>”-*! Many patients with advanced NSCLC
lose weight, have a poor performance status, and are unable to receive
cancer treatment.>>! Most of the focus of lung cancer research has been
on targeting cancer treatment (e.g., cytotoxic therapy, targeted therapy,
and immunotherapy).>”>?> There are limited studies to qualitatively
explore the patients’ distress due to CC in advanced NSCLC patients.>”*?!
Therefore, the aim of our study was to qualitatively understand the livid
experiences related to CC in patients with advanced NSCLC.

Methods

The results presented in this article are the secondary analysis of
study to investigate the effects of anamorelin (a ghrelin receptor agonist)
for anorexia/cachexia in patients with advanced NSCLC.

Patients

Consecutive patients were approached by a research coordinator at
the thoracic oncology center in The University of Texas MD Anderson
Cancer Center (UTMDACC) from November 27, 2018, to October 15,
2021. Patients with the following eligibility criteria were included in this
study: (a) Diagnosis of advanced non-smallcell lung cancer (stage 4 dis-
ease), (b) presence of anorexia, defined as < 37 points on FAACT A/CS
domain, (c) history of > 5% of involuntary weight loss for body mass
index (BMI) > 20 kg/m2 or > 2% of involuntary weight loss for BMI <
20 kg/m?, over a period of 1 year, (d) adequate hepatic function, defined
as aspartate transaminase and alanine transaminase levels <5 x upper
limit of normal, and (e) Life expectancy of > 6 months. We excluded
patients with BMI > 28 kg/m?, pregnant or lactating women, or any
relevant condition that would interfere with ability to understand and
fully participate in the study.

A strict criterion for definition of CC was included to enroll patients
in the study (eligibility criteria c), because not all advanced cancer
patients have uniform weight loss. For example, some patients with BMI
< 20 kg/m? and weight loss of > 2% have the CC syndrome.** Survival of
> 6 months was included in the eligibility criteria for this study in order
assess the patients earlier in the trajectory of illness and were on active
cancer therapy since in majority of these patients due to multiple other
assessments and treatments, CC is usually not well addressed.

Data collection

Qualitative interview and analysis

Interviews were conducted by qualitative research trained coordi-
nator either by person or telephone. During these interviews, we
employed an inductive format and used open-ended questions. The
questions were based on a semi-structured interview guide, which was
further revised after the interview of the fourth patient to cover all
topics missed in the initial interview guide (Supplementary Material,
Al). The interviews were digitally recorded and transcribed verbatim
for analysis. The transcripts were iteratively reviewed and analyzed
using interpretative phenomenological analysis (IPA).>* We coded (SY
and ZL) separately the individual experiences and the meaning assigned
to this experience using NVIVO 12 (QSR International, Melbourne,
Australia) qualitative analysis software. We then developed themes
based on the pattern of individual experiences across the patients in this
study. The more frequent emergent themes (> 50% of participants)
were used to develop the superordinate themes. Finally, we summa-
rized the final set of themes with a references from the patient's tran-
script. Fig. 1 shows the flow diagram of the methods. For the IPA, a
purposive sample of 19 patients was chosen as it was considered an
adequate sample for the detailed description of each individual expe-
riences to emerge.>®
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The goal of our study was to understand the relationship between the
two superordinate themes and the subthemes, as well as the connection
between distress due to poor appetite and weight loss and lived experi-
ences. Strategies to manage distress of poor appetite and weight loss is
greatly needed, and this study was aimed to help to advance our un-
derstanding of which distressing experiences are related to poor appetite
and weight loss so as to develop of effective strategies against them.

Secondary outcome measures

The research coordinator completed the patients' demographic
characteristics and supervised the patients’ completion of the Functional
Assessment of Cancer Therapy—General (FACT-G), and its anorexia/
cachexia scale, the FAACT-A/CS, and body composition (InBody 770) at
the same time point as the qualitative interview. Laboratory studies
related to CC including prealbumin, and C-reactive protein were also
measured.

Subjective measures. FACT-G is a 27-item validated quality of life ques-
tionnaire and consists of general questions divided into four primary
domains: physical well-being, social/family well-being, emotional well-
being, and functional well-being.>®*” All items in the FACT-G scale use a
5-point rating scale (0 = Not at all, and 4 = Very much) with possible
scores ranging from O to 108.

The FAACT A/CS domain is a 12-item symptom-specific domain
designed to measure patients' additional concerns about their anorexia
/cachexia during the previous 7 days on a scale of 0-4.28 Possible scores
for the 12-item A/CS range from 0 to 48, with 0 being the worst possible
score and 48 the best. The optimal cut-off for the diagnosis for anorexia
is < 37 points.>* The FAACT A/CS has an internal consistency and a
reliability coefficient (Cronbach's alpha) of 0.88 for its 12 components,
and a 4-point increase has been shown to be a clinically meaningful
change/threshold.?® We also assessed anorexia specific measures by
using the 5-item anorexia symptom scale, which was obtained by sum-
ming the 5 anorexia symptom items derived from the FAACT A/CS
domain: “good appetite,” “interest in food drops,” “food tastes unpleasant,”
“get full quickly,” and “difficulty eating rich/heavy foods”; this shortened
scale was validated to focus only the relevant anorexia-related symptom
items contained within the FAACT A/CS domain."® The 4-item Anorexia
Concerns Scale, which was obtained by summing the 4 anorexia concern
items derived from the FAACT A/CS domain: “amount I eat to meet my
needs,” “worried about my weight,” “concerned about how thin,” and
“family/friends are pressuring me to eat.”*°

<

Objective measures

Body composition. Body composition (total body weight, BMI, lean
body mass, body fat mass, skeletal muscle mass, total body water, basal
metabolic rate, whole body phase angle, visceral fat area and visceral Fat
level) was assessed using the InBody 770 body composition scale.*!~*3

Ethical considerations

The UTMDACC Institutional Review Board (IRB No. 2017-1059-6-6-
2018) approved this study, and all patients were provided written
informed consent.

Results

Fig. 1 shows the study accrual, and analysis flow diagram. 20 of the
23 patients completed the subjective and objective assessments, and 19
patients completed the qualitative interview. Reasons for noncompletion
of assessments and interviews were disease progression (n = 2) and lost
in follow-up (n = 2).

Table 1 shows the patient's demographic characteristics, subjective
and objective assessments.
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Results of the qualitative analysis

Two superordinate themes emerged relating to patients with
advanced NSCLC experiences of CC. These included: poor appetite, and
weight loss. Each of the themes contained subthemes. Fig. 2 illustrates
the relationship between the two superordinate themes and the sub-
themes, as well as the connection between distress due to poor appetite
and weight loss and lived experiences. Table 2 shows distribution of
themes among the study patients.

The details of the supraordinate theme and subthemes are provided
below.

Patients approached for Eligibility (N=256)
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Poor appetite and weight loss

All patients perceived lack of appetite with weight loss to be central
issue related CC. Patients with poor appetite experienced early satiety,
nausea, constipation, and alteration in sense of smell, taste. Quotes from
Patient 5, 9, and 12 illustrates challenges experienced by patients due to
poor appetite, and weight loss.

“It is frustrating to know that I'm working so hard on my eating and
yet I'm not seeing it in the weight gain. I haven’t gained any weight.
I've only lost weight. The two times that I've been the sickest in the
past few months I've lost weight.” — Patient 5

Reasons for Ineligibility (N=233)

e Notinterested in any clinical trials
(N=158)
Not having time to do clinical trial (N=57)

t

Patients enrolled in the Clinical Study (N=23)

e  Transportation issues (N=12)

e  Patients’ participation declined by their
Oncologist (N=3)

e  Hospitalized (N=2)

e No evidence of disease (N=1)

t

Qualitative Interviews were conducted in the
enrolled patients based on a semi-structured
interview guide (N=19)

0

Coding of transcripts of the interviews was
performed individually by two investigators
independently using NVIVO 12.

4

Individual transcripts were reviewed and lived
experiences were organized into a table of
themes

i

Interpretative Phenomenological Analysis of
individual transcripts followed analysis across 19
transcripts was conducted

il

Table of coherent themes was developed after
determining their connections

Reasons for patients’ inability to
complete qualitative interviews (N=4)

e Disease progression (n=2)
e Lostinfollow-up (n=2)

Fig. 1. Flow diagram of the study design.
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Table 1
Demographic, clinical, body composition, and laboratory characteristics of
advanced lung patients with anorexia-cachexia (N=20).

Characteristics Data
Age, median (IQR), years 65 (56, 71)
Gender, n (%)

Female 11 (55.0)
Race/ethnicity, n (%)

Asian 3 (15.0)

Black or African American 5(25.0)

White 12 (60.0)
Marital status, n (%)

Married 15 (75.0)

Divorced/single 5 (25.0)
Education level, n (%)

High school or less 7 (35.0)

Some college credits 4 (20.0)

College or above 9 (45.0)
Employment status, n (%)

Employed (full-time or part time) 7 (35.0)

Medical leave of absence or unemployed 2(10.0)

Retired 10 (50.0)

Homemaker 1 (5.0)
Occupation, n (%), n = 19

Administrative/management 4 (21.1)

Laborers/workers 3(15.8)

Professional 12 (63.2)
Zubrod performance status, n (%)

0 3(15.0)

1 10 (50.0)

2 6 (30.0)

3 1(5.0)

FACIT-G, median (IQR)
Physical well-being
Social well-being
Emotional well-being
Functional well-being
FACT-G total

FAACT A/CS, median (IQR)

20.5 (14.5, 24.0)
23.7 (20.0, 25.0)
17.5 (15.0, 22.0)
16.5 (14.0, 21.0)
79.3 (64.5, 88.1)

FAACT-A/CS 25.5 (18.0, 32.0)
5-IASS 10.5 (7.0, 14.0)
4-IACS 5.5 (3.5, 8.0)

FAACT total score
FAACT trial outcome index
Body composition assessment, median (IQR)
Weight, kg
Body mass index, kg/m?
Body fat mass, kg
Lean body mass, kg
Skeletal muscle mass, kg
Total body water, kg
Basal metabolic rate
Whole body angle, degree
Visceral fat area, cm?
Laboratory measures, median (IQR)
Pre-albumin, mg/dL
C-Reactive protein, mg/L

104.3 (85.5, 123.7)
62.0 (49.5, 78.0)

61.8 (55.7, 64.0)
20.2 (18.7, 21.4)
11.3 (8.5, 13.5)
49.7 (40.4, 52.5)
26.6 (21.4, 28.2)
36.9 (32.5, 38.6)
1443 (1243, 1504)
3.8(3.4,4.3)

60.4 (45.9, 73.2)

20.7 (16.9, 25.1)
6.2 (3.2,17.0)

FACT-G, Functional assessment of cancer therapy-general; FAACT AC/S, Func-
tional assessment of anorexia and cachexia therapy-anorexia/cachexia scale; 5-
IASS, 5-item anorexia symptom scale; 4-IACS, 4-item anorexia concerns sub-
scale; TOI, Trial outcome index; PGIS, Patient global impression of severity; kg,
Kilogram; m, Meter; cm, Centimeter; IQR, Interquartile; *Other, Jewish, None.

“(food) ... Iwould shove it down anyway. But with this stuff here, I do
not know if you ever smelt burnt feathers, you can imagine what they
might taste like. It is hard to eat. You take a couple of bites, and it is
yuck. Even coffee and I love coffee I cannot even drink coffee because
it tastes bad. Everything you taste, tastes off. It is like your mouth
tastes like burnt feathers all the time. The only thing that helps is
water. I drink a lot of water that is the only thing it does not affect.
Even coke tastes weird.” — Patient 9

“Guess it just seems as though I've lost a lot of will power to eat just
because everything tastes so funny. And it seems as though I do get
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full quicker, and my sense of smell has also increased quite a bit, so I
could walk into anywhere and smell spices and things like that and it
deters me from wanting to eat.” — Patient 1

Changes in eating habits

The patients in our study made changes in the eating habits, cooking,
and meals to improve their appetite and weight loss.

Patient 2 illustrates strategies used to compensate for poor appetite:
“I'm the cook, yeah. So, that's hard. And even eating with the kids. It's a
big deal to have a family dinner. Now [After cancer diagnosis] I usually
just sit them down and watch them eat and sometimes my husband will
eat with them. If I'm going to eat anything, I can't just scarf down
something like I used to do. So, now I must be slower and more careful, or
I'll get nauseous.”

“Most of the time I just force myself to eat, which, you know if I can. If
possible, I'll try to eat something that’s easier, that’s not quite so
strong. I'll resort to soup or something like that or some broth at least
or I’ve used those protein shakes before.” — Patient 2

Poor function

Loss of physical function was a concern among patients interviewed.
The functional debility was distressful for the patients: “I haven't been to
the gym since I got sick. Can't lift weights. I was a golfer, can't play golf.
The cancer has affected my daily activities because I was very active,
healthy athlete type that now I can't do any of that. Like todays (activity)
was a pretty good chore for me.” — Patient 10

“The hardest thing for me is not being able to provide for my family.
Not being able to get up and go do dishes, get up and go do laundry. I
do, I force myself to do it and I do it just to help my wife out because
she’s taking care of me, and everything else. It’s just the fact that I just
don’t have any strength, I don’t have any strength to do anything. It
feels, I don’t know. It feels kind of helpless. You know?” — Patient 2

These were some important statements describing a significant loss of
function that patients’ experience due CC. Patient often strive to be in-
dependent and play an important role as a family member including
caring for their family. Due to the impact of CC, patients often felt weak
and tired easily and therefore were unable to perform their daily activ-
ities. The loss of function was distressful for the patients as it made them
feel dependent and diminished their role as a family provider.

Body image

CC resulted in obvious changes in physical appearance and their
perception of body image. This altered body image was concerning to the
patients as well as their family and friends. Their body image dissatis-
faction made the patients feel depressed, self-conscious. They often made
changes in their dressing and activity to reduce its impact. Some strate-
gies included wearing loose clothes to make their weight loss less
noticeable, exercise to gain muscle mass to look less emaciated and be
more independent.

Patient 6 illustrates changes in dress fit due weight loss: “I feel like I'm
beginning to look emaciated. I can't wear any of the pants I used to wear,
so I've had to buy much smaller sized ones. The clothes that I still have
from my pre-weight loss days, slide off my hips. I think I carry most of my
weight in my middle area. So, I don't like the feeling of clothes that are
too big. When I look in the mirror, I see the bony person with no muscle.”

CC has a negative effect on physical appearance resulting in signifi-
cant impact of patient's body image, but in a group of patients with
obesity or overweight it may result in mixed emotions. On one hand it
may be an accomplishment of one of their long-term goals of weight
control, but on the other hand they are concerned about the negative
impact of unintentional weight loss as it may suggest disease progression
and possible death.
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Poor Appetite

1

Weight Loss

Family and
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and Fatigue
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appetite and
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Distress related to
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Altered
Body
Image

Altered
food habits

Weight Loss

Changes to
improve Poor
Appetite and

weight loss

Fig. 2. Relationship between supraordinate themes and Subthemes. Arrows indicate the connections between distress due to poor appetite/weight loss and lived

experiences.

“I kind of liked the fact that I was losing weight initially, but then
became a little bit of an irritant because nothing fit. And I still don’t
worry about the fact that I'm down to 140 (pounds). I don’t notice that
as much as people notice it who see me and say, you’ve really lost a lot
of weight. I don’t feel malnourished, or I don’t feel that I'm starving
myself, but obviously I'm not eating enough to maintain my weight” —
Patient 9

Distress to maintain food intake and weight

Distress related to food intake despite lack of desire to eat is an
important issue among patients with CC. Patients 10, 17 and 7 illustrates
the distress related to maintain food intake and weight.

Table 2
Distribution of themes®.

Themes

Patient interview numbers

Change in eating habits and meal preparation
Eating alone or with family/friends

Distress and response due to anorexia

Patients' perception and response to family, friends,
and doctors' concerns of poor appetite and

weight loss and response

Function (activity, work, fatigue)

Distress and response to weight loss

Body image

Spirituality

Weight loss and prognosis (importance of anorexia
cachexia treatment)

Expectation from treatment for anorexia with weight loss

1,5,7,10, 12, 18, 19
1,3,5,6,7,8,9, 11,13,
14, 16

1-3, 5,9-15, 17, 19
1-13, 16,17, 19

1-4, 6-8, 10-12, 16, 19
1,4,6,7,9,10-12, 15
1,6,8-9,11-13

1,11, 12,19
2,5,8-11,14,19
1,11,17,19

1-4, 6-12, 14-16, 18-19

# Themes of poor appetite and weight loss were found in all patient interview

transcripts.
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“It (Eating) was a problem and then it gets to be a chore when you're
not hungry. You know you got to eat, so it starts to affect you that you
must eat, but you're not hungry. So, you get to force yourself. Because
you know you have to get calories in, or you’ll get sicker. So,
anyways, then I'd get weight gain. I was not a body builder, but I
worked out a bunch, I was very healthy, 190 (pounds) and you get
down to 140 (pounds). Probably effects your self-esteem some too.” —
Patient 10

“Idon’t have the desire, don’t be hungry. It’s hard to eat when you’re
not hungry. It’s hard to be forced to eat when you’re not hungry. And
my water intake is not very good. It takes me two days to get through
one of these [gestures to mini water bottle], so with all the medicine I
take I just take a sip of water, take my medicine, which is about 10 or
15 pills, I take so much.” — Patient 17

“I guess people bother me all the time. It’s a visible thing (weight loss)
they can actually see. So, I guess that’s the most bothersome. People
are like, oh man you lost all that weight, you need to eat more, and all
of that. It bothers me.” — Patient 7

These are some of the profound statements regards to the impact of
CC. Patients perceive the need to eat to be important for their ability to be
walk, be independent, and fight cancer. The need to eat despite no desire
to eat often creates a very challenging situation. This struggle often re-
sults in low self-esteem and emotional distress to the patient.

Distress of lack of social eating

Patients felt eating with family/friends was an integral part of their
lives and social functioning and well-being. They found that inability to
eat with them very distressing.

Patient 2 illustrates the importance of eating as a family brings
pleasure to patients.
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“We like to eat so, its missing some of the stuff that we we’re doing.
We have places we like to go out to eat and little traditions, that’s
what we do and when I don’t have an appetite, he’s (spouse) like, hey
lets go to, you know. And it’s one of our favorite restaurants and it’s
like, I really don’t want to eat. You know, it’s like, I want to go, but I
know I'm going to sit there and not be able to eat it. Or it won’t be
worth going out to eat because I'm going to eat three bites and be like,
if I eat any more, I'm going to be sick. You kind of lose it, instead of
wanting to go out to eat and go have fun or go somewhere fun with
the kids, I just want to stay home and nibble on something, or, so,
losing that, that’s rough, I don’t like that. We’re kind of foodies. We
like international cuisine, and we like food, so it’s no fun to not be
able to enjoy it anymore. And it’s something that we enjoy doing
together as a family.” — Patient 2

“I don’t like to go to restaurants with people because I'm self-
conscious about the fact that it’s difficult for me to eat. And my
friends with whom I would be going with are also conscious of the
fact that it’s going to be difficult for me to eat whatever is at a normal
restaurant. Other than soup.” — Patient 6

CC not only results in poor appetite, but patients often cannot tolerate
being present near food as it may cause them to be more nauseous. This is
very distressing to patient as it effects the important time they would like
to spend with family and friends. This often forces the patient to social
isolation which in turn results in further distress.

Family, friends, and treating oncologists concerns and encouragement to eat

CC due its easily visibility due to patients' poor appetite and physical
appearance elicit concern about the patients' well-being among family
and friends. The family and friends' encouragement to eat more to
manage their weight loss was often distressing to the patient. As patients
feel it's challenging because despite this encouragement, patients' efforts
to eat more is often not successful resulting in conflict between patients
and their family/friends. This dynamic of expression of support and love
may negatively impact the patients in terms of the psycho-social distress
and often may result is patient being socially isolated.

“My sister would call me, I think you need to be eating, I think you
need- and I was like no, I'm going to try this. So, it was mixed feelings
about it, and I'm thinking, am I going to have to eat like this the rest of
my life? I don’t know if I can make it.” “Because my husband, still
eating what he wants to eat. A lot of time I’ll just tell him to go eat,
don’t even sit at the table with me, or the bar, wherever I was, because
I just didn’t want to have to watch him eat stuff that, you know.” —
Patient 1

There was relative lack of support perceived by the patients from the
oncologist regards to their poor appetite and weight loss. The prescrip-
tion for management of CC provided by oncologist includes diet changes
in terms of calories and protein intake, as well as medications and
physical therapy may not adequately address all the psychosocial distress
related to CC in most of the patients.

“Oh man he would say just try to eat something; oh my god is there
something you can give me to make me eat. He kind of make me mad
when I tell him I am not eating, oh he would say just try to eat
something.” — Patient 17

Treatments to improve appetite and weight loss

Patients felt the treatment for CC should improve their appetite,
weight as well as address other important detrimental effects of CC
including improvement in their depressed mood, exercise capacity, so
that they are independent and tolerate cancer treatment.

“I'm hoping that it’s going to help me eat. I still don’t have that desire,
that hunger, that I got to eat now. And I don’t know if this pill is going
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to do that. It’s going to say, oh you're hungry now you need to eat
something or its time for a snack. I mean, not time for a snack, but you
know what I'm saying. It’s just, I'm hoping that my appetite continues
to increase. More than what it is now.” - Patient 1

“I think just stimulating appetite would stop the weight loss. And I
think if I could exercise more and eat more, I would be happier with
how I look.” — Interview 08

“... It (treatment) would look like ... help me eating, maybe exer-
cising, first I got to get there mentally. If I can't get there mentally, I
can't get there. I may sit and think about it. I go and look at my bike
and maybe dust off the monitor and stuff and go about my business,
but weight gain would look ...” “ .... gain weight and muscle will
make me happy and to have more positive attitude and have less
depression ... energize to do anything on my own.” — Patient 11

“Iwould like to have a treatment that I could consistently cause me to
gain weight but also to maintain that gain. To be able to gain enough
weight to ensure that I can take chemo.” — Patient 19

Discussion

In our study, patients reported that their poor appetite was associated
with severe distress due to changes in taste, nausea, and diminished
desire to eat. The weight loss resulted in severe decrease in energy levels,
physical activity, and diminished body image, self-esteem, and mood.
Patients felt their weight loss was most easily visible to their family,
which made them feel stressed, and they made changes in their eating
habits, meals, cooking, and were eating alone, as well as wearing loose
clothes. Patients' family were concerned by the patients' poor appetite
and weight loss. The encouragement to eat more by family was often
distressing to the patient. The treatment recommendations by their
oncologist for CC was often felt inadequate by the patients. Regards to the
expectation of benefit from a treatment for CC, the patients felt that the
medication should help with improvement in appetite and weight gain,
as well as benefit their mood, and be independent.

The findings of our study were consistent with the other qualitative
CC studies in that CC negatively affects them and results in poor
appetite, weight loss but also impacts their psychological and func-
tional experience. Rhondali et al. found that weight loss was associated
with significant body image dissatisfaction in patients with advanced
cancer.'® Hopkinson et al. found that weight loss and change in eating
habits cause significant distress and disrupt food connections.** Cooper
et al. found that CC was viewed by patients as a multidimensional
experience encompassing physical, psychosocial, and existential com-
ponents.*® They found that patients and their caregivers were actively
involved in coping efforts.*> Another qualitative study of patients' CC
experience found the following themes similar to our study: physio-
logical changes in appetite; visuality of CC; weight loss interpreted as a
bad sign; response from health care professionals; conflict over food;
and coping responses.'? However, our study differs from other studies
in that: (1) Our study was based on Fearon et al.’s consensus report. The
Fearon's criteria is the most accepted definition of CC, and it uses both
subjective and objective markers so that patients with CC are accurately
diagnosed.*® (2) We included only advanced NSCLC patients who had
at least 6 months of prognosis as per the eligibility criteria. (3) We have
included patients who are on cancer treatment. These factors are more
pertinent as many patients now are on some form of cancer treatment
until late in advanced lung cancer.”**® The definition of CC and patients
with prognosis of 6 months were included in the eligibility criteria to
limit capturing the experiences of patients due to terminal illness in last
few weeks of life. (4) Interestingly in our study, we found that patients
with CC would like to overcome CC by specific treatment targeting CC
that would overcome the distress and debilitation due to CC, more
specifically they would like the medication to improve their appetite,
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and weight, help them to tolerate cancer treatment, improve their
depressed mood, exercise more, and help them to be able to perform
their activities independently.

There are several limitations of the study. The patients were enrolled
from a single tertiary cancer center, and therefore the findings may not be
generalizable. While CC in cancer patients is considered a significant
psychosocial stressor for the family as a unit, only patients were inter-
viewed in this study. Our study was conducted from November 2018 to
October 2021, however recent studies suggest that issues discussed in our
study regards to livid experiences of cancer patients with CC would be
still applicable to the current economic and social landscape based on the
recently published studies.”*”*® Hence, we anticipate the relevance of
our findings have not changed overtime.*”:*®

Conclusions

The findings of this study suggest that anorexia and weight loss results
in high levels of distress due to their effects on physical and psychosocial
domains. Further studies are needed to better understand the experience
of CC so as to develop strategies to effectively treat CC.
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