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Abstract

Purpose Patients with cancer may experience emotions such as anger or sadness due to tumour- or treatment-related reduced
ability to eat. These emotions can be provoked by patients” own struggle with eating, by misunderstanding of their struggle by
others, or by less pleasure in social activities. Literature indicates that patients with cancer may experience a lack of information
and support regarding psychosocial consequences of reduced ability to eat. The aim of this qualitative study is to gain insights
into experiences with this information and support.

Method Transcripts of semi-structured interviews with 24 patients with cancer who experience(d) psychosocial consequences of
reduced ability to eat were thematically analysed. Interviews were recorded, transcribed verbatim, and analysed using Atlas.ti.
Results Patients expressed positive experiences with information and support for psychosocial consequences of reduced ability
to eat while receiving multidisciplinary recognition and personalised care. Patients expressed negative experiences when
healthcare professionals only assessed topics within their own expertise, or when healthcare professionals mainly focused on
their nutritional intake. Informal support for reduced ability to eat was positively evaluated when informal caregivers tried to
understand their situation. Evaluation of informal practical support varied among patients.

Conclusion Patients with cancer who experience psychosocial consequences of reduced ability to eat both need professional and
informal support. Recognition of these consequences from healthcare professionals is important, as well as understanding from
informal caregivers.
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Introduction swallowing problems, and nausea [8, 21] that can lead to

insufficient nutritional intake, unintended weight loss, and
Patients with cancer often experience nutritional problems  ultimately cancer cachexia [2]. Overall, diet-related problems
such as anorexia, taste and smell changes, dry mouth,  were reported by 45% and weight loss was experienced by
44% of cancer survivors diagnosed and/or treated within the
past 5 years [30]. Some tumour types are known for their high
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emotions such as anger, anxiety, disappointment, guilt, grief
or sadness, powerlessness, and shame. These emotions were
induced by patients’ own struggle with eating and by misun-
derstanding of their struggle by others. Furthermore, patients
experienced less pleasure in their social activities. Informal
caregivers experienced similar emotions due to their high
sense of responsibility for the patients’ wellbeing. This study
also indicated that psychosocial consequences of reduced abil-
ity to eat may occur during the entire disease trajectory and
can persist during recovery and remission [13]. These recent
findings are in line with the results of earlier studies conducted
among patients with advanced cancer and cancer cachexia.
These patients experienced a range of emotions such as de-
pression, fear, and frustration in relation to their nutritional
complaints ([33], p. 6).

Standard nutritional screening is recommended in interna-
tional guidelines [1] and is mainly performed by nurses.
Current nutritional screening however only targets weight loss
and the presence of nutritional impact symptoms. In case of a
positive screening, guidelines recommend referral to a dieti-
cian. How patients experience reduced ability to eat and how
nutritional problems impact their emotional and social
wellbeing are not formally assessed.

Assessing the need and wishes for psychosocial support
regarding reduced ability to eat by healthcare professionals
(HCPs) might be necessary, considering past research that
showed these needs are often not met. Results of qualitative
studies among patients with advanced cancer and cancer ca-
chexia showed these patients consistently report a lack of rec-
ognition and information [6], or a lack of attention [20] from
HCPs in relation to psychosocial consequences of their nutri-
tional problems. In a systematic literature review of
Wheelwright et al. [33], the authors concluded that profession-
al care should not only address the physical aspects of cachex-
ia but also patients’ emotions and relationships [33]. Other
studies in patients with head and neck cancer and hematologic
cancer and patients receiving parenteral home feeding showed
that patients want their HCPs to recognize their distress pro-
voked by their nutritional complaints, while their HCPs tend
to focus on physical aspects of their condition [11, 15, 16, 22,
23]. However, these studies only touched upon the topic what
patients need regarding their reduced ability to eat, but they
did not study this topic in-depth as a central research question
itself. More research is needed to gain insights in what patients
really need from their HCPs and their informal caregivers
regarding psychosocial consequences of reduced ability to eat.

It is a well-known phenomenon both in research and clin-
ical practice that many patients receive nutritional and emo-
tional support from informal caregivers [26, 28, 29]. Whether
this informal support for reduced ability to eat contributes to
patients’ wellbeing has not yet been studied.

The aim of the present study is to gain insights into pa-
tients’ experiences with information and support for
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psychosocial consequences of reduced ability to eat due to
cancer or treatment. Based on these experiences, recommen-
dations to improve future information and support can be
formulated.

Methods
Design

A qualitative interview study design was used to gain a deeper
understanding of patients’ experiences with received informa-
tion and support. Semi-structured interviews were performed
with patients who experienced reduced ability to eat due to
their cancer or treatment.

Sampling and sample

Patients were eligible for inclusion if they were over 18 years
of age, diagnosed with head and neck cancer, lung cancer, or
lymphoma, and (had) experienced nutritional problems due to
their cancer or treatment. The presence of nutritional problems
was self-reported. Patients were recruited via patient organi-
sations for head and neck cancer (Hoofd/hals), lymphoma
(Hematon), and lung cancer (Stichting longkanker
Nederland). The research population was supplemented by
recruitment via specialist oncology nurses at Maxima MC in
Veldhoven, The Netherlands.

Data collection

The participating patient organisations posted calls on their
websites and (social) media channels to invite their members
to participate in the interview study. In this invitation call,
patients were asked whether they experienced reduced ability
to eat and were invited to participate in an interview about its
consequences on their daily and social lives. When patients
were interested to participate in the study, they were asked to
subscribe for an interview by completing an online form.
Nurses in the participating hospital assessed whether patients
with lung cancer were eligible for inclusion according to the
study inclusion criteria. When they considered patients eligi-
ble for inclusion, the nurses informed these patients about the
study and asked consent to be approached by a member of the
research team for further information. Patients who subscribed
via the online form or patients who consented to the nurses
were contacted by phone. They received detailed information
about the study and were invited to participate in an interview.
In total, 25 patients were interviewed (Fig. 1).

All semi-structured interviews were conducted from
February to May 2018 (NL). One interview was conducted
with a patient at their office at work. All other interviews were
conducted at patients’ homes. Informal caregivers were
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included when the patient wanted an (adult) informal caregiv-
er to be present, and when both patient and informal caregiver
consented to their participation. Informal caregivers partici-
pated in twelve interviews. All interviews were conducted
following a semi-structured topic list (Online Resource 1.).
Sociodemographic data and clinical data were self-reported
by patients and were collected prior to the interview. The
semi-structured topic list was developed in collaboration with
an expert group consisting of two dieticians specialised in
oncology care, one psychologist, and four representatives of
patient organisations and patient information platforms. The
input of this expert group ensured that the questions in the
topic list were appropriate for patients who experienced re-
duced ability to eat. The interviewer started by asking
“When did you get your diagnosis/treatment?”” to encourage
patients to talk. The second question “How are you doing
now?” meant to establish trust and connection by showing
interest in the patients’ current condition (i.e. building rapport)

[4]. Disease phase was interpreted from patients’ answers to
these first two questions and the interview context. It was
considered that questions about impending death might be
too confronting for patients.

Data analysis

The interviews were audiotaped, and records were transcribed
verbatim. A descriptive phenomenological approach was used
to code the transcripts and to analyse the emerging themes [5,
27, 31]. One interview was neither transcribed nor analysed
because it was inaudible due to the patients’ laryngectomy.
The field notes of this interview were used as additional input
for the thematic analysis. Transcripts of interviews with 24
patients were operable for thematic analysis. First, fourteen
transcripts were open coded [4] by three independently coding
researchers (NL, SB, NR). After coding a transcript, the codes
were compared and discussed to develop a code tree (NL, SB,
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NR). This procedure was repeated until the first point of data
saturation was reached, after coding fourteen transcripts. Data
saturation is the point when no new themes emerge from the
data [4]. The following ten transcripts were coded by the (then
established) code tree by two researchers (NL, ZN). The code
tree was established by discussing and comparing the inde-
pendently coded transcripts during continuous group discus-
sions to achieve consensus on the code tree. Four researchers
clustered the open codes to identify themes in the data (NL,
NR, SB, ZN). Initial findings were discussed with the afore-
mentioned expert group to ensure rigour in the data analysis.

Study procedure

To maximise insights into the diversity of experiences with
support for psychosocial consequences of reduced ability to
eat, we choose patients with head and neck cancer, lung can-
cer, or lymphoma, cancer types with a high prevalence of
nutritional impact symptoms. For patients with head and neck
cancer and lung cancer, these symptoms are well described [7,
12]. However, for malignant lymphoma, a general percentage
of nutritional symptoms is not described in the literature, prob-
ably because the occurrence of nutritional impact symptoms
mainly depends on the location of the lymphoma (more symp-
toms in patients with lymphoma in the gastrointestinal tract)
and the intensity of the treatment (varying from wait and see
till very intensive treatments like stem cell transplant). In ad-
dition, patients with one of these three cancer types differ in
age, prognosis, onset, and cause of the nutritional impact
symptoms and perspectives for recovery. These differences
may influence the need for psychosocial support.

It was decided to recruit via patient organisations as it was
possible to reach many self-reported patients within a relative-
ly short time frame. However, online recruitment via patient
organisations may result in a selection bias favouring patients
with a relatively good health status and active information-
seeking behaviour [9]. Therefore, the research population
was supplemented with patients with lung cancer in an early
stage of advanced disease and currently under anti-cancer
treatment. These patients were assessed as applicable for in-
clusion by the specialist oncology nurses of the Maxima MC.

Ethical considerations

The study design was informed by ethics in qualitative re-
search design [4], and was conducted according to the
Declaration of Helsinki. The study protocol was reviewed
by the Maxima MC in Veldhoven (METC N18.032) and
was exempted from ethical review according to the Dutch
Medical Research Involving Human Subjects Act (WMO).
During data collection and analysis, the rules of the
European Personal Data Protection Act were followed. A
written informed consent was signed by all patients prior to
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the interview. The transcripts were checked, and personal de-
tails were deleted to ensure patients’ privacy. Critical appraisal
of qualitative research (COREQ) reporting guidelines was
used for reporting and writing [32].

Results

Most patients were male (62.5%) and the mean age was 63 years
(Table 1). Most patients (71%) were in recovery or remission,
and almost half (46%) of the population was diagnosed 1 to
5 years prior to the interview. Nine patients were diagnosed with
head and neck cancer (37.5%), nine patients with lymphoma
(37.5%), and six patients (25%) with lung cancer.

Four themes emerged from the data underlying patients’
experiences with information and support for psychosocial
consequences of reduced ability to eat. Two themes related
to information and support provided by healthcare profes-
sionals (HCPs): (1) multidisciplinary recognition (2)
personalised care. Two themes related to patients’ experi-
ences with informal support: (3) understanding (4) practical
support.

Patients’ experiences with information and support
provided by healthcare professionals

Multidisciplinary recognition

Patients mentioned they had mainly received information and
support from dieticians and physicians. Patients evaluated this
information and support as positive when they felt a team of
HCPs recognised and addressed their needs. Especially, the
physicians’ recognition of patients’ reduced ability to eat and
its psychosocial impact was regarded as valuable by patients.
Patients expressed trust in their physician’s expertise. Patients
who were referred to a dietician considered this as an integral
part of their healthcare team and treatment plan. Patients
expressed positive experiences when they felt HCPs from dif-
ferent fields of expertise worked together and communicated
with each other:

[the dietician] “always kept in touch with me and she
also had conversations with the oncologist, at one point
she also brought in a speech therapist [...] yes, that is a
small hospital and only for cancer, you will are so well
helped and supported there” (patient no. 10., head and
neck cancer, recovery or remission)

Patients mentioned negative experiences with information and
support when they felt HCPs only assessed topics within their
own field of expertise. For example, dieticians who were only
engaged with patients’ nutritional intake, physicians who did
not provide patients adequate information about reduced
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Table 1 Patients’ clinical and sociodemographic characteristics

Patients (n=24)

Gender

Age
Education®

Male
Female
Mean age in years (range)

Low

Middle

High

Unknown
Marital status Living together
Living alone
Head and neck

Lymphoma

Primary cancer site

Lung
Disease phases Recovery or remission
Early advanced disease

Time since diagnosis

Recruitment

15 (62.5%)

9 (37.5%)

63 (31-79)

4 (17%)

4 (17%)

13 (54%)

3 (12%)

17 (71%)

7 (29%)

9 (37.5%)

9 (37.5%)

6 (25%)

17 (71%)

7 (29%)

<1 year 521%)
1-5 years 11 (46%)
>5 years 8 (33%)
Oncology ward 3 (12.5%)
Online 21 (87.5%)

#Low educational level =no education or primary school, intermediate educational level = lower general secondary education, vocational training or
equivalent, high educational level = pre-university education, high vocational training, university

ability to eat or neglected the topic completely. Furthermore,
patients mentioned negative experiences when physicians had
not referred them to other HCPs such as for example a dieti-
cian or a psychologist when they felt this might have been
beneficial for them. Those patients felt they had to stand up
for themselves to receive adequate information and support.
Patients started searching for their own information and
expressed it was hard to find adequate and reliable
information:

“I started, on my own initiative, to look for what more I
could do because the pain [when eating] was not accept-
able and therefore I did not eat. Then, thanks to myself,
via my contacts with the pain team, I ended up with a
speech therapist and a physiotherapist. Nobody, not
even the oncologist, for example referred me to these
treatments, which is strange” (patient no 7., head and
neck cancer, recovery or remission)

Personalised care

Patients expressed positive experiences with information and
support from HCPs, when they felt care was tailored to their
personal goals. Personal goals patients expressed in relation to
their eating were to change lifestyle, diminish treatment side
effects, prevent (further) disease progression, and learn to eat

normal and to enjoy food. Patients expressed they wanted
information and support from HCPs because they had confi-
dence in HCPs expertise. Patients expressed positive experi-
ences with information and support from HCPs when they felt
HCPs acknowledged their eating inabilities and simultaneous-
ly supported them to focus on their eating abilities:

“When I said to my former dear haematologist that the
only thing [ still liked to eat sometimes were burgers or
greasy Chinese food, he said good job, you should do
that! [...] I really appreciated that and it felt as a big relief
when he said: you are doing this well, at least you eat
something, and life must also remain worth living” (pa-
tient no. 25., lymphoma, early advanced disease)

Patients expressed negative experiences when they felt HCPs
did not acknowledge their personal goals regarding eating. For
example, when patients felt HCPs were mainly focused on
improving their nutritional intake while this was not one of
their goals. Patients expressed this made them feel misunder-
stood and they felt that HCPs did not listen to them.
Furthermore, when patients perceived the given nutritional
advice as unrealistic or inadequate, this advice was discarded:

“at some point in the oncology programme, you will of

course have to deal with the dietician and then you will
get a piece of paper that says what you must eat, [ was
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thinking — you know what I do with that this piece of
paper? I throw it in the bin. I was thinking, go ahead and
eat it yourself if you are sick, there is so much food on
that list, even a normal [healthy] person cannot digest it
in one day!” (patient no. 17., lymphoma, early advanced
disease)

Patients’ experiences with informal support
Understanding

Patients mentioned several informal caregivers who supported
them regarding psychosocial consequences of reduced ability
to eat. Informal caregivers mentioned were spouses, relatives,
friends, and peers. Patients evaluated informal support as pos-
itive when they felt their informal caregivers tried to under-
stand their reduced ability to eat, and showed consideration for
their eating inabilities and simultaneously supported them by
adjusting food to their eating abilities:

[my family] “takes into account, what I can and can’t
eat, and they also take into account what I like, so my
brother only gets herring for me and the rest gets a bowl
with meatballs and a bowl of chicken legs” (patient no.
7., head and neck cancer, recovery or remission)

Patients who felt that informal caregivers did not take their
eating inabilities into account or pushed them to eat when
patients felt not able to expressed negative experiences with
informal support. This was especially important when pa-
tients’ nutritional complaints were not visible and when re-
duced ability to eat persisted in the phases of recovery or
remission:

“my daughter, she has also stopped trying things, for
example to prepare some soft food, because it usually
does not work and because that makes me sad, but the
oldest [daughter], when she comes during the weekends,
she keeps coming with all kind of recipes and then 1
have to try things again” (patient no. 2., head and neck
cancer, recovery or remission)

Understanding for their reduced ability to eat was an impor-
tant reason for patients to search for peer support, whether
peer support was evaluated as positive varied among patients.
Patients mentioned positive experiences with peer support
when they felt their peers had gone through similar experi-
ences which made them feel less alone. In addition, peer sup-
port empowered them and provided them with valuable infor-
mation to learn to cope with reduced ability to eat. Other
patients expressed negative experiences with peer support be-
cause they felt their personal situation was so unique that
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nobody could help them. Other patients felt confronted by
their peers’ struggle or felt that peers complained too much
about their own reduced ability to eat.

Practical support

Patients received a broad range of practical support regarding
reduced ability to eat from their informal caregivers, whether
this practical support was perceived as supportive or as bur-
densome varied among patients. Some patients expressed hap-
piness or relief that others supported them by organising daily
meals at times they did not feel able to do groceries or prepare
their own food:

“When I would say: I really really don’t want to eat
anything, please leave me alone I really don’t want to
eat anything, then she would walk downstairs with the
attitude: aha, we will see my little man, yes and then she
would finally come back up with something and I would
think ah! I really feel like it [this food/meal] ... I thanked
her explicitly for that later, yes” (patient no. 28., lung
cancer, early advanced disease)

Other patients mentioned that they did not want to receive any
practical support for various reasons. Some patients expressed
that they want to discover themselves what their eating abili-
ties and inabilities were. Others were not willing to accept
practical support because they wanted to maintain their auton-
omy as much as possible despite their disease or found it
burdensome or confronting to decline the meals that informal
caregivers prepared for them with love and good intentions:

“The moments when I really felt very sick then every-
thing just passes you by, it just takes energy every time
to reject [the food] or to say it is not wanted now, could
you leave me in peace [...] everyone around you is
supportive and wants to do something for you, but all
wanted to do at that time was to rest, so they should not
be nagging” (patient no. 16., lymphoma, recovery or
remission)

Another aspect of not accepting practical support from infor-
mal caregivers was that some patients were concerned about
their informal caregiver’s wellbeing. Patients were worried
that their reduced ability to eat would lead to high burden
for their informal caregivers. Furthermore, some patients
missed caring for their partner or other relatives as they used
to do before they got ill:

“But I don't approve that because you [husband] also
need vegetables, you also have to eat healthy, vegetables
and everything, so then I think, I'll cook for him
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[husband] again because he enjoys it so much” (patient
no. 15., lung cancer, early advanced disease)

Discussion

The aim of this study was to gain insights into patients’
experiences with information and support for psychosocial
consequences of reduced ability to eat due to cancer or treat-
ment. Patients with cancer who experience psychosocial
consequences of reduced ability to eat receive information
and support of both HCPs and informal caregivers. HCPs’
recognition of psychosocial consequences of reduced ability
to eat seems important, as well as personalised support and
understanding from informal caregivers. Patients had posi-
tive experiences with information and support especially
when this recognition came from their physicians.
Furthermore, patients had positive experiences when a team
of HCPs from diverse disciplines assessed their nutritional
problems and collaborated and communicated well with
each other about these problems. Patients had negative ex-
periences when HCPs mainly targeted at improving nutri-
tional intake instead of tailoring nutritional care to their per-
sonal goals. Patients expressed positive experiences with in-
formal support when their informal caregivers understood
their reduced ability to eat and its psychosocial conse-
quences. Whether practical support of their informal care-
givers was evaluated as positive varied among patients.

Our findings show that multidisciplinary recognition of
reduced ability to eat and its psychosocial impact is important
for patients, especially the physicians’ recognition. The find-
ing that patients in general greatly trust on their physician’s
expertise is in line with results from previous studies [15, 22].
These studies were conducted in specific cancer populations
known for their severe eating problems (i.e. hospitalised pa-
tients receiving haematological treatment, advanced cancer
patients receiving home parental nutrition), and reported that
patients value greatly the advice of their physician regarding
their eating problems [15, 22]. When physicians did not ad-
dress patients’ nutritional issues, it caused distress [15].
Furthermore, a previous study conducted among patients with
head and neck cancer showed that some patients felt aban-
doned by HCPs regarding the eating problems they encoun-
tered during and after radiotherapy. This feeling of abandon-
ment was less pronounced when physicians and nurses had
referred patients to other HCPs, for example a psychosocial
counsellor or a dental hygienist [11]. Other studies in patients
with cachexia also addressed patients’ needs for HCPs to as-
sess the importance of their eating problems and its severe
psychosocial impact [6, 20, 24, 33].

In the present study, patients positively assessed informa-
tion and support from HCPs when care was tailored to their

personal goals, opposed to the negative assessment of HCPs
providing patients general advices mainly targeted at nutri-
tional intake. This finding is in concordance with previous
studies [3, 11, 14, 15]. In a study among hospitalised patients
receiving haematological treatment, patients also expressed
needing personalised nutritional counselling tailored to their
nutritional complaints, financial restraints, and individual
preferences [15]. Other studies showed that patients with re-
duced ability to eat experienced general nutritional advice as
unbeneficial [14], unreachable [11], or insufficient and con-
fusing [3]. Patients’ experiences with peer support varied; in
general most patients who sought and found peer support were
positive about this support. However, this may be biased due
to the recruitment via patient organisations, since patients of-
ten become a member of a patient organisation because they
specifically have a need for peer support. Some patients
expressed that they felt that their situation was so unique that
nobody could support them, not even peers.

Besides professional information and support, patients also
received practical support for the daily meals from informal
caregivers. Their experiences with this informal support var-
ied. Patients positively assessed this practical support when
they felt relieved from the burden of taking care of the meals.
This is also observed in several studies among patients receiv-
ing anti-cancer treatment. These patients, from different can-
cer populations and receiving various (curative) treatments,
unanimously reported to feel relieved that their informal care-
givers took care of the practical aspects of the daily meals [17,
23, 25]. On the other hand, our findings also showed that some
patients experienced practical support provided by their infor-
mal caregivers as a burden, because they felt a loss of auton-
omy or felt troubled when they were not able to eat the meals
prepared by their informal caregivers. Our previous study
showed that misunderstanding of psychosocial consequences
ofreduced ability to eat by the patient’s social surrounding can
provoke a wide variety of emotions, such as anger, anxiety,
disappointment, grief and sadness, guilt, powerlessness, and
shame [13]. Findings of the present study indicate that under-
standing for psychosocial consequences of reduced ability to
eat underlies patients’ positive experiences with informal
support.

To our knowledge, this is the first study that focused on
patients’ experiences with information and support for psy-
chosocial consequences of reduced ability to eat due to cancer
or treatment. Other studies touched upon this topic, but this
phenomenon has not yet been studied in-depth as a central
research question. Therefore, qualitative research methods
were the appropriate choice of conduct. Our study also has
limitations. Recruitment via patient organisations might have
led to a selection bias favouring patients with a relatively good
health status. The aim of this study was to recruit patients in all
stages of the disease trajectory, thus in recovery and remission
and under active anti-cancer treatment. Therefore, the research
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population was supplemented by patients recruited via oncol-
ogy nurses in the participating hospital. Both the background
variable time since diagnosis and the number of patients re-
cruited via the oncology nurses (n =3) show that patients’
experiences with information and support during active anti-
cancer treatment might be underreported in this study.
Furthermore, recruitment via an online call may lead to a
selection bias favouring more empowered patients with active
information-seeking behaviour [9]. Patients included in the
present study were higher educated and relatively younger
compared to the general cancer population [19]. Most patients
were recruited by a call via patient organisations that asked for
respondents who experienced psychosocial consequences of
reduced ability to eat. This might have led to a selection bias
for patients with psychosocial consequences of reduced ability
to eat left unaddressed by HCPs. Furthermore, all interviews
except one were conducted in patients and informal caregivers
simultaneously, which might have led to socially desired an-
swers and the underreporting of conflicts regarding patients’
reduced ability to eat. However, interviewing patients and
informal caregivers together also contributed to the study, as
one of the research questions concerned patients’ experiences
with informal support. Despite these limitations, this study
provides new insights that can serve as a starting point for
future research.

Implications

» HCPs recognise psychosocial consequences of reduced ability to eat

* Especially physicians recognition is important

* Assess patients’ wishes and preferences regarding reduced ability to eat

» Emphasise multidisciplinary collaboration in patient communication

« Include informal caregivers in nutritional support to generate mutual
understanding

Patients value the multidisciplinary recognition of the im-
pact of reduced ability to eat from HCPs. Considering pa-
tients’ trust in their physicians’ expertise regarding reduced
ability to eat the physician would be suitable to refer patients
to other HCPs when needed. It is important that HCPs em-
phasise that they are part of a multidisciplinary team.
Furthermore, this study highlights the importance of
personalised care. For patients, it is important that HCPs
assess patients’ wishes and preferences regarding reduced
ability to eat.

Standard nutritional screening, as suggested by interna-
tional ESPEN guidelines [1], might be a good opportunity
to also assess the psychosocial impact of patients’ reduced
ability to eat, and what patients need regarding supportive
and informal care. Currently, nutritional screening is mainly
aimed at physical problems, i.e. weight loss and nutritional
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impact symptoms. However, food is more than nutritional
requirements and eating is an important part of patients’ dai-
ly and social lives. HCPs should be aware that eating is more
than the intake of nutrition and should support patients on all
domains of quality of life that relate to reduced ability to eat.
Patients need understanding of reduced ability to eat from
their informal caregivers [13], and their varied experiences
with practical support from informal caregivers addresses the
importance of including informal caregivers in (nutritional)
support. Therefore, HCPs should support patients and infor-
mal caregivers to achieve mutual understanding and normal-
ise emotions that can be provoked by patients’ reduced abil-
ity to eat.

In conclusion, patients with cancer who experience psy-
chosocial consequences of reduced ability to eat value
HCPs’ multidisciplinary recognition of their experience and
personalised care. Patients acknowledge receiving practical
support from informal caregivers, with mixed experiences of
how effective this was in helping them to cope with their
reduced inability to eat. Patients valued informal caregivers’
understanding for psychosocial consequences of reduced abil-
ity to eat. Therefore, it is important to include informal care-
givers in (nutritional) care.
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