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General introduction
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1
Mapping the problem: the psychosocial consequences of a reduced ability to eat
Nutrition-related problems can lead to a reduced ability to eat in patients with 
cancer. The physical consequences of this reduced ability to eat were exten-
sively described in the literature 13,14, while little research was done into the 
psychosocial consequences. This gap in the literature is strange because we 
all know that eating is more than meeting the intake of nutrient requirements. 
Sure, we eat to nourish ourselves, but eating holds so much more meaning in 
our lives beyond this bare fact. We eat because we like it, we enjoy it, we orga-
nise our day according to the daily meals. There are national and regional dish-
es and products that we see as part of our identity.15 For example, Dutch people 
may identify with a plate of mashed vegetables and potatoes (‘stamppot’) or 
Brabant sausage rolls (‘worstenbroodjes’). We use breakfast and dinner time as 
important moments to get the family together. We celebrate special occasions 
with festive meals. Cooking is a favourite hobby of many.16 Saturday shopping 
for food at the market is a popular outing, which we finish by enjoying a drink 
and a Dutch croquette (‘bitterbal’) on a terrace. In short, being able to eat well 
and enjoy eating is an important part of our (healthy) lives, including our emo-
tional and social well-being.

Food as medicine
Somehow we get a much more functional view on eating when someone gets 
sick. Cancer? Good healthy food and extra protein. That is important to make 
it through the treatments and to live as long as possible. 5,8,13 The words we use 
change from food and eating into nutrition and nutrients. Why does all the 
meaning of eating no longer apply to the life of someone who is sick? Both the 
disease itself and the treatments are known for their (multiplicity of) nutri-
tion-related problems, but what does it mean to someone with cancer that he 
or she can no longer enjoy eating? What does it mean that our entire social life 
revolves around eating together when you struggle with every bite? And what 
does it mean when your loved ones who mean so well insist on eating every 
day, spending hours in the kitchen, keep on offering tasty snacks when you are 
insanely nauseous? Some informal caregivers are trying every day to get the 
patient to eat a few bites of healthy food, because it might help a little. When 
we get sick, caring for the patient’s food is often one of the informal caregivers 
most salient way of expressing love, but the patient is not always able to eat it 
once it is in front of him or her. Eating is seen as medicine and the only way to 
perhaps have a tiny bit of positive influence on the disease process. Eating as 
the only anchor point in a powerless situation. 
The psychosocial consequences of a reduced ability to eat in patients with 
cancer were explored in some qualitative studies conducted among patients 

GENERAL INTRODUCTION

In 2020 approximately 19 million people were diagnosed with cancer world-
wide, and 10 million people died from the disease in the same year.1 In the 
Netherlands, the number of people diagnosed with cancer increases every 
year. This is largely explained by the aging population. In 2020, almost 113.000 
people were diagnosed with cancer in the Netherlands.2 Fortunately, more 
and more people survive cancer in the Netherlands, due to earlier diagnostics 
and improved treatments. In 2020, the 20 year prevalence was a little over 
816.000.2 Despite the earlier diagnosis and better treatments, there is still a 
large proportion of patients who do not survive cancer. In 2020, almost 46.000 
patients died of cancer in the Netherlands.2,3

Cancer and nutrition-related problems
Nutrition-related problems due to cancer or its treatments are common. over-
all, nutrition-related problems were reported by 45% of cancer survivors diag-
nosed and/or treated for cancer within the past five years.4 Patients can suffer 
from various nutrition-related problems depending on the tumour location, the 
course of the disease and the treatments. Nutrition-related problems include; 
anorexia, taste and smell changes, early satiety, dry mouth, swallowing prob-
lems, nausea and vomiting, constipation or diarrhoea.5,6 Some cancer types are 
known for their high impact nutrition-related problems; oesophageal, stomach, 
pancreatic, head and neck and lung cancer.7 For example, in patients with head 
and neck cancer the prevalence of nutrition-related problems is >90%, mainly 
as a result of swallowing problems induced by the location of the tumour and 
its treatment.8 Also cancer treatments, for example chemotherapy, can cause 
nutrition-related problems like nausea and vomiting 9-11 and taste and smell 
alterations 12. When the disease progresses, the severity of the nutrition-related 
problems are likely to increase. The most common nutrition-related problems 
are reported by patients with end-stage cancer. These problems are taste and 
smell alterations, constipation, and abdominal pain.6 Due to diminished nutri-
tional intake in combination with metabolic alterations caused by the tumour, 
about 85% of the patients with advanced cancer will develop the anorexia-ca-
chexia syndrome in the end stage of the disease.13 Cancer cachexia is defined 
as a multifactorial syndrome characterized by the loss of skeletal muscle mass. 
This loss of skeletal muscle mass cannot be fully reversed by nutritional support 
and leads to progressive functional impairment.14
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The impact of the psychosocial consequences of a reduced ability to eat
Besides the range of psychosocial consequences, the level of burden of these 
problems and its impact on Quality of Life (QoL) of patients with cancer is 
largely unknown. Some research investigated the level of distress related to the 
patient’s reduced ability to eat. These studies indicated that patients with high 
impact nutrition-related problems also experienced high levels of eating-re-
lated distress. This is concluded from studies conducted among patients with 
advanced cancer 24,25, with cancer cachexia 25,26, with head and neck cancer 27,28, 
with haematological cancer 29 or among patients who received home parenteral 
nutrition 30. Also the family members of patients with end-stage cancer report-
ed high levels of distress related to the patient’s reduced ability to eat.25,26,31 
Amano et al.32(p 117) coined the term “eating-related distress” to explain the mul-
tiple and intersecting emotional and social consequences of nutrition-related 
problems among patients with end-stage cancer.
In conclusion, most research that investigated the psychosocial consequenc-
es of a reduced ability to eat was conducted among patients with end-stage 
cancer. The psychosocial consequences of a reduced ability to eat during the 
whole cancer trajectory (including treatment, recovery and remission) were 
barely documented. The impact of the psychosocial consequences of a reduced 
ability to eat on the patient’s well-being was mainly investigated among pa-
tients with end-stage cancer or patients with very specific nutrition-related 
problems. There is little research conducted into the psychosocial consequenc-
es of a reduced ability to eat and its impact on the patient’s wellbeing among a 
broader population of patients with cancer. 

Patients’ experiences: psychosocial support for a reduced ability to eat
The international ESPEN guidelines 33 on nutrition in cancer patients recom-
mends standard screening of patients with cancer for (the risk of) malnutrition 
to identify, prevent and treat the reversible aspects of malnutrition. Assessing 
what experiences patients have regarding their reduced ability to eat and what 
psychosocial consequences they encounter due to these experiences is not in-
cluded in these recommendations. Patients with end-stage cancer consistently 
reported a lack of recognition and information from HCPs (healthcare profes-
sionals) 34 or a lack of attention from HCPs 35 for the distress related to their 
reduced ability to eat. other studies performed among patient populations 
with high impact nutrition-related problems demonstrated that patients want 
recognition from HCPs regarding the distress evoked by their reduced ability 
to eat, while their HCPs often tend to focus on the physical aspects of their 
nutrition-related problems.27-30,36 A study conducted among patients receiving 
hospice care showed that more than 75% of the patients experienced unmet 
nutritional support needs. More than half of these patients with unmet nutri-

with advanced-stage cancer and/or patients with (refractory) cancer cachexia 
(e.g. patients with end-stage cancer). These studies showed that patients with 
end-stage cancer commonly experienced negative emotions related to be-
reavement 17 or “depression, anxiety and frustration” 18(p 6) with regard to their 
reduced ability to eat. These studies also demonstrated that patients with 
end-stage cancer experienced a loss of control over their body due to weight 
loss and the loss of autonomy as a result of physical weakness. These patients 
expressed they lost the pleasure in eating, preparing and sharing meals and 
sharing food on special occasions.18 

Informal caregivers
Informal caregivers of patients with end-stage cancer are also affected by the 
patients reduced ability to eat. Informal caregivers of patients with end-stage 
cancer expressed to feel angry when the patient refused their carefully prepared 
meals. They also expressed concerns about the physical condition of the poorly 
eating or non-eating patient. These concerns were sometimes accompanied by 
feelings of powerlessness. Furthermore, informal caregivers mentioned to feel 
sad and to mourn about the loss of preparing and eating the meals together.19

Furthermore, the reduced ability to eat of patients with end-stage cancer may 
influence the relationship of patients and informal caregivers. This relationship 
was positively influenced when patients and informal caregivers learned to con-
sider the patient’s reduced ability to eat as a natural process related to dying, 
and when informal caregivers learned to seek other ways to care.20,21 However, 
the reduced ability to eat may also have a negative impact on this relationship, 
for example in studies were informal caregivers forced patients to eat 22, or when 
patients ignored informal caregivers’ concerns about eating altogether 23.
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Aims and outline of thesis
The aims of this thesis are:
1) mapping the problem of the psychosocial consequences of a reduced ability to 
eat in patients with cancer and their informal caregivers and, 
2) to gain insights into the provided psychosocial support for a reduced ability to 
eat as experienced by patients with cancer and HCPs.
Chapter two is dedicated to the first aim of the thesis by investigating patients 
and informal caregivers experiences with the psychosocial consequences of a 
reduced ability to eat during the whole cancer trajectory. Chapter three further 
investigates the topic among a patient population that recently received in-
tensive treatments. This chapter describes how nutritional support practices 
can either alleviate or intensify patients’ distress related to the patient’s re-
duced ability to eat. Chapter four contributes to both aims of the thesis. First, 
the impact of emotional consequences of a reduced ability to eat is assessed. 
Second, it is evaluated how satisfied patients are with the support they receive 
for their reduced ability to eat from HCPs. Chapter five focuses on the asso-
ciation of gastrointestinal problems, received nutritional care and nutritional 
care needs with QoL in patients with advanced cancer. Chapter six describes 
patients’ experiences with the information and support they received form 
their HCPs and their informal caregivers. Chapter seven aims to gain insights in 
a new topic of inquiry by investigating the experiences of primary HCPs with 
providing psychosocial support for patients with an end-stage cancer and a 
reduced ability to eat.

tional support needs also indicated to need more attention for their eating-re-
lated distress and information about their nutrition-related problems from the 
hospice staff.24

What patients need from their HCPs regarding the psychosocial support for a 
reduced ability to eat was mainly investigated in patients with end-stage can-
cer. There is little knowledge available about what the broader population of 
patients with cancer need regarding the psychosocial support for a reduced 
ability eat. 

Healthcare professionals’ experiences: psychosocial support for a reduced 
ability to eat
What we know about HCPs’ experiences with providing psychosocial support 
for a reduced ability to eat for patients with cancer is focused on the often 
severe and progressive weight loss that may occur in late end-stage cancer 
stages. These studies consistently showed that primary HCPs seemed to be re-
luctant to discuss the patient’s weight loss.37-40 This “weight loss taboo” 40(p 

304) was explained by HCPs avoiding the topic due to the irreversible nature of 
the decline of the patient’s condition and were therefore unsure how to help 
the patient 37,38. Furthermore, HCPs indicated to fear that patients might have 
unrealistic expectations regarding the available nutritional interventions and 
its effects.39 There are no studies available that investigate HCPs’ experiences 
with providing psychosocial support for patients’ reduced ability to eat during 
curative treatments or in recovery and remission. 
In the Netherlands, the care setting for patients with end-stage cancer is most-
ly in primary care. In 2021 about 40% of the Dutch patients with cancer died at 
home.41 Home is also often the preferred place of end-of-life care.42,43 Despite 
large and growing numbers of patients receiving palliative care at their homes 
and the increasing severity of nutrition-related problems during end-stage 
cancer, there is a paucity of literature regarding primary HCPs’ experiences with 
providing psychosocial support for patients with a reduced ability to eat. The 
few available studies were mainly focused on HCPs’ coping with the irrevers-
ible declining intake and weight loss of patients with end-stage cancer and a 
reduced ability to eat.
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PART 1
Mapping the problem of the 
psychosocial consequences 

of a reduced ability to eat

“On Saturdays we used to go to the market, which 

is where we started buying nice fruit, fish and 

cheese. Now when I go to the market I’m actually 

just drooling so it’s not an outing anymore. When 

we went to the village, we would always go to the 

same pub in the morning, have a nice apple pie and 

coffee, and in the afternoon we would have a nice 

glass of wine and a ‘bitterbal’. That was a regular 

thing. And at the end of the afternoon, we would go 

to the fishmonger’s and eat a herring sandwich. If we 

went to the cinema, we ate at the Italian restaurant 

beforehand because it was opposite the cinema, 

one of the best Italians in town. And only when you 

can’t do it anymore do you notice it. My whole life 

was mixed with food and drink and sociability.”
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their informal caregivers: 
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INTRODUCTION

Patients with cancer often experience nutritional problems, resulting in insuf-
ficient nutritional intake and unintended weight loss. Due to the tumour or re-
lated treatments, patients might experience several complaints such as lack of 
appetite (anorexia), food aversion, taste alterations, a painful mouth, chewing 
and swallowing problems, nausea and vomiting or other malaise symptoms such 
as fatigue and dyspnoea. Furthermore, a severe wasting syndrome may occur in 
the end phase of the disease, known as the anorexia-cachexia syndrome.1,2 
Besides severe physical consequences caused by these symptoms, a reduced 
ability to eat in patients with cancer can also have serious emotional conse-
quences. Previous qualitative studies conducted among patients with advanced 
cancer and cancer cachexia consistently show that patients experienced nega-
tive emotions in relation to a reduced ability to eat. These studies were conduct-
ed among patients with advanced cancer3-12, patients with cancer cachexia13-16, 
patients with terminal cancer17-19, and patients in palliative care20-22. These nutri-
tion-related emotions were summarised in two systematic literature reviews as 
“negative emotions such as depression, fear and frustration” 23(p 6), and “negative 
emotions that accompany all loss”24 17 (cited in: 24 [p 92]).
Informal caregivers of patients with end-stage disease and/or cancer cachexia 
also reported negative emotions surrounding patients’ reduced ability to eat. 
While synthesising the literature on the impact of patients’ nutritional problems 
on informal caregivers, Wheelwright et al.25 identified the following emotions 
among informal caregivers: anger, fear, guilt helplessness, sadness and worry. 
These negative emotions were induced in informal caregivers by the patient re-
jecting prepared meals, the patients’ physical condition, thoughts about the fu-
ture and mourning about the loss of shared meals and togetherness. Furthermore, 
food-related conflicts were reported between patients and informal caregivers.23,25

Clearly, previous research has shown that a reduced ability to eat has psycho-
social consequences for patients with advanced disease and cancer cachex-
ia and their informal caregivers. The few studies conducted among non-ad-
vanced disease patients were focused on (physical) eating problems caused 
by treatment side effects26-30, patients’ strategies towards food intake31-33, 
and patients’ nutritional status34. Because these studies mainly focused on 
treatment side effects and (nutritional) intake strategies, psychosocial con-
sequences and the impact of a reduced ability to eat for both patients and 
informal caregiver has hardly been described.
Although in the past thirty years the field of Psychosocial-Oncology has seen 
a rapid increase in knowledge, psychosocial consequences of a reduced ability 
to eat during the whole cancer trajectory and in recovery and remission have 

ABSTRACT

PURPOSE Patients with cancer often experience a reduced ability to eat. This 
can have psychosocial consequences for both patients and informal caregiv-
ers. Current literature is mainly focused on patients with end stage advanced 
disease and cancer cachexia. This qualitative study provides new insights in the 
field of Psycho-Oncology by exploring psychosocial consequences of a reduced 
ability to eat in patients in different stages of the disease and in recovery and 
remission.

METHOD Semi-structured interviews (n = 26) were conducted in patients 
with head and neck, lung cancer or lymphoma. Patients’ informal caregivers 
participated in 12 interviews. All interviews were recorded, transcribed and 
thematically analysed using Atlas.ti.

RESULTS Four themes emerged related to psychosocial consequences of a 
reduced ability to eat: struggle with eating, high sense of responsibility, mis-
understanding by social environment and social consequences. Emotions 
mentioned by patients and informal caregivers were: anger, anxiety, disap-
pointment, grief and sadness, guilt, powerlessness and shame. The theme 
social consequences was related to: less pleasure experienced and the social 
strategies: adjust, search for alternatives and avoid.

CONCLUSION Patients with cancer and their informal caregivers experience a 
wide range of psychosocial consequences of reduced ability to eat during all 
phases of the disease trajectory and in recovery and remission. It is important 
to recognise and acknowledge this struggle to optimise future care.
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were contacted by the researcher (NL), received detailed information about 
the study and were invited to participate in an interview. In total 29 patients 
responded to the calls of which 26 participated in an interview. Three patients 
did not participate in an interview. Reasons not to participate (or cancel) an 
interview were; the flu, treatment side effects and progression of the disease. 
When patients or informal caregivers agreed to participate, an appointment for 
an interview was made. 

Interviews
one researcher (NL) conducted the interviews. of these 26 interviews fourteen 
interviews were held with a patient alone. Eleven interviews were held with a 
patient and an informal caregiver simultaneously. one interview (n=1) was held 
with an informal caregiver alone, thus without the presence of the patient. Due 
to the sensitive nature of the questions, interviews were held at the partici-
pants’ places of choice which were their homes (n=25) or at work (n=1). All pa-
tients and informal caregivers who subscribed and consented were interviewed. 
The interviews took place from February to May 2018.
The semi-structured topic list was developed in collaboration with an expert 
group consisting of dieticians specialised in oncology care, a psychologist and 
representatives of patient organisations and information platforms. This expert 
group guaranteed that the question in the developed topic list were appropri-
ate for patients and informal caregivers who experienced problems with eating. 
The interviewer started by asking ‘When did you get your diagnosis?’ to encour-
age participants to talk about the disease trajectory. The second question on 
the topic list ‘How are you doing now?’ meant to establish trust and connection 
by showing interest in the participants current condition, i.e. building rapport.36 
Thereafter, follow-up questions and topics regarding a reduced ability to eat 
were addressed to further discuss what kind of psychosocial consequences pa-
tients and informal caregivers experienced during their disease trajectory. The 
semi-structured topic list is provided in Figure 1.

barely been documented. Little research has been conducted at psychosocial 
consequences of a reduced ability to eat in patients with early advanced cancer 
and patients with lasting eating problems that persist in recovery and remis-
sion. Therefore, the aim of this study is to gain new insights in psychosocial 
consequences of a reduced ability to eat during all phases of the disease and in 
recovery and remission. 

METHOD
Study design
A qualitative interview study was conducted to gain new insights in psycho-
social consequences of a reduced ability to eat experienced by patients with 
cancer and their informal caregivers.

Participants
Patients were eligible for inclusion if they were diagnosed with head and neck 
cancer, lung cancer or lymphoma, and (had) experienced problems with eating 
due to their disease or the treatments. Head and neck cancer and lymphoma 
patients were selected because of the diversity in (onset and cause of) nutri-
tional problems. Patients with lung cancer were included to supplement the 
research population with patients with early advanced disease. Patients with 
early advanced disease are patients with incurable disease, who are in the rel-
atively long period of high functioning in their illness trajectory, before entering 
the shorter period of evident decline.35 Thus, the reason for including patients 
with these three cancer types was to maximise insights into the diversity of the 
lived experiences of psychosocial consequences of a reduced ability to eat. 
Informal caregivers of all participating patients were also eligible to participate.
Patients and their informal caregivers were recruited via patient organisations. 
It was considered that recruitment via patient organisations might lead to a 
selection bias favouring patients with a relatively good health status. Therefore, 
the research population was supplemented with patients with lung cancer in 
an early stage of advanced disease by recruitment via nurses of the department 
of pulmonology in the Máxima Medical Centre Veldhoven, The Netherlands. 
The involved patient organisations posted several calls on their websites and 
(social) media channels to invite people to participate in the interview study. 
Patients and informal caregivers subscribed for an interview by filling in an on-
line form. The nurses in the Máxima Medical Centre selected eligible patients, 
informed them globally about the study, and asked permission for the re-
searcher to contact the patient. Patient and informal caregivers who consented 
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Data analysis
The interviews (n=26) were audiotaped and the records were transcribed 
verbatim (NL). one interview (n=1) was not transcribed nor analysed because 
it was inaudible due to the patients’ laryngectomy. In total 25 interviews were 
transcribed. Transcripts of fourteen interviews were open coded36 by three inde-
pendently working researchers (NL, SB, NR). After coding the transcripts codes 
were compared and discussed (NL, SB, NR) to reach consensus and develop a 
code tree. This procedure was repeated until the first point of data saturation 
was reached, the point when no new themes emerged in the code tree36 This 
was reached after coding fourteen transcripts and the remaining eleven tran-
scripts were open coded by two independently coding researchers using the 
then established code tree (NL, ZN). After open coding, the codes and themes 
in the code tree were discussed by four researchers (NL, SB, NR, ZN) who then 
clustered codes into main categories to identify emotional and social conse-
quences and its related themes. During the coding process a phenomenological 
approach was used to view the data. The goal of a phenomenological approach 
is to describe the lived experience of a phenomenon.37 The open coding started 
in April 2018, the thematic analysis was conducted in November and December 
2018. Inter-rater reliability36 was ensured by discussing the interviews and the 
evolving code tree during thematic analysis.36 Initial findings were discussed 
with the beforementioned expert group to ensure rigour in the data analysis.

Ethical considerations
The study was conducted according to the declaration of Helsinki. The 
study protocol was reviewed by the Máxima Medical Centre Veldhoven, the 
Netherlands (METC N18.032) and was exempted from ethical review, accord-
ing to the Dutch Medical Research Involving Human Subjects Act (WMo). 
During data collection and analysis, the rules of the Dutch Personal Data 
Protection Act were followed. Informed consent was obtained prior to the 
interview. The transcripts were checked, and personal details were deleted to 
ensure participants’ privacy (NL). 

FIGURE 1 Semi-structured topic list

Questions: establish trust/building 
rapport

1.  When did you get your diagnosis?
Secondaries
Treatment

2.  How are you doing now?

Topics and questions: encourage sharing 
of experiences 

1.  How are you doing with eating and 
drinking?

Evening meal
Shopping 
Preparation
Going out to eat

Topics and questions follow up 1: discuss 
psychosocial consequences (patient)

1.  How did it go before you were ill?
2  How did it go during your illness?
3.  Has it changed since you have become 

ill?
Physical consequences
Practical consequences
Emotional consequences
Social consequences
Financial consequences
other consequences

Topics and questions follow up 2: 
discuss psychosocial consequences 
(patient)

1.  How do you feel about it?
2.  What does it mean to you?
3.  How did you experience this? 
4.  Could you tell me some more about it?

Physical consequences
Practical consequences
Emotional consequences
Social consequences
Financial consequences
other consequences

Topics and questions follow up 1: discuss 
psychosocial consequences (informal 
caregiver)

1.  How did it go before your loved one 
became ill?

2.  How did it go for you?
3.  How do you feel about it?

Physical consequences
Practical consequences
Emotional consequences
Social consequences
Financial consequences
other consequences

Topics and questions follow up 2: 
discuss psychosocial consequences 
(informal caregiver)

1.  How did it go for you?
2.  How do you feel about it?

Physical consequences
Practical consequences
Emotional consequences
Social consequences
Financial consequences
other consequences
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 TABLE 2 Patients’ clinical characteristics 

Tumour type 
(N=24)

Head and neck
Lymphoma
Lung cancer

9 (37,5%)
9 (37,5%)
6 (25%)

Time since diagnosis

Disease phasea 

(N=24)
Early advanced 
disease
7 (28%)

Current nutritional 
problems
3 (43%)

< 1year
1-5 years
>5 years

1 (33%)
2 (67%)
0 (0%)

Past nutritional 
problems
4 (57%)

< 1 year
1-5 years
>5 years

2 (50%)
2 (50%)
0 (0%)

Recovery or 
remission 
17 (71%)

Current nutritional 
problems
14 (82%)

<1 year
1-5 years
>5 years

2 (14%)
6 (43%)
6 (43%)

Past nutritional 
problems
3 (18%)

< 1 year
1-5 years
>5 years

0 (0%)
1 (33%)
2 (67%)

 a Disease phases were interpreted from the interview context

TABLE 3 Emotional and social consequences of a reduced ability to eat

Themes Consequences Mentioned by

Struggle with eating Anger
Anxiety
Disappointment
Grief and sadness
Guilt
Powerlessness
Shame

Patients

Misunderstanding by social 
environment 

Patients
Informal caregivers

High sense of responsibility Informal caregivers

Social consequences Less pleasure experienced
Social strategies: adjust, search 
for alternatives, avoid

Patients
Informal caregivers
Patients
Informal caregivers

RESULTS

of the 26 conducted interviews the transcripts of 25 interviews were operable for 
coding and analysis. In these 25 interviews, 24 patients and 12 informal caregivers 
participated. one interview was held without the presence of a patient, thus with 
an informal caregiver alone. Most patients were male (62,5%) and the median 
age was 63 years. Of the informal caregivers five were male (42%). Participants’ 
sociodemographic characteristics are described in Table 1 and patients’ clinical 
characteristics are described in Table 2. The participants gave a rich description 
of their experiences with psychosocial consequences of a reduced ability to eat. 
The findings of the thematic analysis are displayed in Table 3. 

 TABLE 1 Participants’ sociodemographic characteristics

Patients
(N=24)

Informal 
caregivers

(N=12)

Gender Male 15 (62,5%) 5 (42%)

Age Median (range) 63 year (31-79)

Education a Low
Middle
High
Missing

4 (17%)
4 (17%)

13 (54%)
3 (12%)

Marital 
status

Married/partner
Living alone (divorced/single/widowed)
Missing

14 (58%)
8 (33%)
2 (9%)

12 (100%)

Relation 
with 
patient

Partner
Daughter (bereavement)

11 (92%)
1 (8%)

Recruitment oncology ward
online

3 (12,5%)
21 (87,5%)

a 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
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“It wasn’t nice, especially during chemotherapy – the smell alone of all 
that food… and my husband said ‘go on, eat a bit more’; I ask you – eat 
a bit more…? That’s easier said than done. I fly off the handle when 
people tell me that I should eat more. What if you just can’t?! Because 
your mouth hurts? It’s alright for them to say…!” (patient 17, lymphoma, 
early advanced disease)

Misunderstanding could work both ways in the patient-informal caregiver re-
lationship. Sometimes this led to informal caregivers feeling they were nagging 
which could arouse emotions:

“It is exactly because you lose weight so easily that we are continually 
trying to make you eat well, and that’s why I keep going on about it (…) 
and I really don’t want to nag, so I try and keep it to myself as much as 
I can” (informal caregiver 8, lung cancer, early advanced disease)

High sense of responsibility 
Informal caregivers experienced emotions due to their high sense of responsi-
bility for the patient’s well-being. Informal caregivers’ high sense of responsi-
bility could stir up emotions such as powerlessness: 

“Air, drinking and eating; eating is one of the necessities of life for a 
human being. And you just want to help, and when she herself wanted 
to eat as well (…) later on I wondered why I was still doing it. She 
wanted to eat but she simply couldn’t any more, it really makes you feel 
helpless” (informal caregiver 20, lung cancer, bereavement)

Social consequences
Social consequences of a reduced ability to eat were related to experiencing less 
pleasure from social contacts and social activities. Most patients and informal 
caregivers wished to maintain their friendships and social activities although 
they experienced less pleasure in doing so. Patients and informal caregivers de-
veloped different social strategies to cope with the decrease in pleasure: adjust, 
search for alternatives and avoid.
Patients felt understood by their informal caregivers and other family members. 
Informal caregivers often tried to mediate the problems surrounding eating with-
in their broader social environment, or tried to educate others about the pa-
tients’ struggle with eating. Some remarks regarding conflicts between patients 
and informal caregivers were made. When conflicts occurred, these related to 
informal caregivers or other family members overtly pushing patients to eat.

Four themes emerged from the data: struggle with eating, high sense of 
responsibility, misunderstanding by social environment, and social conse-
quences. Feelings of anger, anxiety, disappointment, guilt, grief or sadness, 
powerlessness and shame were emotions mentioned by patients and in-
formal caregivers. As a social consequence, less pleasure was experienced, 
and different social strategies were applied: adjust, search for alternatives 
and avoid. 

Struggle with eating
Patients experienced a broad range of emotions because of their struggle with 
eating. In some patients these emotions occurred because they compared their 
current struggle with eating to how they used to eat before they got ill; spon-
taneous, with a broad range of choices and without considering any inabilities. 
Patients experienced feelings of disappointment and anger when confronted 
with their favourite foods of the past: 

“I get angry really quickly when I can’t eat, it’s the disappointment of 
not being able to; I used to really love nuts” (patient 1, head and neck 
cancer, recovery or remission)

Patients with early advanced cancer experienced similar emotions with regard 
to their reduced ability to eat as patients in recovery or remission. However, 
patients with early advanced cancer also tried to focus on other enjoyments in 
life, emotions related to their reduced ability to eat might therefore be experi-
enced differently: 

“I have to think about it continuously [eating] my lack of appetite puts 
the disease in the spotlights. I just want to go to work and I want to 
focus on my daughters’ wedding. My daughters’ wedding should be 
in the spotlights, instead of me having this disease” (patient 8, lung 
cancer, early advanced disease)

Misunderstanding by social environment
The second theme related to emotions experienced by patients and informal 
caregivers is misunderstanding by social environment. When patients felt mis-
understood by informal caregivers, family members or healthcare professionals 
in their struggle with eating this could provoke emotions: 
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However, avoidance of social activities was a rare strategy as many patients 
were concerned that completely avoiding eating related social activities would 
isolate them from most of their social worlds. Nonetheless, the impact of a re-
duced ability to eat was substantial as many patients experienced less pleasure 
in participating in social life than they did before they got ill: 

“Eating is not only enjoyable and delicious, it is also a social event 
– something you do with your friends and family, the enjoyment of 
cooking for each other together (…) the whole thing around it, not only 
the food but also the social aspect, I think it is a real shame that it no 
longer happens” (patient 25, lymphoma, early advanced disease)

DISCUSSION
The present study sheds light on psychosocial consequences of a reduced ability 
to eat for patients and their informal caregivers. This study identified four themes 
related to patients’ reduced ability to eat: struggle with eating, misunderstand-
ing by social environment, high sense of responsibility and social consequences. 
Feelings of anger, anxiety, disappointment, guilt, grief or sadness, powerlessness 
and shame were mentioned by patients and informal caregivers. When conflicts 
occurred between patients and informal caregivers, these conflicts were relatively 
mild and related to informal caregivers attempting to improve the patients’ in-
take. Patients reduced ability to eat had minor effect on patients’ relations, not 
on their relations with their informal caregivers and not on their relations with 
other family members or friends. As a social consequence, patients and informal 
caregivers experienced less pleasure in maintaining their friendships and going out 
for their social activities. Therefore, patients and informal caregivers developed 
three strategies; they adjusted themselves to the inevitability of the confrontation 
with food, they searched for alternative activities or avoided social activities.
In the present study, patients and informal caregivers reported a variety of 
emotions due to their reduced ability to eat. These emotions are similar to 
those negative emotions that resemble loss, mourning, fear and frustration as 
reported by patients with advanced disease and cancer cachexia and their in-
formal caregivers.23,24 Similar emotions are reported in the limited studies con-
ducted among patients under and shortly after treatment. Patients with head 
and neck cancer reported after emotional losses in relation to their reduced 
ability to eat.28 Hospitalised patients and their informal caregivers reported to 
experience severe distress in relation to treatment side effects such as taste 

Most patients described that their friendships and other close social relations 
were little affected by their reduced ability to eat. Patients felt that they were 
able to discuss their reduced ability to eat with their friends and felt they could 
eat together without shame. However, patients and informal caregivers felt 
that it was harder to maintain their social lives. Most patients told that since 
social life is often organised around eating, they would still go out to, although 
they experienced less pleasure in doing so: 

“I have lunch with colleagues every so often, I force myself to go 
because it’s fun; if only the food wasn’t there …, I have really mixed 
feelings about it” (patient 10, head and neck cancer, recovery or 
remission)

Because the confrontation with eating was often perceived as inevitable, some 
patients chose to adjust themselves to the situation and remained silent about 
their reduced ability to eat. Patients enjoyed social meetings less due to their 
reduced ability to eat: 

“There is always something on the table that I think is really tasty. 
I used to just walk away, I don’t do that anymore, but I did at the 
beginning” (patient 1, head and neck cancer, recovery or remission)

other patients mentioned to search for alternatives to their social activities. 
These patients tried to find creative alternatives for eating together:

“I really like it when we are all together, but after we had our special 
Easter breakfast I said I would much prefer to do something that wasn’t 
centred on food (…) so we got into the car and we went for a walk 
around the old neighbourhood where we used to live, and we consciously 
didn’t end the day by going somewhere to have something to eat and 
drink” (patient 9, head and neck cancer, recovery or remission)

Some patients mentioned that they avoid certain social activities due to their 
reduced ability to eat. These activities were avoided when they experienced 
less pleasure:

I don’t want to do it any more, it doesn’t taste good, I don’t want to 
cook for other people, and these days going to a restaurant is no fun for 
me at all” (patient 15, lung cancer, early advanced disease)
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tion about the possible psychosocial consequences of a reduced ability to eat 
would already partly address patients’ needs. 
Furthermore, previous research indicates that informal caregivers want and 
need help of healthcare professionals, as they strive for the best possible 
care.25 Therefore, in future nutritional care, informal caregivers’ high sense of 
responsibility should be acknowledged by healthcare professionals. Acknowl-
edging the high sense of responsibility in informal caregivers should be done 
by facilitating a conversation about patients’ reduced ability to eat between 
patients and informal caregivers.25 This conversation could downplay patients’ 
experienced misunderstanding. Furthermore, accepting patients’ limited intake 
and maintaining a social life despite the difficulties with eating has shown to 
decrease negative emotions and can have a positive effect on quality of life in 
patients with advanced disease and cancer cachexia.24

Strengths and limitations
As far as it is known to the authors, this was the first study investigating psy-
chosocial consequences of a reduced ability to eat in all phases of the disease 
and in recovery and remission. Therefore, the explorative research design was 
the appropriate choice of conduct. This study also has some limitations. Re-
cruitment via patient organisations by posting an (online) call might have led 
to a selection bias favouring patients with a relatively good health status. This 
might be further induced by the research methods of choice. Participation in 
an interview depends of the physical state of the patient. The reasons given 
by patients who cancelled their participation support this supposition. Fur-
thermore, recruitment via patient organisations led to a selection bias in fa-
vour of a higher educated and relatively young research population compared 
to the general cancer population. Therefore, the results should be interpreted 
with caution and cannot be generalised to the whole cancer population. Fur-
thermore, all interviews except one (n=1) were conducted with patients and 
informal caregivers simultaneously. It is possible that patients and informal 
caregivers were keeping up appearances, which might have led to socially ac-
ceptable answers and therefore underreporting of conflicts. Some patients 
and informal caregivers were interviewed one year to five years or more after 
diagnosis and did not experience current nutritional problems at the time of 
the interview. These participants might not have remembered psychosocial 
consequences of their reduced ability to eat accurately (recall bias). Despite 
these limitations this study provides new insights that can serve as a starting 
point for future research.

alterations and lack of appetite.27 The results of the present study provide ev-
idence for the notion that a reduced ability to eat can cause emotions in all 
disease stages and in the phases of recovery and remission. 26,31,32

Emotions surrounding patients’ reduced ability to eat need to be addressed 
because they might lead to conflicts in the patient-informal caregiver rela-
tionship. In extreme cases, these conflicts led to informal caregivers forcing 
terminally ill patients to eat24,38 (cited in: 24 [p 92]) , or patients with advanced can-
cer going on hunger strikes 4. These conflicts can also develop during curative 
treatment, as informal caregivers of hospitalised patients experienced anger 
and frustration when patients’ consumption did not meet their expectations.27 
Conflicts mentioned by participants in the present study were relatively mi-
nor compared to the findings in the above-mentioned studies. However, the 
mechanism underlying these verbal conflicts seems to correspond to those 
mechanisms underlying conflicts about food reported in previous research. The 
common denominator is that these conflicts about food happen when patients 
feel overtly pushed to eat. The themes misunderstanding and high sense of re-
sponsibility found in the present study, provides novel and explanatory insight 
in the underlying mechanisms that might lead up to conflicts about food and 
eating throughout the disease trajectory. 
In the present study, patients and informal caregivers experienced less pleasure 
in maintaining their social lives. Studies show the social significance of eating in 
the lives of patients, not only among patients with advanced disease and can-
cer cachexia; but also among patients receiving curative treatment.22,26,27,31,32 Pre-
vious research among patients with head and neck cancer, suffering from severe 
and long-lasting radiotherapy treatment side-effects, has drawn attention to the 
enormous impact of eating inabilities on patients’ social lives.33,39,40 Sharing meals 
is an important aspect of social interactions and relations. Therefore, the conse-
quences of this decreased pleasure should not be underestimated.39 This study 
underscored these results of past research and provided novel insights in patients’ 
strategies to maintain their social lives despite their reduced ability to eat. Patients 
either adjusted activities, searched for alternative activities or avoided activities.

Implications for practice and future research
To improve future care for patients with cancer it is important to acknowledge 
psychosocial consequences of a reduced ability to eat in all phases of the dis-
ease and during recovery and remission. Patients and informal caregivers need 
and want support of healthcare professionals. Previous research reports that 
these needs are often not addressed.4,10,14,41 Future nutritional care might start 
by acknowledging the struggle with eating and by addressing patients need for 
understanding emotions that might develop due to their struggle. The theme 
misunderstanding by social environment indicates that just providing informa-
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RESULTS Nutritional problems were a major source of distress in most par-
ticipating patients. Nutritional support often led to mental peace and less 
concerns, provided that there were no conflicting nutritional support practic-
es among treating hospitals. Patients perceived PN and EN as a life-line and 
necessary for the prevention of or recovery from physical decline, but they also 
experienced loss of independence, limited mobility, fear of unwanted body 
weight gain and problems related to the feeding equipment. Both patients and 
hematology nurses regarded PN as an easy method of nutrition administration, 
while EN was often seen as a necessary evil or was even refused by patients, 
owing to tube-related physical discomfort and EN intolerance. Both patients’ 
and hematology nurses’ reluctance to administer EN proved to be barriers to 
the ESPEN/EBMT nutritional guideline adherence. Among the surveyed hema-
tology nurses, barriers to adherence included personal factors related to their 
knowledge (lack of awareness) and attitudes (negative outcome expectancy 
and lack of agreement), guideline-related factors (lack of evidence) and exter-
nal factors (lack of collaboration).

CONCLUSION Individualized nutritional support, including EN and PN, may 
reduce nutrition-related distress in intensively treated AML patients, provid-
ed that conflicting nutritional support practices among hospitals are avoided 
or explained. The barriers to adherence to the ESPEN/EBMT guidelines on EN 
and PN in this patient group may be reduced by enhancing hematology nurses’ 
awareness and knowledge of the guidelines, incorporating the guidelines into 
multidisciplinary clinical pathways, improving outcome of EN by proper triage 
of patients eligible for EN and increasing the level of evidence of the guidelines.

ABSTRACT

BACKGROUND & AIMS The updated guidelines of the European Society for 
Clinical Nutrition and Metabolism (ESPEN) and for Blood and Marrow Trans-
plantation (EBMT) on nutrition in intensively treated acute myeloid leukemia 
(AML) patients recommend enteral nutrition instead of parenteral nutrition as 
the first-choice nutritional intervention. Despite this, PN remains the preferred 
route of nutrition administration in daily practice. The aim of this qualitative 
study was to gain insight into the patients’ and hematology nurses’ experiences 
and perceptions regarding nutritional problems and nutritional support and the 
reasons for the low adherence to the ESPEN/EBMT guidelines. 

METHODS Semi-structured interviews were conducted in 23 patients from 
various Dutch hospitals who had completed intensive AML treatment. Inter-
views with 22 patients were audio-recorded and transcribed, one interview was 
summarized. The transcripts and summary were thematically analyzed using 
Atlas.ti. From each of the 22 Dutch hospitals providing intensive AML treat-
ment, one hematology nurse participated in a telephone questionnaire survey. 
The results of this survey are presented in a descriptive way. 
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improving quality of care and patient experiences, which are main goals of val-
ue-based health care.20-22 
Therefore, the aim of the present qualitative study was to gain insight into 
patients’ and hematology nurses’ experiences and perceptions regarding nutri-
tional problems and support during intensive chemotherapy and HSCT. Results 
might provide a better understanding of the barriers to adherence to the ES-
PEN/EBMT guidelines recommending EN over PN as the first-choice nutritional 
intervention, and starting points for improvement in nutritional information 
provision and support in AML patients receiving these treatments. 

METHODS
Study design 
This qualitative study with a descriptive phenomenological approach was per-
formed between August 2017 and July 2020. Semi-structured interviews were 
conducted with AML patients, and a telephone questionnaire survey was con-
ducted among clinical hematology nurses. The primary objective was to gain 
insight into patients’ and hematology nurses’ experiences and perceptions re-
garding nutrition-related problems and nutritional support practices during in-
tensive AML treatment. Furthermore, we explored the barriers to adherence to 
the ESPEN/EBMT nutritional guidelines. The protocol of the study was reviewed 
by the accredited Medical Ethics Committee of the Maxima MC (N17.025) and 
was exempted from ethical review according to the Dutch Medical research 
Involving Human Subjects Act (WMo). The study procedures followed were in 
accordance with the Helsinki Declaration and with the rules of the European 
Personal Data Protection act. 

Patient population and recruitment
In this study, purposive sampling was applied.23 Adult patients (aged ≥ 18 years) 
were eligible for inclusion when they had completed an intensive treatment 
trajectory for AML, including intensive chemotherapy with or without HSCT. 
To obtain a wide range of experiences, patients who underwent an allogeneic, 
autologous or no HSCT after at least two cycles of intensive chemotherapy, 
patients who received only PN, only EN, both PN and EN, no PN nor EN, and 
patients who switched between hospitals with different nutritional support 
practices were sampled. 
Patients who met the inclusion criteria and who had completed their treatment 
in the previous 2,5 years were recruited by a registered dietician (RL, SC, SK) or a 

INTRODUCTION 

Acute myeloid leukemia (AML) is the most common type of acute leukemia in 
adults.1 Treatment of AML generally consists of intensive remission-induction 
chemotherapy, frequently followed by a conditioning regimen and hemato-
poietic stem cell transplantation (HSCT). These therapies often cause severe 
gastrointestinal side effects, resulting in poor nutritional intake and high risk 
of malnutrition.2-4 Evidence suggests that malnutrition before and after HSCT 
adversely influences complication rates, hospital stay, and survival.3-7 Since 
nutritional status is a potentially modifiable prognostic factor, nutritional in-
terventions are considered important supportive measures during AML treat-
ment.2-4 

The guidelines on nutrition in intensively treated AML patients (Europe-
an Society for Clinical Nutrition and Metabolism (ESPEN)/Blood and Marrow 
Transplantation (EBMT)) recommend enteral nutrition (EN) as the first choice 
nutritional intervention if nutritional intake becomes inadequate and to reserve 
parenteral nutrition (PN) for patients with severe gastrointestinal symptoms.2,8 
However, there is low adherence to these guidelines resulting in high variation 
in the application of EN and PN during intensive AML treatment among hospi-
tals.9-13 Although some centers apply EN as the primary nutritional intervention 
according to the ESPEN/EBMT guidelines, PN remains the preferred method of 
nutrition administration in many hospitals, while other centers limit EN/PN to 
exceptional and severe cases only.9-13 Consequently, many patients who receive 
AML treatment in different hospitals are confronted with varying or even oppo-
site nutritional support practices between treating centers.13

The barriers to the ESPEN/EBMT nutritional guideline adherence are un-
known.12,13 Some literature suggested that patients’ and hematology nurses’ 
negative attitude towards EN might play a role. Quantitative trials investigating 
HSCT-outcomes with EN versus PN attributed the frequent refusal of EN to 
its invasive nature.14-16 These authors assumed that hematology nurses’ accep-
tance of EN may be important for its successful use.14-16 
However, to the best of our knowledge, no studies explored in-depth patients’ 
and hematology nurses’ experiences and perceptions regarding nutritional 
problems and support, including EN and PN, during intensive AML treatment, 
nor did they address patients’ experiences of being confronted with conflicting 
nutritional support practices. The few available qualitative studies incidentally 
identified nutritional problems among acute leukemia survivors as one of the 
most troublesome and distressing during treatment.17-19 Moreover, qualitative 
data about the patients’ perspectives are becoming increasingly important for 
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sis and treatment and about the patients’ current well-being for the purpose 
of building confidence and encouraging patients to share their experiences.24 
The subsequent topics covered the patients’ lived experiences regarding nutri-
tion-related problems, nutrition-associated bodily changes, the received nu-
tritional care and interventions during intensive AML treatment, including EN 
and PN, and differences in nutrition practices between hospitals. The duration 
of the interviews varied from 45-60 minutes. 
The surveys with the clinical hematology nurses were conducted by telephone 
by two members of the research team (RvL, DdL) following the questionnaire 
shown in Appendix II. The topics that were addressed in the survey included 
the hematology nurses’ experiences and perceptions regarding: patients’ eat-
ing-related problems and associated distress, and the provided nutritional care 
and interventions, especially EN and PN. Furthermore, the hematology nurses 
were inquired about their awareness of the ESPEN/EBMT nutritional guideline 
recommendations on PN and EN in AML patients and on the possible barriers 
to ESPEN/EBMT guideline adherence and implementation. 
The questionnaire was sent to the hematology nurses by email before the in-
terview, to enable them to prepare for the telephone interview.

Data analysis
Twenty-two of the patients’ interviews were audio-recorded and transcribed 
verbatim (RL, ED, TJ). one interview was not audio-recorded according to the 
patient’s wishes. The executing researcher (NL) made extensive descriptive field 
notes of this interview that captured the essence of this patient’s experiences 
and perceptions regarding the topics of investigation immediately upon com-
pletion of the interview (NL). To ensure patients’ anonymity, personal details 
were deleted from the transcripts and summary. 
The transcripts and one interview summary were analyzed thematically using a 
descriptive phenomenological approach.25-30 As a first step, nine transcripts were 
analyzed independently by four researchers (RL, SB, ED, TJ) using the open cod-
ing procedure.24,31 After coding, results were compared and discussed to ensure 
interrater reliability and to develop a code tree.24 This procedure was repeated 
until no new information or themes relevant to the study aim emerged from the 
transcribed interviews (data saturation).24 Subsequently, the established code 
tree was used for coding the other thirteen transcripts and the field notes of 
one interview. The codes were then clustered into overarching themes, which 
were formulated and discussed by two members of the research team (RL, SB). 
To illustrate the important themes that emerged from the thematic analysis, 
patients’ quotes were selected from the transcripts, cleaned and translated.32 
Atlas.ti version 9.0.15 (Berlin, Germany) was used to analyze the data. 

nurse specialized in hematology (JD) in three Dutch hospitals: Maastricht Uni-
versity Medical Center, Maastricht, Maxima MC, Veldhoven (teaching hospital), 
and Sint Antonius Hospital, Nieuwegein (teaching hospital). These centers were 
selected for their different nutritional support practices during intensive AML 
treatment. In two of these hospitals, nutritional support is an integral part of 
medical treatment. In these hospitals, all AML patients receive dietary coun-
seling by a registered dietitian upon diagnosis and EN and/or PN immediately 
upon inadequate oral nutritional intake (EN/PN hospitals). In one hospital, 
consultation of a registered dietitian is not performed on a regular basis. This 
hospital has a wait-and-see approach towards both PN and EN, limiting their 
use to exceptional and severe cases only (no-EN/PN hospital). 
Eligible patients received concise information about the study from the recruit-
ing health care professionals. After patients’ permission, they were contact-
ed by a member of the research team (NL, RL) who provided more detailed 
study information. We continued with the interviews until data saturation was 
reached.24 Initially, 21 patients were selected for inclusion, of whom 3 cancelled 
the interview due to illness or disease progression and 1 declined participation 
for unknown reasons. To ensure sufficient information, the study population 
was elaborated with 6 patients who were recruited via the central online can-
cer information platform for patients kanker.nl, and the website of the patient 
organization Hematon. Patients willing to participate subscribed by sending an 
email to the principal researcher (RL). All participants signed written informed 
consent prior to the interview. In total, 23 patients were interviewed. 
For the telephone questionnaire surveys among hematology nurses, one clin-
ical hematology nurse of each of the 22 hospitals that provide intensive AML 
treatment in The Netherlands was recruited. The registered dieticians working 
at the hematology wards of these centers selected participants upon first regis-
tration after an invitation call. The hematology nurses received in-depth verbal 
and written information about the survey by a member of the research team 
(RvL) and were included upon providing informed consent. The response rate 
was 100%.

Study Procedure
The semi-structured interviews with patients were performed by members of 
the research team (RvL, NL, ED, TJ) and were held on a location of the patients’ 
preference, which was mostly at the participants’ home or treating hospital. 
The interviews were based on the interview guide shown in Appendix I, which 
was developed by investigators with experience in the field of nutrition in he-
matology patients and in performing qualitative studies (RvL, NL, JD, DvdL, 
SB). The interview guide included topics about the moment of AML diagno-
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TABLE 1 Patient and (medical and nutritional) treatment characteristics 

Patients  (n = 23)

Age in years, mean (range)* 53 (42-67)

Sex, n (%)
Female
Male

13 (57)
10 (43)

Treatment following RI chemotherapy, n (%)
Autologous HSCT
Allogeneic HSCT
Post-induction chemotherapy 

12 (52)
9 (39)
2 (9)

Nutritional support practices in treating hospitals, n (%)
Treatment in both EN/PN hospital and no-EN/PN hospital**
Total treatment in no-EN/PN hospital 
Total treatment in EN/PN hospital 

10 (44)
7 (30)
6 (26)

Received artificial nutritional support during treatment, n (%)
No PN and no EN***
only PN 
PN and EN
only EN 

10 (43)
7 (30)
4 (17)
2 (9)

Time since treatment, n (%)
< 1 year
1-5 years
> 5 years

8 (35)
13 (56)
2 (9)

EN = enteral nutrition, HSCT = hematopoietic stem cell transplantation,  
PN = parenteral nutrition, RI = intensive remission induction.
* Data available for age: n = 22
** EN/PN hospital: hospital where nutritional support (dietary counseling by a 
registered dietician and the use of PN and/or EN in patients who are unable to 
achieve an adequate oral nutritional intake) is provided as an integral part of medical 
treatment. No-EN/PN hospital: hospital where nutritional support is provided in 
exceptional and severe cases only.
***Patients who had not received EN/PN were able to eat sufficiently (n=2), were 
unable to receive EN/PN (n=1) or had received (part of their) treatment in the hospital 
where nutritional support is provided in exceptional and severe cases only (n=7)

A total of 22 clinical hematology nurses participated in the current study; one 
from each of the hospitals providing intensive AML treatment in The Nether-
lands. Whereas all hospitals provided remission-induction treatment, only 8 
university centers performed both autologous and allogeneic HSCTs, 4 centers 
performed autologous but not allogeneic HSCTs, and 7 hospitals provided only 
care after autologous HSCT.13

The telephone questionnaire surveys with the clinical hematology nurses were 
audio-recorded (RvL, DdL), data were clustered into overarching themes similar 
to those that had emerged from the patients’ interviews, and results are pre-
sented in a descriptive way (RvL). The barriers to the adherence of the ESPEN/
EBMT nutritional guideline recommendations regarding EN and PN were divid-
ed into personal factors, guideline-related factors and external factors (RvL).33

RESULTS
of the total study population of 23 AML patients who had completed an in-
tensive treatment trajectory, 57% was female and the mean age was 53 years 
(Table 1). Information on medical treatment, nutritional interventions during 
the AML treatment trajectory, the different nutritional support practices in the 
treating hospitals and the time since diagnosis is displayed in Table 1.
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aged rapidly. Moreover, they felt alienated from their own reflection and did 
not recognize themselves anymore. Several patients who experienced severe 
loss of muscle strength mentioned that they were unable to perform simple 
daily life activities, including climbing stairs, doing groceries, preparing meals, 
opening a tin can, brushing their teeth, putting on and taking off their clothes, 
raising themselves to a standing position from the toilet or lifting their children. 
This physical decline was accompanied with feelings of grief, frustration, con-
cern and powerlessness and thus enhanced emotional distress. 

“And then you’ve had your stem cells, and then, then your blood 
test results are good, only then you can’t eat any more. So those are 
the side effects then, um, and after effects that probably aren‘t so 
important, but they have a big [stutters] im, im, impact, on how you, 
how you, how you, how you feel about yourself as a person. Because, 
um, because eating is such a basic um, basic part of, of, of your life and 
you’re afraid, you know what I mean, because you were also regularly 
weighed, that, uh, … but where does it stop? [………] Yes, you know, and 
then you look at yourself and you think, gee, there’s not much left.....So 
that really has a big impact.” (patient 18: EN in EN/PN hospital)

Acceptance
Some of the participating patients accepted the nutritional problems, including 
the related physical decline, as an inevitable consequence of the disease and 
the necessary treatment. Several of these patients adjusted their diet to their 
eating abilities and just kept on eating. others simply regarded the nutritional 
issues and subsequent physical losses as the price they had to pay for survival, 
and/or put them into perspective believing that higher burden might reflect 
treatment success and a lower relapse risk. In some cases, losing and achieving 
a healthier body weight were even considered favorable treatment side effects 
and contributed to a more positive body image.
 

“Yes, and I lost an awful lot of weight in the no-EN/PN hospital. But 
that’s all part of it, isn’t it? And er, well, I’m someone who thinks if it’s 
going to happen, it’ll happen anyway, so let’s spend no more time on it.” 
(patient 5: PN in EN/PN hospital and no EN/PN in no-EN/PN hospital)

Results of the thematic analysis of the semi-structured interviews conducted 
with AML patients are summarized in Table 2.

TABLE 2 Themes that emerged from the patients’ interviews

Themes

Nutritional problems and related 
physical decline

Distress 
Acceptance

Nutritional support Mental peace
Problems related to artificial nutrition
Conflicting nutritional support practices

Two themes emerged from the data covering the patients’ lived experiences and 
perceptions regarding nutritional problems and related physical decline: 1) distress 
and 2) acceptance. Patients’ experiences and perceptions regarding nutritional 
support during intensive AML treatment were categorized into three themes: 1) 
mental rest, 2) artificial nutrition-associated problems, and 3) conflicting nutri-
tional support practices.

Nutritional problems and related physical decline
The vast majority of patients reported that they suffered from multiple and often 
severe nutritional problems during intensive AML treatment, including anorexia, 
taste disturbances, nausea, vomiting, both oral and gastrointestinal mucositis, di-
arrhea and/or ileus. These patients experienced prolonged time periods of dimin-
ished oral nutrient intake, resulting in body weight loss and other physical decline, 
including loss of muscle strength. Patients coped with these issues differently.

Distress 
In most of the patients, nutritional problems, body weight loss and other phys-
ical losses caused substantial emotional distress. The emotional distress result-
ing from the reduced ability to eat included feelings of disappointment, anxiety, 
concern, powerlessness, fear and panic. Furthermore, the fact that nutrition is a 
necessity to sustain life contributed to these feelings of distress. 
Body weight loss and other physical decline negatively affected both patients’ 
body image and social and/or family roles. Many patients who suffered from 
profound body weight loss experienced impaired body image and loss of self. 
Patients reported sagging body parts and loosening skin and felt their body had 
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serum liver test abnormalities, and catheter-associated infections or thrombosis 
were a source of concern. When compared to PN, patients’ experiences with EN 
were far more negative. Whereas most patients who required artificial nutrition 
accepted PN without objection, many refused EN, among others due to fear of 
the feeding tube insertion and/or because its necessity was associated with dying 
or a sign of personal failure. Patients who had received EN mostly perceived it 
as a necessary evil. EN was often poorly tolerated and associated with increased 
gastrointestinal symptoms, including nausea, vomiting and abdominal pain. In 
addition, patients frequently experienced specific tube-related distress, involv-
ing soreness of the nose and throat, cosmetic unacceptability, and tube blockage 
and/or dislodgment. 
For patients who reported fear of unwanted body weight gain, the dietary ap-
proaches of HCPs to enhance nutritional intake by applying EN/PN were per-
ceived as too invasive by some patients and even caused feelings of irritation.
In these cases, the HCPs’ goal, i.e. prevention of body weight loss by compen-
sating the nutritional deficits with PN or EN, was inconsistent with the patient’s 
sense of satisfaction with losing or the desire to lose some body weight. 

“But then it [feeding tube] began to irritate me so much that I said to 
the nurse, I said “that thing must be taken out now!”. I said because it 
is only causing me…. it’s only distressing me and I’m getting no benefit 
from it any more… It was so irritating, and then she said “I’ll go and ask 
about it”. But after a while it started to hurt so much that I said “listen, 
you can go and ask about it, but then I’ll take it out myself.” (patient 
23: EN and PN in EN/PN hospital and no EN/PN in no-EN/PN hospital)

“I lost hardly any weight there. I have to say, they, um, really looked 
after me there, because if I lost even a few hundred grams a dietician 
would immediately appear next to my bed… and I had quite a fight on 
my hands convincing them that as my weight was 111 kg, I was about 
30 kg too heavy. And that I didn’t mind shedding those kilos at all.” 
(patient 8: no EN/PN in EN/PN hospital nor in no-EN/PN hospital). 

Conflicting nutritional support practices
The differences in nutritional support practices between treating hospitals 
led to confusion and a reduced confidence in health care. The patients who 
changed from a hospital where they received dietary counseling by a registered 
dietician and EN or PN immediately upon inadequate food intake to a hospital 
where nutritional support was provided in exceptional and severe cases only, 
had come to appreciate nutritional care even more and became aware of its 

Nutritional support

Mental peace
Nutritional support during intensive AML treatment offered peace of mind in 
most patients. In general, hospital meal services and catering facilities with 
a variety of food options and snacks available at multiple time points were 
evaluated positively. However, the health care professionals’ (HCPs’) attitude 
and approach to the patients’ nutritional problems and their psychosocial and 
physical consequences were perceived as more important than the quality and 
number of available foods.
Recognition of and attention to their eating problems from the multidisciplinary 
team of HCPs were regarded as valuable. It made patients feel they were being 
watched over, taken care of, and able to share the burden of their struggle with 
eating, especially when HCPs showed empathy and understanding regarding 
their nutritional problems. Furthermore, it was highly appreciated when HCPs 
showed efforts to provide nutrition tailored to the patients’ dietary preferences 
and individual nutritional needs and subtly encouraged them to eat. 
Many of the patients who were unable to maintain adequate oral nutrient in-
take during treatment, received EN and/or PN. overall, patients believed that 
these artificial nutritional interventions helped to prevent or minimize and 
recover body weight and other physical losses. Moreover, patients perceived 
these artificial nutritional interventions as their lifeline. Besides physical ad-
vantages, artificial feeding attributed to patients’ mental well-being through 
releasing the pressure to eat and reducing feelings of concerns regarding dimin-
ished nutrient intake and its consequences. 

“Then you know it’s OK, it’s like now I don’t need worry any more that 
I am not getting enough nutrition. So, I don’t need to torture myself 
by stuffing myself with food … But I thought, yes, the mental peace it 
gives, I’m getting enough nutrition into my body through, the er, IV, 
and then I don’t have to worry that I‘m losing too much weight, or er…” 
(patient 1: PN in EN/PN hospital and no EN/PN in no-EN/PN hospital)

Problems related to artificial nutrition 
In general, patients’ negative experiences regarding artificial nutritional support 
(EN/PN) included a loss of independence, limited mobility, problems related to 
the feeding equipment, and fear of unwanted body weight gain. Due to these 
factors, cessation of artificial nutrition felt as a relief for some participants.
Patients perceived PN as an easy and comfortable method of nutrition adminis-
tration. In some participants, PN-related complications, including hyperglycemia, 
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“And eating was just no longer possible. They tried and tried, with oral 
nutritional supplements and, oh I don’t know, with all sorts of things. 
Yes, and then I even had a dietician who asked me what I liked and so 
on, but I was so sick, too weak. I didn’t want anything. And, what saved 
me, and I’m quite convinced of this, I have never been really big but just 
before I was admitted I weighed 86 kilos. […..] if I hadn’t weighed that, I 
wouldn’t have made it. I really wouldn’t have made it, because I lost 31 
kilos there.” (patient 12: no EN/PN in no-EN/PN hospital).

Hematology nurses’ perceptions regarding patients’ nutritional problems and 
support, and barriers to nutritional guideline adherence
The hematology nurses’ surveys provided information on three main themes, 
including 1) perceived patients’ nutritional problems, 2) experiences and per-
ceptions regarding the provided nutritional support, especially EN and PN, and 
3) barriers to adherence to and implementation of the ESPEN/EBMT recom-
mendations on EN and PN in AML patients receiving intensive treatment.

Patients’ nutrition-related distress
In clinical practice, hematology nurses observe a broad range of emotions in 
response to nutritional problems and their physical consequences among AML 
patients who receive intensive treatment. In many cases they perceive that nu-
trition-related problems cause emotional distress, including feelings of anxiety, 
fear, concern, powerlessness, sadness and embarrassment. Hematology nurses 
often bear witness to the patients’ feelings of frustration and disappointment 
resulting from their unsuccessful attempts to increase oral nutritional intake. Ac-
cording to the hematology nurses’ experiences, some patients are able to rela-
tivize and/or accept the nutritional problems and related physical decline, regard 
them as inevitable treatment side effects and apply self-management strategies 

importance. Even the patients who initially perceived the assertive dietary ap-
proach to nutritional problems in the EN/PN hospital as negative, afterwards 
felt grateful for it as it had prevented deterioration of nutritional status during 
the initial treating phase. 
Many of the patients who received intensive nutrition support during the first 
treatment phase (in a EN/PN hospital), experienced body weight loss and oth-
er physical losses during the second part of AML treatment when this was 
carried out in another hospital where a minimum of nutrition support was 
provided (no-EN/PN hospital). These patients believed the nutritional and 
physical decline were unnecessary, could have been prevented, caused feel-
ings of regret, and adversely affected recovery and the performance of daily life 
activities or hobbies, and sometimes even resulted in hospital re-admission. 
The minimum of nutritional support they perceived in the no-EN/PN hospi-
tal during the second treatment phase were difficult to accept, and provoked 
feelings of neglect, dependence, being treated as a number instead of a human 
being, concern and panic. 

“But anyway, in that no-EN/PN hospital, at least for me, it was a ‘yes, 
OK, it doesn’t matter if you don’t eat for a few days’ sort of thing. 
The doctor said that it wasn’t such a big problem. And, um, in itself I 
trust that, that judgement, because these people have an awful lot of 
experience. But from my point of view, I didn’t like it at all. Because, I 
was thinking to myself, you know, you’ve got to keep eating to stay, 
um, to stay as strong as possible. To get through the treatment. So, I 
really wanted make sure that I got enough, um, nutrition. So then they 
said ‘no, no it doesn’t matter, so what if you don’t eat for a few days’, 
and then I got, er, got a bit panicky.’ (patient 1: PN in EN/PN hospital 
and no EN/PN in no-EN/PN hospital)

The majority of the participating patients who had received their complete AML 
treatment in a hospital providing minimal nutritional support experienced body 
weight losses exceeding 20-30 kg but often did not realize the severity and 
impact of it until after hospital discharge. In many of these patients, the severe 
body weight loss and the adverse effects of muscle weakness on performing ev-
eryday life activities post-treatment were a major source of concern. Moreover, 
some of these patients strongly believed that their high body weight prior to 
treatment was one of the reasons they survived. However, the negative emo-
tions regarding the little nutritional support they received during treatment in 
the no-EN/PN hospital were less pronounced when compared to the patients 
who received part of their treatment in a EN/PN hospital. 
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TABLE 3  Hematology nurses’ barriers to adherence to the ESPEN/EBMT 
nutritional guidelines recommending enteral nutrition over 
parenteral nutrition as the first-choice nutritional intervention in 
intensively treated AML patients (n=22). 

Personal factors

Lack of 
awareness/
familiarity

Unaware of the nutritional guidelines (n=9).
Aware of or heard by chance about the nutritional guidelines 
(n=13); some believed their colleagues were unaware of the 
guidelines (n=5). 

Lack of 
agreement

Supportive of nutritional guidelines (n=5).
Acknowledge the theoretical background of the nutritional 
recommendations (EN for preservation of bowel integrity), but 
question the feasibility (n=8).
Regard the nutritional guidelines as not feasible (n=9); regard 
PN as the preferred route of nutrition administration (n=8) or 
reluctant to both EN and PN (n=1).

Lack of 
outcome 
expectancy

Anticipated/perceived adverse effects of EN (n=17):
EN intolerance (gastrointestinal symptoms; nausea, vomiting, 
diarrhea, malabsorption, mucositis, abdominal pain) (n=15).
Tube intolerability (inconvenience, pain/wounds in the nose and 
throat, especially in the presence of (oral) mucositis) (n=9).
Risk of bleeding during tube placement (n=6).
EN is a burden for patients and causes emotional distress and 
anxiety (n=4). 
Patients’ refusal of EN (n=3).
Make patients look more ill (n=1).

Anticipated/reported adverse effects of PN:
Serum liver tests abnormalities (n=1).

Guideline-related factors

Lack of 
evidence

Low level of scientific evidence for the nutritional guidelines (n=3). 
Lack of evidence for adverse effects of PN on treatment outcome (n=1).

External factors

Lack of 
collaboration

Nutritional support practices vary among hematologists and/or 
dieticians, opinion of treating hematologist unknown (n=4).

organizational 
constraints

Lack of internal protocols on the use of EN and PN (n=1).

AML = acute myeloid leukemia, EN = enteral nutrition; EBMT = European 
Society of Blood and Marrow Transplantation, ESPEN = European Society of 
Clinical Nutrition and Metabolism, PN = parenteral nutrition

(i.e. adjusting dietary habits or just keep on eating). Hematology nurses feel they 
play a pivotal role in managing and reducing patients’ nutrition-related distress 
through providing information prior to treatment and reassuring patients during 
treatment that the nutritional problems are common and transient side effects. 

Nutritional support
In general, hematology nurses perceive that patients show appreciation when 
their nutritional problems are recognized by HCPs and when nutritional sup-
port is provided. However, according to the hematology nurses’ experiences, 
it is challenging but important not to cross the fine line between support and 
pressure to eat. Hematology nurses expressed they felt that patients are aware 
of the need to eat. Therefore, repeated well-intended encouragements to eat 
might enhance rather than alleviate nutrition-related distress, especially in 
those patients who are unable to maintain adequate oral intake. 

Parenteral and enteral nutrition
Artificial nutritional interventions (EN/PN) are frequently applied during inten-
sive AML treatments in all but one of the participating hospitals. Hematology 
nurses consider themselves as part of the multidisciplinary team that indicates 
artificial nutrition. According to the hematology nurses, artificial nutrition often 
contributes to patients’ well-being through reducing the pressure to eat and 
reducing concerns about insufficient nutrient intake. The vast majority of he-
matology nurses prefer PN over EN during intensive AML treatment for several 
reasons, including the easy and little time-consuming method of administration 
through an already available central venous catheter, the poor patients’ toler-
ance of EN and tube tolerability, and the risk of bleeding during tube placement. 
Although PN is often accompanied by several complications, including hypergly-
cemia, serum liver test abnormalities and catheter-related infections, hematol-
ogy nurses do not recognize these as a major source of patients’ distress.

Barriers to nutritional guideline adherence 
In contrast to the preference of most hematology nurses and current clinical 
practices, ESPEN and EBMT recommend EN as the first choice nutritional inter-
vention, while PN should be reserved for patients with severe gastro-intestinal 
symptoms. The hematology nurses’ barriers to the adherence to these ESPEN/
EBMT recommendations could be classified into three categories: 1. personal 
barriers related to the hematology nurses’ knowledge (lack of awareness/fa-
miliarity) and attitudes (lack of agreement and negative outcome expectancy), 
2. guideline-related barriers (lack of scientific evidence), and 3. external barri-
ers (lack of collaboration among HCPs) (Table 3).
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and expected outcome), guideline-related factors (lack of evidence) and ex-
ternal factors (lack of collaboration).
The few studies that incidentally reported on AML patients’ experiences re-
garding nutritional problems during intensive treatment were in line with our 
findings, demonstrating that nutrition impact symptoms and a reduced ability 
to eat were a major source of distress in most patients.17-19 The nutrition-relat-
ed distress described in the literature among other cancer populations resem-
bled the experiences of our study population, including diminished body image, 
feelings of disappointment, concern, powerlessness and fear versus acceptance 
among patients who successfully applied self-management strategies and rea-
soned that nutritional problems were inevitable consequences of disease and 
treatment.22,34-43 
In line with preliminary findings in intensively treated hematological patients 
and literature among other cancer patients, the current study showed that 
HCPs’ acknowledgement of and multidisciplinary individualized support for 
nutritional problems are important for reducing patients’ nutrition-related dis-
tress.19,34-36,39,44-46 The present study also confirmed research among other cancer 
patients showing that conflicting nutritional support practices negatively im-
pacted patient understanding and led to feelings of confusion and uncertainty, 
especially when this confusion/uncertainty was left unaddressed by HCPs.37,46

The perceptions and lived experiences regarding EN/PN among patients and 
hematology nurses of our study mirrored those of other cancer populations 
and incidental findings or assumptions of quantitative research in HSCT recip-
ients.14-16,37,45-47 
A systematic review on experiences of having EN among nutritionally vulnera-
ble cancer patients also found initial reluctance and fear, different understand-
ings and expectations, and physical discomfort, but thereafter acceptance and 
overall, a worthwhile decision.46 In quantitative trials among post-allogeneic 
HSCT patients, 22-50% of the potentially eligible patients refused EN, and in-
tolerability of EN/the feeding tube occurred in about half of the EN users.14-16,47 
Our study confirmed previous literature assuming that the high acceptance of 
PN as opposed to EN in both patients and HCPs may be explained by its less 
invasive nature.14-16,45 
Our findings support the hypothesis proposed in some literature that the com-
mon non-adherence to the ESPEN/EBMT nutritional guidelines in intensively 
treated AML patients may be explained by the patients’ and HCPs’ reluctance 
to EN, owing to the anticipated physical discomfort.9-16 Furthermore, evidence 
from the current study is in accordance with previous literature assuming that 
the lack of scientific evidence for the physical benefits of EN versus PN in these 
patients withholds HCPs to implement EN in clinical practice.4,12,13 

Results show that only a small majority of the 22 hematology nurses (n=13, 
59%) were aware of or had heard by chance about the ESPEN/EBMT guide-
lines on nutrition during intensive AML treatment, whereas 9 of the participat-
ing nurses (41%) was unaware of these nutritional guideline recommendations 
(lack of awareness/familiarity). Nine of all participating hematology nurses 
(41%) disagreed with the ESPEN/EBMT recommendations on EN and PN in in-
tensively treated AML patients because in their opinion, the difficulties related 
to EN in this patient group overruled the possible advantages of this feeding 
method (lack of agreement). of the participants who did agree with the ES-
PEN/EBMT recommendations (n=13), most (n=8) questioned their feasibility. 
Moreover, 17 of the hematology nurses (77%) expected or reported negative 
effects of EN, including limited tolerance of EN and intolerability of the enteral 
feeding tube (lack of outcome expectancy). The low level of scientific evidence 
to support the use of EN versus PN as the preferred method of nutrition ad-
ministration during intensive AML treatment was a barrier to the ESPEN/EBMT 
guideline adherence in 4 of the nurses (18%) (lack of evidence). The same num-
ber of hematology nurses reported heterogeneity in nutrition support strategies 
among hematologists and dieticians and/or were unaware of the opinion of the 
treating hematologist regarding the use of EN and PN (lack of collaboration). 
one of the nurses reported the lack of internal protocols on the use of EN and 
PN (organizational constraints).

DISCUSSION 
This qualitative study showed that intensively treated AML patients differently 
experienced nutritional problems, varying from substantial emotional distress 
in most patients to acceptance. These variations in nutrition-related distress 
were well recognized by the hematology nurses. Furthermore, nutritional sup-
port provided mental peace in most patients although some patients expe-
rienced loss of independency, limited mobility, feeding-equipment-related 
problems and/or fear of unwanted body weight gain with EN/PN. Both patients 
and hematology nurses preferred PN over EN. Conflicting nutritional support 
practices between treating hospitals led to emotional distress, confusion and 
reduced confidence in health care among patients. 
Hematology nurses’ barriers to apply the ESPEN/EBMT guidelines recommend-
ing EN over PN as the primary nutritional intervention during intensive AML 
treatment included personal factors (lack of awareness/familiarity, agreement 
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enhancing practice experiences.14,15,33,44 Importantly, further research providing 
solid scientific evidence that advantages of EN in AML patients outweigh those 
of PN may enhance guideline adherence.2,4,12,13,33

Patients’ reluctance towards EN may be reduced by enhancing patients’ knowl-
edge of EN through uniform information from a multidisciplinary HCPs’ team 
or by hearing other patient experiences.14,15,44-46 Patients’ involvement in choices 
surrounding EN may either promote a positive EN experience, or overwhelm 
patients with that responsibility.46 Therefore, shared-decision making should 
be applied respecting patients’ autonomy and considering psychosocial, cul-
tural and existential aspects and needs.43,46,51

In conclusion, the present study shows that nutrition-related problems and 
conflicting nutritional support practices were a major source of distress in most 
intensively treated AML patients and that nutritional support often provided 
mental peace. opposed to the ESPEN/EBMT guidelines, PN was preferred over 
EN by both patients and hematology nurses due to the easy administration 
of PN versus the physical discomfort, intolerance, feeding-equipment-related 
problems and/or misperceptions related to EN. other barriers to ESPEN/EBMT 
nutritional guideline adherence related to hematology nurses’ knowledge and 
attitude, guideline-related factors and external factors. 
To reduce patients’ nutrition-related distress, HCPs should recognize and ac-
knowledge psychosocial consequences of nutritional problems and assess pa-
tients’ need for support. Nutritional support should be uniform across treating 
hospitals, individualized and multidisciplinary, and shared-decision making 
should be applied. ESPEN/EBMT guideline adherence may be improved through 
enhancing hematology nurses’ awareness and knowledge of the guidelines, in-
volving them in nutritional guideline development, incorporating recommen-
dations into clinical pathways, applying proper triage of patients eligible for 
EN, multidisciplinary treatment of EN-related complications, and increasing 
the level of scientific evidence of the guidelines by further research. 
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Importantly, many hematology nurses in our study were neither aware nor sup-
portive of the ESPEN/EBMT recommendations and questioned the feasibility of 
EN due to the high prevalence of severe gastrointestinal symptoms. The nurses’ 
negative attitude towards EN may reinforce the patients’ reluctance, as some 
literature assumed that HCPs’ acceptance of EN may be crucial for its successful 
use.14-16,48 The lack of awareness, collaboration and internal protocols on the 
use of EN/PN observed in the current study indicates inadequate incorporation 
of the ESPEN/EBMT guidelines into multidisciplinary clinical pathways, which 
may additionally contribute to low adherence.13,33

To the best of our knowledge, this is the first study that explored in-depth both 
patients’ and hematology nurses’ perspectives and lived experiences regard-
ing nutritional problems and support, and barriers to the ESPEN/EBMT guide-
line adherence during intensive AML treatment. Furthermore, variation within 
our study populations was large, since we included hematology nurses of each 
Dutch hospital providing intensive AML treatment, and AML patients who re-
ceived varying medical treatments and nutritional interventions and switched 
between hospitals with different nutritional support practices. 
A limitation of our study is that we included only one hematology nurse of 
each hospital, while perceptions regarding nutritional problems, support and 
guidelines may vary among nurses of the same hospital.14-16,46 Furthermore, se-
lection bias may be present because dieticians might have approached hema-
tology nurses with a special interest in nutrition. Due to this selection bias, the 
hematology nurses’ awareness of patients’ nutrition-related distress and the 
ESPEN/EBMT nutritional guidelines may have been overestimated, whereas the 
barriers to guideline adherence may have been underestimated. 
To reduce nutrition-related distress in intensively treated AML patients, psy-
chosocial consequences of nutritional problems and patients’ needs for sup-
port should be identified and acknowledged through continuous screening (e.g. 
Distress thermometer and problem list).19,34,35,39,40,44,49,50 Furthermore, personal-
ized multidisciplinary nutritional support is most appreciated and conflicting 
practices should be resolved or explained.12,13,37,44-46,50 
To increase ESPEN/EBMT nutritional guideline adherence during intensive 
AML treatment, hematology nurses’ barriers, especially their reluctance to EN, 
should be addressed.12,13,33 The first step may be improving hematology nurses’ 
awareness and knowledge of these standards.33 Besides education, involve-
ment in nutritional guideline development may improve hematology nurses’ 
attitudes, and incorporating the ESPEN/EBMT guidelines into clinical pathways 
may enhance adherence.13,33 outcome expectancy with EN may be improved 
by properly triaging patients eligible for EN (patients without severe gastroin-
testinal symptoms), multidisciplinary counselling of EN-related problems and 
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INTRODUCTION

Patients with cancer often experience nutritional problems, such as anorexia, 
taste and smell changes, dry mouth, swallowing problems and nausea1, which 
can result in insufficient nutritional intake and unintended weight loss2. Some 
types of cancer have a high prevalence of nutritional impact symptoms, such 
as; head and neck cancer >90% 3, and lung cancer 67-88%4. In addition to 
these physical consequences, patients also experience psychosocial conse-
quences of reduced ability to eat. Lize et al.5 demonstrate that patients in 
different stages of the disease trajectory, including recovery and remission, 
experience a broad range of emotions. Patients mentioned experiencing feel-
ings of anger, anxiety, disappointment, guilt, grief/sadness, powerlessness and 
shame. These emotions were evoked by patients’ struggle with eating, and by 
misunderstanding for this struggle from the people around them. Furthermore, 
patients experienced less pleasure in social activities because many are related 
to food and eating.
The effect of these emotions on patients well-being is not yet clear. Although 
some research has been conducted, these studies were mainly conducted among 
cancer patient populations known to have a high prevalence of nutritional im-
pact symptoms, such as patients in late advanced disease stages and patients 
with cancer cachexia. These studies show that the emotional consequences of 
reduced ability to eat can result in high levels of distress.6-22 Recently, Amano 
et al.19 coined the term “eating-related distress” to explain the multiple and 
intersecting emotional and social consequences of nutritional problems among 
patients with cancer cachexia. Eating-related distress relates to the physical 
consequences of eating problems, patients’ feelings about food and eating, 
their concerns regarding their diets, and the effect of eating problems on their 
relationships.22 Studies conducted among other patient populations with a high 
prevalence of nutritional impact symptoms such as; patients with head and 
neck cancer, patients with hematologic cancer and patients receiving parenteral 
home feeding, also showed that the emotional consequences of reduced ability 
to eat can result in high levels of distress.23-27

Patients with cancer cachexia generally receive intensive nutritional support 
for the treatment of their physical consequences.1 However, little attention has 
been paid to the emotional consequences of cancer cachexia.22,28,29 Healthcare 
professionals (HCPs) seem to avoid this topic, owing to feelings of uncertainty 
and the lack of a solution for the often-irreversible nutritional symptoms.30,31 In 
contrast, patients with cancer cachexia want their emotional consequences of 
reduced ability to eat acknowledged, and subsequently need information and 
support on how to manage this.28,29 other studies conducted among patient 

ABSTRACT

OBJECTIVE Patients with cancer can experience emotional consequences of 
reduced ability to eat, their impact is unknown. This study assesses the impact 
of these emotional consequences, and patients’ satisfaction with healthcare 
professionals’ (HCPs) support.

METHODS A cross-sectional survey was conducted among patients with head/
neck, lung cancer and lymphoma, who experienced reduced ability to eat in the 
past year. Patients were recruited through patient organisations and hospitals. 
The questionnaire encompassed the impact of emotional consequences of re-
duced ability to eat (scale 1-10) and satisfaction with HCPs’ support for reduced 
ability to eat (scale 1-10). The differences in patient characteristics between 
unsatisfied (score<6) and satisfied patients (score≥6) were tested using inde-
pendent t-tests and the Chi-square-or Fishers’ exact tests

RESULTS overall, 116 patients (48%) responded and 98 were included in the 
analyses. The most impactful emotional consequences were: disappointment 
(mean ± SD: 8.31±1.49), grief/sadness (7.90±1.91), and anger (7.87±1.41). Patients 
were less satisfied when more time had passed since their diagnosis (p<.002) 
and when they expected no improvements regarding their eating problems 
(p<.001). 

CONCLUSION The impact of emotional consequences of reduced ability to eat 
is high. Support for emotional consequences is needed, especially for patients 
with reduced ability to eat, which persists in recovery and remission.
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Medical Center Utrecht. Patients were recruited through these two methods, 
because online recruitment can result in a self-selection bias of patients inter-
ested in health topics and with active information seeking behaviour.32

Procedure
The participating patient organisations disseminated information about the 
study via online platforms. Regarding this information, patients were invited 
to contact the research team via an online contact form, phone or email. Fur-
thermore, dietitians in the participating hospitals assessed eligible patients, in-
formed them about the study, and asked them for permission to be contacted 
by the research team. Thereafter the research team called the patients, in-
formed them about the study comprehensively, and answered their questions. 
All the patients that decided to participate could choose between a web-based 
survey or a paper survey sent to their home address. A web-based survey was 
hosted by a secure website. Patients were sent one reminder to complete the 
survey three weeks after subscription. After six weeks the time frame for com-
pletion of the questionnaire was closed.

Questionnaire 
The questionnaire was developed in collaboration with a broad expert group 
that comprised; two dietitians specialising in oncology care, one psychologist, 
and four representatives of patient organisations or patient information plat-
forms. The questionnaire contained self-designed questions and statements 
regarding the impact of emotional consequences of reduced ability to eat and 
HCPs support. The questionnaire was pilot tested among three patients to en-
sure that the questions were readable and understandable and participation 
would take patients a maximum of 30 minutes of their time. Based on their 
feedback, linguistic refinements were made. In particular, they found items that 
were worded negatively and were considered as too confrontational. These 
items were rephrased. Patients who did not experience reduced ability to eat 
currently or in the past year were excluded based on two selection questions at 
the start of the questionnaire: 1) Do you currently experience reduced ability to 
eat? 2) Did you experience reduced ability to eat in the past year? The reason to 
exclude those patients was that patients who do not experience reduced ability 
to eat cannot have emotional consequences of reduced ability to eat.

Measurements

Sociodemographic and clinical characteristics 
Sociodemographic characteristics were self-reported in the questionnaire in-
cluding: gender, age, level of education (no education/primary school, lower 

populations with high prevalence of nutritional impact symptoms showed the 
same tendency; patients wanted HCPs to acknowledge their distress which is 
evoked by their nutritional symptoms. However, their HCPs tended to focus on 
the physical aspects of inadequate nutritional intake.24,27

The emotional impact of reduced ability to eat is mainly investigated among can-
cer patient populations with late advanced disease and cancer cachexia. Studies 
conducted among other patient populations with a high prevalence of nutrition 
impact symptoms only touched the subject but explored the topic among small 
patient populations with very specific complaints. Therefore, this study aim is to 
assess the impact of cancer-related emotional consequences of reduced ability 
to eat among a broader and larger patient population. This study further assesses 
patients’ satisfaction with HCPs support for their reduced ability to eat. Based on 
these insights, this study aims to formulate recommendations to improve HCPs 
support for the emotional consequences of reduced ability to eat.

METHODS
Design, setting and participants
This study conducts a cross-sectional survey to assess the impact of the emo-
tional consequences of reduced ability to eat among patients with cancer, and 
patient satisfaction with the support of HCPs for reduced ability to eat. The 
data were collected in the Netherlands between September 2018 and July 2019.
Patients were eligible for inclusion if they (had) experienced reduced ability to 
eat due to cancer or its treatment in the past year, were ≥18 years, were diag-
nosed with head and neck cancer, Hodgkin or non-Hodgkin lymphoma or lung 
cancer, and had signed an informed consent. We chose for head and neck can-
cer and lung cancer owing to their high prevalence of nutritional impact symp-
toms. We chose for patients with lymphoma owing to the relatively younger 
population and better prognosis. The rationale for including patients with one 
of these three types of cancer is that they differ in age, prognosis, onset and the 
cause of the nutritional impact symptoms and perspectives for recovery. These 
differences may influence the need for the support of HCPs for reduced ability 
to eat.
Patients were recruited through an online call posted via the channels of pa-
tient organisations for head and neck cancer (Patientenvereniging Hoofd/hals), 
lymphoma (Hematon) and lung cancer (Stichting Longkanker Nederland). This 
patient population was supplemented by recruitment by dietitians from four 
participating hospitals in the Netherlands: Leiden University Medical Center, 
Máxima Medical Centre, Radboud University Medical Center and University 
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more than one option was possible. If not, patients were asked if they felt the 
need for support at the time or in the past year. Furthermore, patients gave their 
opinions about a self-developed statement regarding their experiences with the 
support of HCPs for reduced ability to eat: ‘Healthcare professionals support me 
well regarding my reduced ability to eat’. This statement was scored on a scale 
ranging from (1 ‘very strongly disagreed’) to 10 (‘very strongly agreed’).

Statistical analysis
Descriptive analyses were used to assess the sociodemographic and clinical char-
acteristics of the patients, their experiences regarding nutrition and nutrition-
al symptoms and the impact score of their top three emotional consequences 
with the highest impact. Patients were categorised into three subgroups, based 
on their primary cancer type (head and neck cancer, Hodgkin or non-Hodgkin 
lymphoma and lung cancer). Furthermore, we also compared patients based 
on their satisfaction with the support of HCPs, defining two groups by using 
the statement: ‘Healthcare professionals support me well regarding my reduced 
ability to eat’ (unsatisfied: score <6 (scale 1-10) vs. satisfied ≥6). In the devel-
opment of measures to assess patient satisfaction of Dutch patients, this 1-10 
scale showed to be understandable and reliable.33 This rating system is similar 
to the Dutch grading system of primary and secondary schools. In this grading 
system scores <6 were considered insufficient and scores ≥6 were considered 
as sufficient. Differences in the sociodemographic and clinical characteristics 
and emotional consequences of patients between the satisfied and unsatisfied 
group were tested using independent sample t-tests (for age) and for all other 
variables Pearson’s Chi-square test or Fisher’s exact test for categorical variables 
with respectively >5 and <5 expected numbers in cells). The missing observa-
tions were reported in the footnotes below the tables. Data were analysed using 
SAS (version 9.4) and a p-value <.05 was considered statistically significant. 

Ethical considerations
The study protocol was reviewed by the Máxima Medical Centre in Veldhoven, 
the Netherlands (METC N18.032), and was exempted from ethical review ac-
cording to the Dutch Medical Research Involving Human Subjects Act (WMo). 

general secondary education, vocational training, pre-university education, 
university) and living situation (living together [with partner/children], living 
alone). Clinical characteristics were also self-reported in the questionnaire in-
cluding: primary cancer type (head and neck cancer, Hodgkin or non-Hodgkin 
lymphoma, lung cancer), time since diagnosis (<1 year, 1-5 years, ≥5 years), 
treatment phase (currently receiving treatment, not under treatment), inten-
tion of treatment (curative intent/palliative), treatment type (chemotherapy, 
immunotherapy or targeted therapy, radiotherapy, surgery), treatment fre-
quency (no treatment, 1 treatment, ≥2 treatments). 

Nutrition and nutritional symptoms
The following questions were part of the questionnaire: ‘Do you expect to eat 
well or better in the future’ (yes/no) and ‘Compared with what I ate before I 
got ill, I currently rate my food intake as’ (more than usual, less than usual, 
unchanged). Most patients had experienced weight loss (60%), medical nu-
trition (oral nutritional supplements, parenteral and tube feeding, no medical 
nutrition), and nutritional symptoms (anorexia or food aversion, diarrhoea, dry 
mouth, early satiety, emotional problems, fatigue, mucus formation in mouth, 
nausea and/or vomiting, obstipation, obstruction, pain while eating, taste and 
smell changes and an open field for other non-predefined symptoms).

Impact of emotional consequences
Patients listed a top three of most impactful emotional consequences: ‘Please 
indicate below which emotions, related to reduced ability to eat, you currently 
experience or experienced in the past year. you can list a maximum of three 
emotions’. The predefined list of emotions was based on previous qualitative 
research.5 The list included anger, annoyance, anxiety, concern, confrontation 
[with the disease], disappointment, grief/sadness, guilt, jealousy, less enjoy-
ment, loneliness/social isolation, longing [for certain foods], misunderstanding 
[from others], powerlessness, rejection, reluctance [to eat] and shame, and 
an open field for other emotions. Patients rated the impact of their top three 
of most impactful emotions on a scale ranging from 1 ‘no impact at all’ to 10 
‘extreme high impact’. 

HCPs support for reduced ability to eat
Patients were asked about their experiences with the support of HCPs for emo-
tional consequences of reduced ability to eat: ‘Did you receive support for the 
emotional consequences of your reduced ability to eat from HCPs, or have you 
received this support in the past year?’. If yes, the patients were asked to list 
from whom they received this support (general practitioner, physician, psy-
chologist/therapist, dietitian, nurse, dental hygienist/dentist and others). Thus, 
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All the patients gave written informed consent and were informed that the 
survey would be analysed anonymously. To ensure that completing the ques-
tionnaire was not too confronting for patients the questions were not made 
mandatory and patients were assured that they could always withdraw without 
providing a reason.

RESULTS
The overall response rate was 48%. More than two thirds of the patients re-
cruited from the participating hospitals responded (n=88; 69%). A lower 
response rate was observed among patients recruited by the patient organi-
sations (n=155; 35.5%). The reasons for non-response were unknown (n=114). 
The known reasons were burden (n=4), survey not applicable (n=4), no interest 
in participation (n=3), and patient died (n=2). The reasons for excluding sur-
veys after enrolment were: other or an unknown primary cancer type (n=13), no 
eating problems (n=4) and incomplete questionnaires (n=1). In conclusion, the 
surveys of 98 patients were included in the analysis (Figure 1).

Patients’ characteristics
The mean age of the participants was 61.7, ranging from 24 to 91. Most patients 
were diagnosed with head and neck cancer (50%), followed by lung cancer 
(32%) and Hodgkin or non-Hodgkin lymphoma (18%). Most respondents re-
ceived their diagnosis <5 years before participating in the study (85%), and 
most patients (had) received treatment with curative intent (63%). Almost 
three quarters of the population (71%) expected improvement in their reduced 
ability to eat in the future. Less than half of the patients with head and neck 
cancer had finished their treatments (45%), while most patients with Hodgkin 
or non-Hodgkin lymphoma and lung cancer were under treatment at the time 
of the questionnaire (62.5% and 80%). Patients with lung cancer received more 
often treatments with palliative intent (68%) compared with patients with 
head and neck cancer (12%) and Hodgkin and non-Hodgkin lymphoma (11%) 
More patients with head and neck cancer received two or more treatments 
(82%) compared with patients with Hodgkin or non-Hodgkin lymphoma (41%) 
and lung cancer (47%). Little over half of the patients with head and neck can-
cer expected to eat well or better in the future (59%), while most patients with 
Hodgkin and non-Hodgkin lymphoma and lung cancer expected to eat well or 
better in the future (89% and 80%) (Table 1.)

FIGURE 1 Flowchart patients

Non-respondents 

(n=127)

Reason unknown (n=114)
Burden (n=4)

Survey not applicable (n=4)
Died (n=2)

Excluded surveys 

(n=18)

other or an unknown cancer type (n=13)
No eating problems (n=4)

Incomplete questionnaire (n=1)

Recruited 

(n=243)

a. In hospitals (response 69%)
b. By online call patient organisations (response 35.5%)

Respondents 

(n=116)

Included in analysis 

(n=98)
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Characteristics Number (%)

Total Group 
(n=98)

Head and 
neck cancer 

(n=49)

Hodgkin or 
non-Hodgkin 

lymphoma 
(n=18)

Lung 
 cancer 
(n=31)

Do you currently 
experience reduced ability 
to eat?

yes
No

80
18

47 (96%)
2 (4%)

13 (72%)
5 (28%)

20 (64.5%)
11 (35.5%)

Do you expect to eat well 
or better in the future?

yes
No

69 (71%)
28 (29%)

29 (59%)
20 (41%)

16 (89%)
2 (11%)

24 (80%)
6 (20%)

HCPs providing 
support for emotional 
consequences of reduced 
ability to eat (n=44)

1
>1

11 (25%)
33 (75%)

5 (19%)
21 (81%)

3 (37.5%)
5 (62.5%)

3 (33%)
7 (77%)

† Missing: gender 3, age 4, level of education 3, living situation 3, time since 
diagnosis 4, treatment phase 3, intention of treatment 7, treatment type 4, 
treatment frequency 2, Do you currently experience reduced ability to eat 0,  
Do you expect to eat well or better in the future 1
‡ Percentages do not add up to 100% due to the fact that patients could 
provide more than one answer or due to rounding
§ 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

Most patients had experienced weight loss (60%), 18% of the patients had 
gained weight and 22% of the patients had stable weight. In total 30% of the 
patients did not use medical nutrition in the past year. The majority of the 
patients used oral nutritional supplements, and 34% of the patients used par-
enteral or tube feeding. Taste and smell changes were the most common nu-
tritional symptoms reported by patients (63%), followed by anorexia and food 
aversion (51%) and dry mouth (47%). Patients with head and neck cancer more 
often experienced mucus formation in the mouth (61%) compared with pa-
tients with other primary cancer types. Patients with Hodgkin or non-Hodgkin 

TABLE 1 Patients’ sociodemographic and clinical characteristics (n=98)† ‡

Characteristics Number (%)

Total Group 
(n=98)

Head and 
neck cancer 

(n=49)

Hodgkin or 
non-Hodgkin 

lymphoma 
(n=18)

Lung  
cancer 
(n=31)

Gender
Male
Female

46 (48%)
49 (52%)

28 (57%)
21 (43%)

4 (25%)
12 (75%)

14 (47%)
16 (53%)

Age (mean, range) 61.7 (24-91) 61.4 (24-91) 60.7 (26-80) 62.2 (43-78)

Level of education§

Low
Middle
High

23 (24%)
41 (43%)
31 (33%)

10 (20%)
22 (45%)
17 (35%)

6 (35%)
6 (35%)
5 (29%)

7 (24%)
13 (45%)
9 (31%)

Living situation
Living together (with 
partner/children)
Living alone

78 (82%)
17 (18%)

36 (73.5%)
13 (26.5%)

17 (100%)
0 (0%)

25 (86%)
4 (14%)

Time since diagnosis
<1 year
1-5 years
≥5 years

48 (51%)
31 (33%)
15 (16%)

21 (45%)
17 (36%)
9 (19%)

9 (53%)
3 (18%)
5 (29%)

18 (60%)
11 (37%)
1 (3%)

Treatment phase
Currently receiving 
treatment
Not under treatment

57 (60%)
38 (40%)

22 (45%)
27 (55%)

10 (62.5%)
6 (37.5%)

25 (83%)
5 (17%)

Intention of treatment
Curative intent
Palliative
Unknown

62 (63%)
29 (30%)

7 (7%)

42 (86%)
6 (12%)
1 (2%)

12 (67%)
2 (11%)
4 (22%

8 (26%)
21 (68%)
2 (6%)

Treatment type
Chemotherapy
Immunotherapy or 

targeted therapy
Radiotherapy
Surgery

56 (58%)

18 (18%)
60 (62.5%)
33 (34%)

20 (41%)

4 (8%)
47 (96%)
29 (59%)

14 (82%)

2 (12%)
2 (12%)
2 (12%)

22 (73%)

12 (40%)
11 (37%)
2 (7%)

Treatment frequency
No treatment
1 treatment 
≥ 2 treatments

3 (3%)
32 (33%)
61 (64%)

2 (4%)
7 (14%)

40 (82%)

0 (0%)
10 (59%)
7 (41%)

1 (3%)
15 (50%)
14 (47%)
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Impact of emotional consequences of reduced ability to eat
Most patients (96%) reported one or more emotional consequences of reduced 
ability to eat, and 4% of the patient population experienced no emotional 
consequences. The impact of these emotional consequences was high, and 
emotional consequences with the highest impact scores were disappointment, 
with a mean impact of 8.31 (standard deviation (SD) 1.49) followed by grief/
sadness (7.90; SD 1.91), anger (7.87; SD 1.41), confrontation with the disease 
(7.53; SD 1.91) and longing for certain foods (7.32; SD 2.12). The most often list-
ed as one of the top three most impactful emotional consequences were: less 
enjoyment (n=44), longing for certain foods (n=40) and powerlessness (n=27). 
(Figure 2 and Figure 3).

FIGURE 2 Top three emotional consequenses impact score
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lymphoma and lung cancer experienced more nausea and/or vomiting (50% 
and 52%) compared with patients with head and neck cancer (12%) (Table 2.).

TABLE 2 Patients’ characteristics concerning nutrition (n=98) † ‡

Characteristics Number (%)

Total group 
(n=98)

Head and 
neck cancer 

(n=49)

Hodgkin 
or non-
Hodgkin 

lymphoma 
(n=18)

Lung cancer 
(n=31)

Current nutritional intake 
More than usual
Less than usual
Unchanged

12 (12%)
70 (72%)
14 (14%)

6 (12%)
39 (80%)

4 (8%)

2 (12%)
11 (65%)
4 (24%)

4 (13%)
20 (67%)
6 (20%)

Weight change 
Weigh gain
Weigh loss
Unchanged 

17 (18%)
57 (60%)
21 (22%)

8 (17%)
27 (57%)
12 (26%)

4 (22%)
10 (56%)
4 (22%)

5 (17%)
20 (67%)
5 (17%)

Medical nutrition
oral nutritional supplements
Parenteral and tube feeding
No medical nutrition

58 (60%)
33 (34%)
29 (30%)

36 (73%)
23 (47%)
8 (16%)

9 (50%)
7 (39%)
6 (33%)

13 (43%)
3 (10%)
15 (50%)

Nutritional impact symptoms 
Taste and smell changes
Anorexia or food aversion
Dry mouth
Mucus formation in mouth
obstruction
Fatigue
Pain while eating
Nausea and/or vomiting
Early satiety
Emotional problems (i.e. fear)
obstipation
Diarrhoea
other symptoms§

62 (63%)
50 (51%)
46 (47%)
43 (44%)
41 (42%)
38 (39%)
35 (36%)
31 (32%)
30 (31%)
12 (12%)
11 (11%)
10 (10%)
3 (3%)

32 (65%)
20 (41%)
32 (65%)
30 (61%)
22 (45%)
21 (43%)
22 (45%)
6 (12%)
11 (22%)
9 (18%)
5 (10%)
3 (6%)
1 (2%)

12 (67%)
12 (67%)
7 (39%)
5 (28%)
9 (50%)
5 (28%)
5 (28%)
9 (50%)
9 (50%)
1 (6%)
3 (17%)
3 (17%)
2 (11%)

18 (58%)
18 (58%)
7 (39%)
8 (26%)
10 (32%)
12 (39%)
8 (26%)
16 (52%)
10 (32%)
2 (6%)
3 (10%)
4 (13%)
0 (0%)

† Missing: current nutritional intake 2, weight change 3, medical nutrition 1, 
nutritional impact symptoms 0
‡ Percentages do not add up to 100% due to the fact that patients could 
provide more than one answer or due to rounding
§ Social problems (n=1), bloating and flatulence after eating (n=1) pain in 
stomach (n=1)
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more than one HCPs (>1), were equally satisfied. Patients who were diagnosed 
less than one year ago (<1) experienced higher satisfaction with HCPs support 
for reduced ability to eat when compared with patients who were diagnosed 
1-5 years or ≥5 years ago. Therefore, the more time passed since the patients’ 
diagnosis, the less satisfied they were (<.002). Furthermore, patients who ex-
pected to eat well or better in the future were more satisfied with HCPs support 
for reduced ability to eat than patients who did not expected to eat well or 
better in the future (p<.001) (Table 3.).

TABLE 3 Patients’ characteristics and satisfaction with HCPs support for 
reduced ability to eat (n=96)† ‡

Characteristics

‘Healthcare professionals support me well 
regarding my reduced ability to eat’

Not satisfied <6 
33 (34%)

Satisfied ≥6 
63 (66%) p-value

Gender
Male
Female

15 (33%)
17 (35%)

31 (67%)
31 (65%) .77

Age (mean, range) 61.6 (37-75) 61.16 (24-91) .86

Level of education§

Low
Middle
High

8 (36%)
16 (39%)
9 (29%)

14 (64%)
25 (61%)
22 (71%) .67

Living situation
Living together (with partner/children
Living alone

26 (33%)
7 (44%)

52 (67%)
9 (56%) .43

Primary cancer type
Head and neck
Hodgkin or non-Hodgkin lymphoma 
Lung

18 (37.5)
6 (33%)
9 (30%)

30 (62.5%)
12 (67%)
21 (70%) .79

Time since diagnosis
<1 year
1-5 years
≥5 years

8 (17%)
15 (48%)
9 (60%)

39 (83%)
16 (52%)
6 (40%) <.002

Treatment phase
Currently receiving treatment
Not under treatment

22 (39%)
10 (27%)

35 (61%)
27 (73%) .25

FIGURE 3 Most impactful emotional consequences
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Support of HCPs for emotional consequences of reduced ability to eat
Almost half of the patients received support from one or more HCPs for emo-
tional consequences of their reduced ability to eat (45%). The patients who 
received this support (n=44), received support from a dietitian (89%), physician 
(36%), nurse (27%), dentist/dental hygienist (25%), psychologist/therapist 
(23%), general practitioner (20%), and speech therapist (4%). of the patients 
who did not receive HCPs support for emotional consequences (45%), 20% 
(n=9) felt that they needed this support.

Satisfaction of patients with the support of HCPs for reduced ability to eat
Overall, 66% of the patient population was satisfied with the support of HCPs 
for their reduced ability to eat. Patients who were satisfied did not differ in 
gender, age, level of education, living situation, primary cancer type, treatment 
phase, intention of treatment, treatment type, treatment frequency, weight 
change or medical nutrition when compared with patients who were not satis-
fied. Patients who received support for the emotional consequences of reduced 
ability to eat from one HCP (1) and patients who received this support from 



86 CHAPTER 4  HIGH IMPACT oF EMoTIoNAL CoNSEQUENCES 87

4

Only the mean impact score of misunderstanding did differ between patients 
who were satisfied and those who were not satisfied; respectively mean 8.20 
and 5.80 (p=.03). The mean impact scores of the other emotional consequenc-
es did not differ.

DISCUSSION
our study shows that patients with cancer-related reduced ability to eat ex-
perienced high impact of emotional consequences. The most impactful emo-
tional consequences of their reduced ability to eat were disappointment, grief/
sadness and anger. The most frequently mentioned emotional consequences 
were less enjoyment, longing for certain foods and powerlessness. The majority 
of the patients who received HCPs support for the emotional consequences of 
reduced ability to eat, received this support from a dietitian (89%). of the pa-
tients who did not receive such support, 20% felt they still needed this support. 
Most patients (66%) who received support from HCPs for their reduced ability 
to eat were satisfied with this support. Patients 1-5 years and ≥5 years after 
diagnosis experienced lower satisfaction with the support of HCPs for reduced 
ability to eat compared to patients diagnosed <1 year. Therefore, the more time 
passed since the patients’ diagnosis, the less satisfied they were with the sup-
port of HCPs (<.002). Furthermore, patients who expected no improvements in 
their reduced ability to eat in the future were less satisfied with the support of 
HCPs than patients who expected to recover (<.001).
Previous research shows that patients with advanced cancer and cancer ca-
chexia experienced high levels of distress owing to disease-related eating 
problems. Amano et al.19 demonstrate that many advanced cancer patients 
had eating-related distress, and that patients with cancer cachexia had sig-
nificantly greater eating-related distress than those without cachexia. Overall, 
Amano et al. indicate that food and eating is not only related to nutrition and 
the nutritional intake of patients, but also concerns the emotional and social 
well-being of patients. Our study underscores this idea and adds to the findings 
of Amano et al. stating that reduced ability to eat can have high emotional im-
pact, not only among patients receiving palliative treatments, but also among 
those receiving curative treatment and those whose reduced ability to eat per-
sists in recovery and remission.
This study emphasises the findings of previous research that patient popula-
tions in less advanced disease stages might need support regarding reduced 
ability to eat, which is often left unaddressed by HCPs. Patients with head and 
neck cancer undergoing radiotherapy expressed that they needed to remain in 
continuous contact with an HCP who was familiar with the eating challenges 

Intention of treatment
Curative intent
Palliative

19 (31%)
13(46%)

43 (69%)
15 (54%) .15

Treatment type§

Chemotherapy
Immunotherapy or targeted therapy 
Radiotherapy
Surgery

19 (34%)
6 (33%)
21 (36%)
13 (41%)

37 (66%)
12 (67%)
38 (64%)
19 (59%)

.83

.89

.83

.39

Treatment frequency 
No treatment
1 treatment 
≥ 2 treatments

1 (33%)
9 (28%)
23 (38%)

2 (67%)
23 (72%)
37 (62%) .62

Weight change
Weight gain
Weight loss
Unchanged

7 (47%)
18 (32%)
7 (33%)

8 (53%)
38 (68%)
14 (67%) .57

Medical nutrition
oral nutritional supplements
Parenteral and tube feeding
No medical nutrition

16 (28%)
10 (31%)
13 (46%)

41 (72%)
22 (69%)
5 (54%)

.09

.06
.12

Do you currently experience reduced ability to eat?
yes
No

30 (38%)
3 (17%)

48 (62%)
15 (83%) 0.08

Do you expect to eat well or better in the future?
yes
No

14 (21%)
19 (70%)

54 (79%)
8 (30%) <.0001

HCPs providing support for emotional consequences of reduced ability to eat (n=44)
1
>1

1 (9%)
9 (27%)

10 (91%)
24 (73%) .21

†Missing: gender 2, age 3, level of education 2, living situation 2, primary cancer 
type 0, time since diagnosis 5, treatment phase 2, intention of treatment 6, 
treatment type 4, treatment frequency 1, weight change 3, medical nutrition 1, 
Do you currently experience reduced ability to eat 2, Do you expect to eat well 
or better in the future 1
‡ Percentage do not add up to 100% due to the fact that patients could provide 
more than one answer or due to rounding
§ 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



88 CHAPTER 4  HIGH IMPACT oF EMoTIoNAL CoNSEQUENCES 89

4

hospitals limits the generalisability of the study results. Recruiting patients 
through patient organisations might have resulted in a selection bias favour-
ing patients with a relatively good health status.32 The study results show that 
patients’ satisfaction with HCPs declined after diagnosis, therefore recruitment 
through patient organisations might have resulted in a selection bias of pa-
tients who were less satisfied. Recruiting patients in hospitals can result in more 
patients who probably received (nutritional) counselling at the time of the sur-
vey, and patients who expect their reduced ability to eat to improve. This might 
have skewed the patient population to a population more satisfied with the 
support of HCPs. In conclusion, information (recall) bias needs to be consid-
ered, as we also asked patients to think back about the support they received 
in the last year.

Implications for practice and future research
As suggested in the international guidelines1 nutritional and psychosocial 
screening are integrated into oncological care in Dutch hospitals. However, 
screening for the emotional consequences of reduced ability to eat requires 
more attention. Dietary treatment often ends when nutritional requirements 
are met and a steady nutritional state is reached. Medical follow-up visits after 
treatment are mainly focused on the (recovery from) physical side-effects of 
treatments and screening for residual tumour and cancer recurrence. Further 
research is needed to determine what patients need from their HCPs regarding 
follow-up care for their reduced ability to eat. For future care, it is important 
that HCPs recognise and assess the needs of patients for the emotional sup-
port for reduced ability to eat in all stages of the disease and in recovery and 
remission. The use of screening instruments such as the Distress thermometer 
and problem list 35, can serve as a starting point for early recognition and as-
sessment of emotional consequences of reduced ability to eat throughout the 
care process. 
In conclusion, most patients with cancer reduced ability to eat due to their 
cancer and its treatment experience a broad range of emotional consequenc-
es, including disappointment, grief/sadness and anger. Moreover, the impact 
of these emotional consequences was high. The more time passed since the 
patients’ diagnosis, the less satisfied they were with the support of HCPs for 
reduced ability to eat. Additionality. patients who expect no improvements in 
their reduced ability to eat in the future are less satisfied with the support of 
HCPs. Clearly, more attention and support from HCPs for the emotional conse-
quences of reduced ability to eat, its emotional impact and need for supportive 
care for these problems are needed. To improve future care, early recognition 
and assessment of the emotional consequences of reduced ability to eat by 
HCPs are important, both during and (long) after treatment. 

that head and neck cancer and its treatment entail. Patients felt “Left to one’s 
own Devices” when the HCPs did not respond to their needs.27 Head and neck 
cancer patients in the Netherlands, mentioned that emotional support from the 
general practitioner during aftercare is crucial, because the support from HCPs 
from the hospital decreased after treatment.34 In this study, 20% of the patients 
who did not receive support from HCPs for the emotional consequences of re-
duced ability to eat felt they needed support. Considering the high impact of 
emotional consequences of reduced ability to eat, also found in this study, it is 
important to gain more insight into the patients that might need more support 
from their HCPs regarding these problems. The more time passed since patients 
diagnosis the less satisfied patients were, and patients who expected no im-
provement regarding their reduced ability to eat were less satisfied with support 
of HCPs. These findings can serve as a starting point to improve future support 
of HCPs and as a starting point for future research.

Strengths and limitations
To the best of our knowledge, this is the first study to assess the impact of emo-
tional consequences of reduced ability to eat and satisfaction with the support 
of HCPs among patients with cancer throughout the disease trajectory and in 
recovery and remission. other studies only touched upon this topic. However, it 
has not yet been studied comprehensively as a primary research aim.
This study has some limitations that need to be addressed. First, we used a 
self-developed questionnaire because no validated measures were available. 
The recruitment of patients through patient organisations and participating 
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4PART 2
To gain insights into the 

provided psychosocial support  
for a reduced ability to eat

“When everyone offers food, no matter how well they 
mean it, I just didn’t have the energy to turn that food 
down. Sometimes people get so insistent and they 
keep on offering food. I would say, it’s better to just 
be there, just sit at the bedside. Yes, at some point 
you are so sick then everything is nagging, I don’t 
know how to explain how I felt at those moments”

“Yes it was very difficult, eating was really a struggle for 
the both of us. I still wanted to help her but I didn’t know 
how. I asked friends if they had any ideas about eating. 
Or I looked on the Internet, spending whole evenings 
scrolling in bed to see if I could find any ideas to get my 
mother to eat something, anything. What liquid food is 
there that is also tasty? Often she would not eat it. That 
really bothered me because I tried so hard to help her.”
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INTRODUCTION

In 2020, over 19 million new cases of cancer were diagnosed worldwide.1 Cancer is 
still a leading cause of death, accounting for approximately 10 million deaths per 
year.1 In the Netherlands, the estimated number of new cancer diagnoses is 115.000 
per year2 and 21,000 persons with a solid cancer diagnosis already have distant 
metastases at diagnosis. In addition, there are over 38.000 patients annually who 
develop distant metastases, and require palliative care.3 Studies have shown that 
early palliative care improves quality of life (QoL) in patients with advanced can-
cer.4 In the course of progression of disease, this care gradually moves from a dis-
ease-oriented perspective to a more symptom-oriented treatment only.5

Patients with advanced cancer often suffer from disease- and treatment-relat-
ed gastrointestinal problems. The most common gastrointestinal symptoms are 
appetite loss (53%), dry mouth (40%), constipation (34%) and nausea (31%).6 
Literature shows that these gastrointestinal problems are all associated with 
lower QoL.7, 8 From the gastrointestinal problems, appetite loss was most pre-
dictive of overall QoL.7 Due to the high prevalence of gastrointestinal symp-
toms and weight loss in patients with advanced cancer, nutritional care needs 
might be high. In line with this, Amano et al.9 showed that 76% of terminally 
ill patients had general unmet needs for nutrition therapy for cancer cachexia, 
and 61% indicated that they needed specific support by health care profession-
als such as attention and explanation concerning their distress about eating.
The role of dieticians in palliative oncology care is important. Dieticians can have a 
positive impact through nutritional evaluation, counseling, psychosocial support, 
follow-up and nutritional interventions.10 When the focus of palliative care is still 
on disease-modifying treatment, dieticians contribute to the identification of mal-
nutrition, the treatment of weight loss and diminishing gastrointestinal problems, 
which may improve QoL.11 However, when palliative care shifts from disease-mod-
ifying treatment towards the alleviation of symptom burden only, also the role of 
nutritional care will change in enhancing patient comfort and quality of life. 
Few studies have investigated the association between nutritional care needs 
and nutritional care with QoL in patients with advanced cancer . A review 
showed that gaps in the availability or access to nutrition care is a major source 
of distress for patients and family members.11 However, only preliminary studies 
have shown that nutritional support may be associated with beneficial effects, 
i.e., prevented bedsores, improved performance status in the very advanced 
cancer patients 12, 13 but have not specifically looked at QoL. Therefore, the aim 
of this study was to investigate the association of gastrointestinal problems, 
received nutritional care and nutritional care needs with QoL in patients with 
advanced cancer.

ABSTRACT

PURPOSE To assess the association of gastrointestinal problems, received nu-
tritional care and nutritional care needs with quality of life (QoL) in patients 
with advanced cancer.

METHODS A cross-sectional analysis within the observational prospective 
eQuiPe cohort study on experienced quality of care and QoL in patients with 
advanced cancer was performed. QoL and gastrointestinal problems were mea-
sured using the European organization for the Research and Treatment of Can-
cer Quality of Life Questionnaire (EoRTC QLQ)-C30. Received nutritional care 
(yes/no) and nutritional care needs (yes/a little bit/no) were measured by two 
questions. Gastrointestinal problems were categorized as clinically important 
based on the Giesinger thresholds. Univariable and multivariable linear regres-
sion analyses adjusted for age, gender and treatment were used to analyze the 
association of gastrointestinal problems, received nutritional care and nutri-
tional care needs with QoL.

RESULTS Half of the 1080 patients with advanced cancer had clinically import-
ant gastrointestinal problems, 17% experienced nutritional care needs and 14% 
received nutritional care. Multivariable analyses revealed that the presence of 
clinically important gastrointestinal problems (β(95%CI):-13.0 (-15.6;-10.4)), 
received nutritional care (β(95%CI):-5.1(-8.5;-1.7)) and nutritional care needs 
(β(95%CI):-8.7 (-11.9;-5.5)) were associated with a low QoL.

CONCLUSION Many patients with advanced cancer experience gastrointesti-
nal problems, while only few patients receive nutritional care. These gastro-
intestinal problems, nutritional care needs and nutritional care are associated 
with lower QoL, probably due to reversed causality or the irreversible nature of 
these problems in the palliative phase. More research on the relation of nutri-
tional care, gastrointestinal problems and QoL is needed to optimize nutrition-
al support in end-of-life care. 
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vomiting and global QoL and the item-scores were linearly transformed to a 
0-100 scale, with a higher score implying a higher level of symptoms or a higher 
global quality of life, respectively. 
Based on the thresholds for clinical importance of Giesinger et al.17 for each 
symptom (score above 8 for nausea/vomiting, above 17 for diarrhea and above 
50 for appetite loss and constipation), patients were categorized into three cat-
egories: “No gastrointestinal problems present” (all scores were 0), “Non-clin-
ically important gastrointestinal problems present” (no score higher than the 
thresholds, but at least one symptom was present) and “Clinically important 
gastrointestinal problems present” (at least one score higher than the thresh-
olds). Clinical importance of each symptom was rated by cancer patients with 
mixed tumor types and treatments based on concerned limitations in daily life, 
need for help/care, and worries of the patient and his/her partner/family. 

Nutritional care and care needs
Nutritional care by a dietician was assessed as a binary variable (yes/no). Nu-
tritional care was present when patients answered positively to the question 
“Have you consulted a dietician in the last month?”. Information regarding nu-
tritional care needs was added to the Problems and Needs in Palliative Care 
short version questionnaire (PNPC-sv).18 It was defined as “insufficient infor-
mation regarding nutrition”. Patients were asked whether this was a problem 
for them, with the response options “yes”, “a little bit” and “no”. The responses 
“yes” and “a little bit” were combined, resulting in a binary variable. The to-
tal questionnaire, including the questions regarding nutritional care and care 
needs, was tested using the “think-aloud” method and yielded good results in 
terms of comprehensiveness and appropriateness (face validity).14

Sociodemographic and clinical characteristics
Sociodemographic and clinical characteristics were available from the Nether-
lands Cancer Registry (NCR) and from self-administrated questionnaires. Par-
ticularly, level of education (categorical) was reported as low (no education 
or primary school), intermediate (lower general secondary education, voca-
tional training or equivalent) or high (pre-university education, high vocational 
training, university) and relationship status (binary) as having a partner or not. 
Socio-demographic variables included age and sex. Patients were also asked 
to report whether they had received any treatment in the last month. If they 
answered yes, they could tick radiotherapy, chemotherapy, surgery, targeted 
therapy, immunotherapy or a combination of these treatments.

METHODS

Study design
A secondary analysis was conducted, using the baseline data of the obser-
vational prospective eQuiPe cohort study on the experienced quality of care 
and QoL in patients with advanced cancer and their relatives.14 Patients were 
identified and recruited in the departments of medical oncology, pulmonol-
ogy or urology of more than 40 hospitals in the Netherlands. Participants in 
this analysis were recruited between November 2017 and January 2020, and 
completed questionnaires using the Patient Reported outcomes Following Ini-
tial treatment and Long-term Evaluation of Survivorship (PRoFILES) registry. 
PRoFILES is a registry for the study of the physical and psychosocial impact of 
cancer and its treatment from a dynamic, growing population-based cohort 
of people confronted with cancer.15 The eQuiPe study was exempted from full 
medical ethical review according to the Dutch Medical Research Involving Hu-
man Subjects Act (WMo), declared by the Medical Research Ethics Committee 
of the Antoni van Leeuwenhoek hospital (METC17.1491). Informed consent was 
obtained from all participants.

Participants
All adult patients with advanced cancer were eligible. Advanced cancer was 
defined as the presence of a solid metastasized tumor, including both synchro-
nous (at diagnose) and metachronous distant metastases without possibilities 
for cure.14 Additional criteria for patients with breast cancer were the presence 
of metastases in multiple organ systems. For patients with metastasized pros-
tate cancer, the tumor had to be castrate-resistant. Patients also had to be 
able to complete Dutch questionnaires. 

Measures

Quality of Life
Quality of life (QoL) was assessed using the validated European organization 
for the Research and Treatment of Cancer Quality of Life Questionnaire-Core 
30 items (EoRTC-QLQ-C30) questionnaire.16 The subscale global QoL was 
used, consisting of the two following items: “How would you rate your overall 
health during the past week?” and “How would you rate your overall quality of 
life during the past week?” with answer options ranging from 1 (very poor) to 
7 (excellent). The presence of gastrointestinal problems was derived from the 
following items and scales of the EoRTC-QLQ-C30: appetite loss, constipation, 
diarrhea and nausea/vomiting. The mean scores of the subscales of nausea and 
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Statistical methods
Descriptive statistics and univariable linear regression analyses were conduct-
ed with gastrointestinal problems, received nutritional care and nutritional 
care needs as separate independent variables, and QoL as dependent vari-
able. Dummy variables were used for the categorical variable regarding gas-
trointestinal problems with the category “No gastrointestinal problems” being 
the reference category. Next, a multivariable linear regression model was fitted 
combining the previously mentioned variables and adjusting for age, sex and 
treatment, which were selected a priori as confounders. All statistical analyses 
were performed using STATA version 16 (StataCorp, College Station, Texas 77845 
USA). P-values <0.05 were considered statistically significant.

RESULTS
In total, 1695 eligible patients with advanced cancer were invited to participate 
by phone, 1440 (85%) were enrolled in the study, and 1103 (65%) patients 
completed the baseline questionnaire. Due to missing data on the global QoL 
scale, 23 patients had to be excluded, leaving 1080 patients for further analysis.
The mean age of participants was 65 years (SD 9,8), 51% was male and 74% had 
received anti-tumor treatment during the past month (Table 1).

FIGURE 1 Flow Diagram Respondents

1080 (64%) patients included 
in this secondary analysis

1103 (65%) patients complete 
the baseline questionnaire

1140 (85%) patients were enrolled

1695 eligible patients were 
contacted by phone

23 (1%) patients were excluded because of: 
- Incomplete information about QoL

337 (20%) patients dropped out because of:
- Death or decreasing health (n=121)

- Too confronting (n=17)
- Too busy (n=11)

- Unknown reasons (n=188)

255 (15%) patients did not participate because of:
- Not interested (n=141)

- Death/bad health (n=56)
- Too confronting (n=22)

- Too much research participation (n=16)
- Could not be reached by phone (n=20)
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Total study 
population

N=1080

Clinically 
important 

gastrointestinal 
problems

N=536

Non clinically 
important 

gastrointestinal 
problems

N=167

No 
gastrointestinal 

problems
N=366

Mean + SD 
or number 

(%)

Mean + SD 
or number 

(%)

Mean + SD 
or number 

(%)

Mean + SD 
or number 

(%)

Global quality of life 68 + 20 62 + 20 69 + 19 76 + 17

Received nutritional care f *

 yes 142 (14%) 92 (19%) 21 (14%) 25 (8%)

 Nutritional care needs g *

 yes
 A little bit
 No

67 (6%)
109 (10%)
869 (83%)

48 (9%)
60 (12%)
413 (79%)

10 (6%)
15 (9%)

137 (85%)

8 (2%)
32 (10%)

314 (89%)

SD: Standard Deviation, Missing values: a:3, b:1, c:10, d:14, e:4, f:79, g;35. 
Variables may deviate from 100% due to rounding off. Received nutritional care 
and nutritional care needs were tested using Chi2, * p<0,05 

Gastrointestinal problems, nutritional care and nutritional care needs
Half of all patients had at least one clinically important gastrointestinal prob-
lem (nausea/vomiting, loss of appetite, constipation or diarrhea) whereas 16% 
reported ≥1 non-clinically important gastrointestinal problems, and 34% re-
ported no gastrointestinal problems. The mean scores were 9,4 (SD 18) for nau-
sea/vomiting, 19 (SD 27) for appetite loss, 13 (SD 23) for constipation and 12 (SD 
23) for diarrhea. 
Fourteen percent of all patients had received nutritional care by a dietician 
during the past month. Patients with clinically important gastrointestinal 
problems more often received nutritional care compared to patients with no 
clinically important problems or with no gastrointestinal problems at all, re-
spectively 19%, 14% and 8% (p<0,05) (Table 1). of all patients, 176 patients 
(17%) had nutritional care needs. The nutritional care needs were similar in 
patients receiving nutritional care compared to patients receiving no nutritional 
care. Patients with clinically important gastrointestinal problems more often 
had (some) nutritional care needs compared to patients with no clinically im-
portant problems or with no gastrointestinal problems at all, respectively 21%, 
16% and 12% (p<0,05).

TABLE 1 Socio-demographic and clinical characteristics of patients with 
advanced cancer, by having gastrointestinal problems (n=1,080)

Total study 
population

N=1080

Clinically 
important 

gastrointestinal 
problems

N=536

Non clinically 
important 

gastrointestinal 
problems

N=167

No 
gastrointestinal 

problems
N=366

Mean + SD 
or number 

(%)

Mean + SD 
or number 

(%)

Mean + SD 
or number 

(%)

Mean + SD 
or number 

(%)

Age a, (years) 65.2 + 9.8 65.0 + 9.7 64.5 + 10.3 65.6 + 9.8

Sex 
 Male 552 (51%) 272 (51%) 78 (47%) 194 (53%)

Relationship status b 
 Having a partner 
 Single 

895 (83%)
184 (17%)

436 (81%)
100 (19%)

134 (81%)
32 (19%)

315 (86%)
51 (14%)

Education level c

 Low 
 Medium 
 High 

320 (30%)
441 (41%)
309 (29%)

184 (35%)
209 (40%)
136 (26%)

48 (29%)
63 (38%)
55 (33%)

84 (23%)
164 (45%)
116 (32%)

Tumor type d

 Lung
 Breast
 Colorectal
 Prostate
 other

314 (29%)
150 (14%)
197 (18%)
127 (12%) 
278 (26%) 

150 (28%)
72 (14%)

108 (20%)
54 (10%)
149 (28%)

47 (29%)
35 (21%)
35 (21%)
18 (11%)
28 (18%)

114 (32%)
57 (16%)
50 (14%)
52 (14%)
86 (24%) 

Treatment in the last 
month e

 No 
 yes

 
 Radiotherapy
 Chemotherapy
 Surgery
 Immunotherapy 

 other

60 (6%)
1016 (94%)

141 (13%)
650 (61%)
36 (3%)

297 (26%)
205 (19%)

25 (7%)
339 (93%)

72 (13%)
173 (47%)
26 (5%)

137 (10%)
92 (17%)

10 (6%)
157 (94%)

25 (15%)
107 (64%)

2 (1%)
47 (28%)
28 (17%)

23(4%)
511 (96%)

44 (12%)
370 (69%)

8 (2%)
113 (31%)
85 (23%)

Gastrointestinal 
symptoms and quality of 
life 

 Nausea/vomiting
 Appetite loss
 Constipation
 Diarrhea

9.4 + 18
19 + 27
13 + 23
12 + 23

19 + 21
32 + 31
20 + 28
25 + 28

0
17 + 17
21 + 16

0

0
0
0
0
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Nutritional care needs and receiving nutritional care were also associated with 
lower QoL. Age, sex and treatment adjusted multivariable linear regression anal-
ysis showed that having clinically important gastrointestinal problems (β= -12.9 
(95%CI (-15.5 to -10,3)), receiving nutritional care (β= -5.1 (95%CI (-8.5 to -1.7)) 
and having nutritional care needs (β= -8.7 (95%CI (-11.9 to -5.5)) were inde-
pendently associated with a lower QoL. This also holds for non-clinically impor-
tant gastrointestinal problems, although the association was less strong (Table 
2). No collinearity was present in the model (VIF for all variables was <10).

Discussion
This study showed that almost 50% of patients with advanced cancer had clin-
ically important gastrointestinal problems, while only 14% received nutritional 
care. Having clinically important or non-clinically important gastrointestinal 
problems, nutritional care needs and received nutritional care were inde-
pendently associated with a lower QoL. 
To the best of our knowledge, there are no studies investigating the combined 
associations of gastrointestinal problems, received nutritional care and nutri-
tional care needs with QoL in patients with advanced cancer. only studies in-
vestigating the univariable association between gastrointestinal problems or 
nutritional care needs and QoL were found.7,8,19 Studies investigating the asso-
ciation between gastrointestinal problems and QoL in advanced cancer showed 
that appetite loss, nausea, vomiting and constipation were significantly asso-
ciated with a lower QoL.7,8,19 Compared to our results, the severity of these gas-
trointestinal problems (mean scores ranging from 7-14 for nausea and vomiting, 
23-43 for appetite loss, 13-32 for constipation and 6-19 for diarrhea) were in line for 
nausea/vomiting and diarrhea but higher for appetite loss and constipation 
then in our study.20–23 Moreover, QoL was also lower when appetite loss and 
nausea/vomiting occurred concurrently, compared to patients unaffected by 
these symptoms.24, 25

In our study, nutritional care needs were also associated with lower QoL which 
is in line with the results of 18 qualitative studies described in the review of 
Wheelwright et al.26 A study in patients with advanced cancer showed that 
these patients often seek information regarding nutrition hoping to restore 
their QoL.27 Moreover, a study performed in cancer patients undergoing chemo-
therapy further affirm our findings 28 showing a lower QoL in patients needing 
nutritional counselling compared to patients who did not need it.
only preliminary studies have shown that nutritional support may be associ-
ated with beneficial effects, i.e., prevented bedsores12, improved performance 
status13 in the very advanced cancer patients but these studies have not spe-
cifically looked at QoL. The intervention consisted of providing individualized 
and tailored nutritional support to meet or exceed the energy and protein re-

Association between gastrointestinal problems, nutritional care and 
nutritional care needs with QoL
Quality of life was lower in patients with clinically important gastrointestinal 
problems compared to non-clinically relevant or no gastrointestinal problems, 
respectively 61.9(SD 20), 69.4 (SD 19.1) and 76 (SD 17.2). of the four questions 
on gastrointestinal problems of the EoRTC-QLQ-C30, appetite loss had the 
highest association with lower QoL (Table 2).

TABLE 2 Associations of gastrointestinal problems, nutritional care and 
nutritional care needs with QoL

Global QoL Univariable Model
Unadjusted 

multivariable modelb
Adjusted 

multivariable modelc

β

Lower 
bound 
95% CI

Upper 
bound 
95% CI β

Lower 
bound 
95% CI

Upper 
bound 
95% CI β

Lower 
bound 
95% CI

Upper 
bound 
95% CI

Nausea/vomiting
 Clinically important 
 Non-clinically important

12.1
-

-14.6
-

-9.7
-

Appetite loss
 Clinically important 
 Non-clinically important

-22.8
-10.9

-26.1
-13.5

-19.6
-8.3

Constipation
 Clinically important 
 Non-clinically important

-10.2
-5.9

-14.8
-8.7

-5.6
-3.04

Diarrhea 
 Clinically important 
 Non-clinically important

-8.6
-

-11.2
-

-5.9
-

Gastrointestinal problems a

 Clinically important 
 Non-clinically important

-14.1
-6.6

-16.6
-10.1

-11.5
-3.1

-12.9
-6.4

-15.5
-10.0

-10.3
-2.8

-12.9
-6.5

-15.5
-10.1

-10.3
-2.9

Received nutritional care -7.3 -10.9 -3.8 -5.1 -8.5 -1.7 -5.1 -8.5 -1.7

 Nutritional care needs -10.1 -13.3 -6.9 -8.6 -11.7 -5.4 -8.7 -11.9 -5.5

a No gastrointestinal problems was set as the reference category, 
b Multivariable regression model including gastrointestinal problems, received 
nutritional care and nutritional care needs (no collinearity was present),
c Multivariable regression model including gastrointestinal problems, received 
nutritional care and nutritional care needs, adjusted for age, sex and treatment 
yes/no (no collinearity was present). CI: Confidence Interval
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The present work covers a novel topic of research showing that gastrointes-
tinal problems (both severe and less severe) and nutritional care needs are 
independently associated with lower QoL. These findings highlight the im-
portance of addressing gastrointestinal problems as a standard part of daily 
care for advanced cancer patients in order to optimize symptom management 
probably by a combination of nutritional care, pharmacological and psycho-
social interventions. 
Some limitations of this study need to be addressed. First, due to the cross-sec-
tional character of the study, this study cannot investigate causality. It is possible 
that the observed associations of gastrointestinal problems, lack of nutritional 
care and nutritional care needs with QoL might be bidirectional. Second, se-
lection bias might exist. It is well-known that patients with a low QoL are less 
likely to participate in a study30, resulting in a study population with a relatively 
high QoL compared to the source population. This type of bias could have led 
to an underestimation of the associations. Third, some residual confounding 
is to be expected. Studies show that weight loss, physical function, physical 
activity and systemic inflammatory response in patients with advanced cancer 
may have an effect on QoL and be associated with gastrointestinal problems.31, 

32 Unfortunately, no information about these factors was available. 
Future research should further investigate the relationship between gastroin-
testinal problems, nutritional care and nutritional care needs with QoL in a 
longitudinal setting, including all relevant information. Next, specifically the 
effect of symptom management strategies for gastrointestinal problems such 
as nutritional care (e.g. diet modifications), but also pharmacological and psy-
chosocial interventions for nutritional issues, should be investigated in pro-
spective randomized trials, as these problems are of paramount importance for 
the QoL of patients with advanced cancer. 

Conclusion
More than half of all patients with advanced cancer experience gastrointestinal 
problems, while only few patients receive nutritional care. These gastrointesti-
nal problems, nutritional care needs and received nutritional care are associated 
with lower quality of life. More prospective cohort studies and randomized stud-
ies are needed to clarify the role of nutritional counselling on gastro-intestinal 
problems, psychosocial well-being and QoL in patients with incurable cancer.

quirements. Besides nutritional advice to improve nutritional intake, dietitians 
may also play an important role in supporting psychosocial consequences of 
nutritional problems of patients and their informal caregivers especially when 
emotions lead to conflicts in the patient-informal caregiver relationship. In a 
pilot randomized controlled trial29, advanced cancer patients and family care-
givers were randomized either to receive 2–3 h of direct dietitian contact time 
over a 4–6-week period, or to the control group receiving only usual care. 
During the intervention, issues with nutrition impact symptoms and food or 
eating-related psychosocial concerns were addressed through nutrition coun-
selling, with a focus on improving nutrition-related communication between 
the dyads. Results showed improvement in quality of life, eating-related dis-
tress and eating-related enjoyment in a subgroup of patients. However, these 
preliminary results should be interpreted with caution because compliance in 
this pilot study was poor; of the 89 eligible patients, 42 were randomized and 
only 20 finished the 5-week assessment. 
Although in our study we found that nutritional care was associated with lower 
QoL, we think this may be explained by reverse causality: Patients with more 
and more severe gastrointestinal symptoms (and associated lower QoL) are 
more often referred to a dietitian. This reverse causation is also present with the 
other healthcare professionals, in other words patients receiving care of other 
healthcare professionals have a lower QoL than patients who did not receive 
care (data not shown). 
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INTRODUCTION
Patients with cancer often experience nutritional problems such as anorexia, 
taste and smell changes, dry mouth, swallowing problems and nausea1,2 that 
can lead to insufficient nutritional intake, unintended weight loss and ulti-
mately cancer cachexia.3 overall, diet-related problems were reported by 45% 
and weight loss was experienced by 44% of cancer survivors diagnosed and/or 
treated within the past five years.4 Some tumour types are known for their high 
prevalence of nutritional impact symptoms e.g. (gastro)oesophageal, pancre-
atic, head and neck, and lung tumours.5 For example, in patients with head and 
neck cancer the prevalence of nutritional impact symptoms is >90%, mainly as 
a result of the tumour location and treatment.6 The prevalence of nutrition-
al impact symptoms in patients with lung cancer is between 67-88%, due to 
the treatment but also due to systemic inflammation caused by the tumour.7,8 
Cancer or treatment related reduced ability to eat can also have psychosocial 
consequences. A recent qualitative study showed that patients with cancer ex-
perienced a broad range of 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 misunderstanding of their struggle 
by others. Furthermore, patients experienced less pleasure in their social activ-
ities. Informal caregivers experienced similar emotions due to their high sense 
of responsibility for the patients’ wellbeing. This study also indicated that psy-
chosocial consequences of reduced ability to eat may occur during the entire 
disease trajectory and can persist during recovery and remission.9 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 depression, fear and frustration in relation to their nutri-
tional complaints.10

Standard nutritional screening is recommended in international guidelines11 and 
is mainly performed by nurses. Current nutritional screening however, only tar-
gets weight loss and the presence of nutritional impact symptoms. In case of a 
positive screening, guidelines recommend referral to a dietician. How patients 
experience reduced ability to eat and how nutritional problems impact their 
emotional and social well-being is not formally assessed.
Assessing the need and wishes for psychosocial support regarding reduced abil-
ity to eat by healthcare professionals (HCPs) might be necessary, considering 
past research that showed these needs are often not met. Results of qualita-
tive studies among patients with advanced cancer and cancer cachexia showed 
these patients consistently report a lack of recognition and information12, or 
a lack of attention13 from HCPs in relation to psychosocial consequences of 
their nutritional problems. In a systematic literature review of Wheelwright et 

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 misun-
derstanding of their struggle by others, or by less pleasure in social activities. 
Literature indicates that patients with cancer may experience a lack of infor-
mation 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 can-
cer 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 multi-
disciplinary recognition and personalised care. Patients expressed negative ex-
periences when healthcare professionals only assessed topics within their own 
expertise, or when healthcare professionals mainly focused on their nutrition-
al intake. Informal support for reduced ability to eat was positively evaluated 
when informal caregivers tried to understand their situation. Evaluation of in-
formal practical support varied among patients. 

CONCLUSION Patients with cancer who experience psychosocial consequenc-
es of reduced ability to eat both need professional and informal support. Rec-
ognition of these consequences from healthcare professionals is important, as 
well as understanding from informal caregivers.
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METHODS

Design
A qualitative interview study design was used to gain a deeper understanding of 
patients’ experiences with received information 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 eighteen years of age, di-
agnosed with head and neck cancer, lung cancer or lymphoma and (had) ex-
perienced nutritional problems due to their cancer or treatment. The presence 
of nutritional problems was self-reported. Patients were recruited via patient 
organisations 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 (so-
cial) 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 interest-
ed 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 eligible 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 inter-
viewed (Figure 1.).

al.10, the authors concluded that professional care should not only address the 
physical aspects of cachexia, but also patients’ emotions and relationships. 

other studies in patients with head and neck cancer, hematologic cancer and 
patients receiving parenteral home feeding showed that patients want their 
HCPs to recognise their distress provoked by their nutritional complaints, while 
their HCPs tend to focus on physical aspects of their condition.14-18 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 pa-
tients really need from their HCPs and their informal caregivers regarding psy-
chosocial consequences of reduced ability to eat.
It is a well-known phenomenon both in research and clinical practice that many 
patients receive nutritional and emotional support from informal caregivers.19-21 
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 in-
sights into patients’ experiences with information and support for psychosocial 
consequences of reduced ability to eat due to cancer or treatment. Based on 
these experiences, recommendations to improve future information and sup-
port can be formulated.
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All semi-structed interviews were conducted from February to May 2018 (NL). 
One interview was conducted with a patient at their office at work. All other in-
terviews were conducted at patients’ homes. Informal caregivers were included 
when the patient wanted an (adult) informal caregiver to be present, and when 
both patient and informal caregiver consented to their participation. Informal 
caregivers participated in twelve interviews. All interviews were conducted fol-
lowing a semi-structured topic list (online Resource 1.).

ONLINE RESOURCE 1 Topic List

1. When did you get your diagnosis?
1.1. Secondaries/metastases 
1.2. Treatments
1.3. How are you doing now?

2. Are you getting dietary care?
2.1 Nutritional drinks
2.2. Tube feeding 
2.3. Intravenous feeding

3. Did you ever ask for help when eating became more difficult?
3.1. Care professional 
3.2. other
3.3. What did you think about it?
3.4. Was there anything missing? /Were you satisfied with the help you were given?

4. Did you ever look for information about eating?
4.1. What did you think about it?
4.2. Was there anything missing? /Were you satisfied with the information you 

were given? 

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 on-
cology 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 reduced 
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).22 Disease phase was interpreted from pa-
tients answers to these first two questions and the interview context. It was consid-
ered that questions about impending death might be too confronting for patients.

FIGURE 1 Flow Diagram Respondents
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Ethical considerations
The study design was informed by ethics in qualitative research design 22, and was 
conducted according to the declaration of Helsinki. The study protocol was re-
viewed 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 Per-
sonal Data Protection Act were followed. A written informed consent was signed 
by all patients prior to the interview. The transcripts were checked, and personal 
details were deleted to ensure patients’ privacy. Critical appraisal of qualitative 
research (CoREQ) reporting guidelines were used for reporting and writing.27 

RESULTS 
Most patients were male (62,5%) and the mean age was 63 years (Table 1.)

TABLE 1 Patients’ clinical and sociodemographic characteristics

Patients (n=24)

Gender Male
Female

15 (62,5%)
9 (37,5%)

Age Mean age in years (range) 63 (31-79)

Educationa Low
Middle
High
Unknown

4 (17%)
4 (17%)

13 (54%)
3 (12%)

Marital status Living together
Living alone

17 (71%)
7 (29%)

Primary cancer site Head and neck
Lymphoma
Lung

9 (37,5%)
9 (37,5%)
6 (25%)

Disease phases Recovery or remission
Early advanced disease

17 (71%)
7 (29%)

Time since diagnosis <1year
1-5 years
>5 years

5 (21%)
11 (46%)
8 (33%)

a 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

Data analysis
The interviews were audiotaped, and records were transcribed verbatim. A de-
scriptive phenomenological approach was used to code the transcripts and to 
analyse the emerging themes.23-25 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 22 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, 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.22 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 compar-
ing the independently coded transcripts during continuous group discussions 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 aforementioned expert group to ensure rigour in the data analysis

Study procedure
To maximise insights into the diversity of experiences with support for psycho-
social consequences of reduced ability to eat, we choose patients with head and 
neck cancer, lung cancer 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.6,8 However, for malignant lymphoma, 
a general percentage of nutritional symptoms is not described in the literature, 
probably because the occurrence of nutritional impact symptoms mainly de-
pends on the location of the lymphoma (more symptoms in patients with lym-
phoma in the gastrointestinal tract) and the intensity of the treatment (varying 
from wait and see till very intensive treatments like stem cell transplant). In 
addition, patients with one of these three cancer types differ in age, prognosis, 
onset and cause of the nutritional impact symptoms and perspectives for recov-
ery. 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 relatively short time frame. However, on-
line recruitment via patient organisations may result in a selection bias fa-
vouring patients with a relatively good health status and active information 
seeking behaviour.26 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 
inclusion by the specialist oncology nurses of the Maxima MC.
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“I started, on my own initiative, to look for what more I could do 
because the pain [when eating] was not acceptable 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 to learn to 
eat normal and to enjoy food. Patients expressed they wanted information and 
support from HCPs because they had confidence in HCPs expertise. Patients 
expressed positive experiences with information and support from HCPs when 
they felt HCPs acknowledged their eating inabilities and simultaneously sup-
ported them to focus on their eating abilities:

“When I said to my former dear haematologist that the only thing I 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” (patient no. 25., 
lymphoma, early advanced disease) 

Patients expressed negative experiences when they felt HCPs did not acknowl-
edge 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 misunderstood 
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 program, 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, I was 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)

Most patients (71%) were in recovery or remission, and almost half (46%) of 
the population was diagnosed one to five 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 in-
formation and support for psychosocial consequences of reduced ability to 
eat. Two themes related to information and support provided by healthcare 
professionals (HCPs): 1) multidisciplinary recognition 2) personalised care. Two 
themes related to patients’ experiences with informal support: 3) understand-
ing 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 different 
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 exam-
ple, dieticians who were only engaged with patients nutritional intake, physicians 
who did not provide patients adequate information about reduced ability to eat 
or neglected the topic completely. Furthermore, patients mentioned negative ex-
periences when physicians had not referred them to other HCPs such as for exam-
ple a dietician 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:
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Practical support
Patients received a broad range of practical support regarding reduced ability 
to eat from their informal caregivers. Whether this practical support was per-
ceived as supportive or as burdensome varied among patients. Some patients 
expressed happiness 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 sup-
port for various reasons. Some patients expressed that they want to discover 
themselves what their eating abilities and inabilities were. others were not 
willing to accept practical support because they wanted to maintain their au-
tonomy 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 everything 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 I 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 informal 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 bur-
den 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 [husband] again because he enjoys it so much” 
(patient no. 15., lung cancer, 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 men-
tioned were: spouses, relatives, friends, and peers. Patients evaluated informal 
support as positive when they felt their informal caregivers tried to understand 
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 patients’ nutritional complaints were not visible and when reduced abil-
ity 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 I have 
to try things again” (patient no. 2., head and neck cancer, recovery or 
remission)

Understanding for their reduced ability to eat was an important reason for pa-
tients to search for peer support. Whether peer support was evaluated as pos-
itive varied among patients. Patients mentioned positive experiences with peer 
support when they felt their peers had gone through similar experiences which 
made them feel less alone. In addition, peer support empowered them and 
provided them with valuable information 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 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. 
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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 reduced ability to eat experienced 
general nutritional advice as unbeneficial 30, unreachable 14 or insufficient and 
confusing 29. 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 often 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 varied. 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 receiving anti-cancer treatment. 
These patients, from different cancer populations and receiving various (cu-
rative) treatments, unanimously reported to feel relieved that their informal 
caregivers took care of the practical aspects of the daily meals.17,31,32 on the 
other hand, our findings also showed that some patients experienced prac-
tical support provided by their informal caregivers as a burden, because they 
felt a loss of autonomy 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 of reduced 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, 
shame.9 Findings of the present study indicate that understanding for psycho-
social consequences of reduced ability to eat underlies patients’ positive expe-
riences with informal support.
To our knowledge, this is the first study that focused on patients’ experiences 
with information and support for psychosocial consequences of reduced abil-
ity 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 organi-
sations 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 an-
ti-cancer treatment. Therefore, the research population was supplemented by 
patients recruited via oncology nurses in the participating hospital. Both the 

DISCUSSION

The aim of this study was to gain insights into patients’ experiences with in-
formation and support for psychosocial consequences of reduced ability to eat 
due to cancer or treatment. Patients with cancer who experience psychoso-
cial consequences of reduced ability to eat receive information and support 
of both HCPs and informal caregivers. HCPs’ recognition of psychosocial con-
sequences of reduced ability to eat seems important, as well as personalised 
support and understanding from informal caregivers. Patients had positive ex-
periences 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 experiences when HCPs mainly targeted at improving 
nutritional intake instead of tailoring nutritional care to their personal goals. 
Patients expressed positive experiences with informal support when their in-
formal caregivers understood their reduced ability to eat and its psychosocial 
consequences. Whether practical support of their informal caregivers was eval-
uated 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 finding that patients in general greatly trust on their physicians 
expertise is in line with results from previous studies.15,18 These studies were 
conducted in specific cancer populations known for their severe eating prob-
lems (i.e. hospitalised patients 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.15,18 
When physicians did not address patients’ nutritional issues it caused distress.15 
Furthermore, a previous study conducted among patients with head and neck 
cancer showed that some patients felt abandoned by HCPs regarding the eat-
ing problems they encountered during and after radiotherapy. This feeling of 
abandonment was less pronounced when physicians and nurses had referred 
patients to other HCPs, for example a psychosocial counsellor or a dental hy-
gienist.14 other studies in patients with cachexia also addressed patients’ needs 
for HCPs to assess the importance of their eating problems and its severe psy-
chosocial impact.10,12,13,28 
In the present study, patients positively assessed information and support from 
HCPs when care was tailored to their personal goals, opposed to the nega-
tive assessment of HCPs providing patients general advices mainly targeted at 
nutritional intake. This finding is in concordance with previous studies.14,15,29,30 
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nutrition and should support patients on all domains of quality of life that re-
late to reduced ability to eat. Patients need understanding of reduced ability to 
eat from their informal caregivers 9, and their varied experiences with practical 
support from informal caregivers addresses the importance of including infor-
mal caregivers in (nutritional) support. Therefore, HCPs should support patients 
and informal caregivers to achieve mutual understanding and normalise emo-
tions that can be provoked by patients’ reduced ability to eat.
In conclusion, patients with cancer who experience psychosocial consequences 
of reduced ability to eat value HCPs multidisciplinary recognition of their expe-
rience 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 infor-
mal caregivers’ understanding for psychosocial consequences of reduced ability 
to eat. Therefore, it is important to include informal caregivers in (nutritional) 
care.
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background variable time since diagnosis and the number of patients recruited 
via the oncology nurses (n=3) show that patients’ experiences with informa-
tion and support during active anti-cancer treatment might be underreported 
in this study. Furthermore, recruitment via an online call may lead to a selec-
tion bias favouring more empowered patients with active information seeking 
behaviour.26 Patients included in the present study were higher educated and 
relatively younger compared to the general cancer population.33 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 answers and the underreporting of 
conflicts regarding patients’ reduced ability to eat. However, interviewing pa-
tients 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 un-

derstanding

Patients value the multidisciplinary recognition of the impact of reduced abil-
ity to eat from HCPs. Considering patients’ trust in their physician’s expertise 
regarding reduced ability to eat the physician would be suitable to refer pa-
tients to other HCPs when needed. It is important that HCPs emphasise 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 international ESPEN guidelines 
11, might be a good opportunity to also assess the psychosocial impact of pa-
tients’ reduced ability to eat, and what patients need regarding supportive and 
informal care. Currently, nutritional screening is mainly aimed at physical prob-
lems i.e. weight loss and nutritional impact symptoms. However, food is more 
than nutritional requirements and eating is an important part of patients’ daily 
and social lives. HCPs should be aware that eating is more than the intake of 
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INTRODUCTION

Patients with advanced cancer experience nutritional problems, such as an-
orexia, early satiety, changes in smell and taste, food aversion, nausea and 
vomiting, and difficulty swallowing.1 These complaints can result in diminished 
nutritional intake and weight loss. When the disease progresses, nutritional 
problems and weight loss become worse and can eventually contribute to (re-
fractory) cancer cachexia, a process that is often irreversible. An estimated 85% 
of patients with advanced cancer develop cancer cachexia during the end stage 
of the disease.2-4

Additionally to these physical problems, nutritional problems due to cancer or 
its treatments can also influence the emotional and social well-being of pa-
tients with advanced cancer. Patients with cancer and their informal caregivers 
can experience a broad range of emotions related to the patient’s disease or 
treatment related reduced ability to eat.5-7 Patients mentioned feelings of an-
ger, anxiety, disappointment, guilt, grief or sadness, powerlessness and shame. 
These emotions were evoked in patients by their own struggle with eating or 
by the misunderstanding of this struggle by others. Among informal caregivers 
these emotions were evoked by their high sense of responsibility for the pa-
tient’s well-being.7 A large body of mainly qualitative studies explored these 
psychosocial consequences in patients with advanced cancer and their informal 
caregivers. In general, these studies showed that patients and informal caregiv-
ers want and need healthcare professionals’ (HCPs) support for these psycho-
social consequences.5, 6, 8, 9 These needs may not always be met, as patients with 
cancer expressed both positive and negative experiences with the psychosocial 
support of HCPs.10

Primary care is important for patients with advanced cancer, as home is the 
most preferred place of end-of-life care and death.11, 12 over one thirds of all 
patients die at home in the Netherlands.13 As a result, primary HCPs are often 
confronted with patients with advanced cancer and their informal care givers 
struggling with reduced ability to eat. There is a paucity of literature regard-
ing the experiences of primary HCPs with providing psychosocial support for 
reduced ability to eat. The few studies available are mainly focused on HCPs’ 
management of weight loss in advanced cancer and cancer cachexia patients. 
These studies indicate that primary HCPs are reluctant to discuss the patient’s 
weight loss, and subsequently are reluctant to discuss the psychosocial conse-
quences related to this weight loss.14-17 

ABSTRACT

PURPOSE Primary healthcare professionals (HCPs) are often involved in care 
for patients with advanced cancer who experience a reduced ability to eat. In 
addition to nutritional support, these patients also need psychosocial support 
which is often not met. This study aims to gain insights into the experiences of 
primary HCPs with providing psychosocial support for reduced ability to eat in 
patients with advanced cancer.

METHODS A qualitative interview study was conducted among 40 primary 
HCPs. All interviews were recorded, transcribed verbatim and thematically an-
alysed using ATLAS.ti 9.0.22.0.

RESULTS The extent to which HCPs discussed the psychosocial consequences 
of a reduced ability to eat varied form always to ad hoc. Some HCPs did not 
address these issues because they did not recognise them, experienced cultural 
differences or they considered it a private matter. HCPs mentioned that patients 
and informal caregivers had multiple reasons not to talk about these issues and 
often initiated the conversation by expressing non-verbal signals or by talking 
indirectly about these problems. HCPs mentioned regular or multiple home vis-
its and multidisciplinary collaboration as facilitators for providing this support. 
All barriers related to the absence of multidisciplinary collaboration. 

CONCLUSION Primary HCPs have an important role in psychosocial support 
for reduced ability to eat for patients with advanced cancer. Multidisciplinary 
collaboration is key in providing this type of support. Awareness about the 
psychosocial consequences of a reduced ability to eat needs to be raised by 
increasing knowledge and exchanging expertise between HCPs.
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Data collection
Primary HCPs were informed about the study by the members of the advisory 
board face to face or by emailing a digital information leaflet that provided 
information about the research aim, population, methods and the privacy pro-
tocol. Primary HCPs were invited to participate in an online interview of 30 to 
45 minutes. In total, 47 primary HCPs were recruited, and 40 participants were 
interviewed by one researcher (NL, female, MSc. in Cultural Anthropology) from 
November 2020 to May 2021. Three primary HCPs who had applied were not 
interviewed because there were more than ten applications within that primary 
healthcare discipline (two district nurses and one GP). Two primary HCPs can-
celled the interview owing to the corona lockdown and the related increase in 
workload or family circumstances and two primary HCPs did not respond after 
application. Prior to the interviews a semi-structured topic list was developed 
in collaboration with the members of the advisory board (online resource 1). 

ONLINE RESOURCE 1

Topic list
Study number:
Date:
Time:

Introduction
First of all, I’d like to thank you for participating in this interview. I’m Nora Lize, 
researcher at the Netherlands Comprehensive Cancer Centre. IKNL is a research 
institute with the aim of improving the quality of oncological care.
It’s known from previous research that reduced ability to eat in cancer patients 
can have psychosocial consequences, Patients with cancer also indicate that 
the professional support they receive from their healthcare professionals does 
not always match their needs. With this study we want to gain insights into the 
experiences of primary care healthcare professionals with providing psychosocial 
support for reduced ability to eat for patients with advanced cancer. 
Based on the results of this research, an information leaflet is made and an existing 
e-learning for healthcare professionals is further developed. In addition, the results 
of this study are published in professional and scientific journals.
What you tell me will be treated confidentially and the data will be processed 
anonymously.
The interview will last about half an hour to 45 minutes. you can indicate that you 
want to end the interview at any time. Do you have any questions?
I’d like to record the interview so that this can be transcribed. After transcribing, the 
record will be destroyed. Do you give permission to record this conversation?
This is record number [number], it’s [date, time]. Do I have your permission to 
record this interview?

Therefore, the aim of this study is to gain insights into the experiences of pri-
mary HCPs with psychosocial support for patients with advanced cancer who 
experience a reduced ability to eat, and their informal caregivers. Based on 
these insights, this study aims to draft recommendations for a better alignment 
between the psychosocial support provided by primary HCPs and the needs of 
patients and informal caregivers. 

METHODS
Design
A semi-structured interview-study was conducted with primary HCPs to gain 
insight into their experiences with psychosocial support for reduced ability to 
eat for patients with advanced cancer and their informal caregivers.

Sampling and sample
Primary HCPs were: assistant practitioners (for critical, elderly, mental and so-
matic care), dietitians, district nurses, and general practitioners (GPs). It was 
anticipated that HCPs working in these four disciplines would be the main pro-
viders of psychosocial support for reduced ability to eat for patients with ad-
vanced cancer. Purposive sampling methods 18 were used to recruit forty HCPs, 
ten of each working in one of these four primary care disciplines. The study pop-
ulation was supplemented with participants recruited by snowball sampling.18 

Study procedure
An advisory board was set up to support the study procedure and recruitment; 
one assistant practitioner for mental healthcare (RP), one assistant practitioner 
for healthcare who also worked as an oncology dietitian (MK), two GPs spe-
cialised in palliative care (BS, CV), one medical advisor primary palliative care 
(AK), and one dietitian specialised in primary oncology care (HTH). Primary 
HCPs were also recruited via websites and social media channels of profes-
sional organisations including: the Netherlands Association for Palliative Care 
(PZNL), Palliative home care (PaTz), Palliative expert team of GPs (PalHag), the 
Dutch Association of Nurses and Carers (V&VN) and the Dutch Dietitians On-
cology Group (LWDo). 
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Psychosocial support for reduced ability eat for patients/informal care givers
I’d like to start with the first topic of the interview. 
Patients with advanced cancer can experience reduced ability to eat. Due to their 

struggle with eating they can experience emotions such as anger and sadness. 
They may also experience misunderstanding for this struggle from others, or have 
less pleasure in social activities. 

Informal caregivers of patients with advanced cancer can experience emotions 
provoked by the patients’ reduced ability to eat, due to high feelings of responsibility 
for the patient’s well-being, and their desire to take good care of the patient. 

Do you discuss these psychosocial consequences of reduced ability to eat with 
patients/informal caregivers? 

[yES]
I’d like to ask you some questions about 

your experiences when you discuss 
this subject with patients/informal 
caregivers

How does this conversation come 
about?

Who starts this conversation?
you
patients
informal caregivers
protocol or guidelines
What are your reasons to start this 

conversation?
concerned informal caregivers
powerlessness in informal caregivers
associations with impending death
Can you describe the course of this 

conversation?
What issues are of concern to patients/

informal caregivers?
How much time do you spent discussing 

this subject?
compared to nutritional intake?
How do you support patients/informal 

caregivers?
listening and acknowledging
advice
referral to other healthcare professionals
other best practices
Do you feel well equipped to provide 

this psychosocial support?
If yes, where and how did you acquire this 

knowledge/skill?
If not, what do you need to acquire this?

[No/SoMETIMES]
you indicated that you (sometimes) do 

not discuss this subject with patients/
informal caregivers?

What are the reasons that you do not 
discuss this subject with patients/
informal caregivers?

doesn’t occur in daily practice
no need for patient/informal caregiver
not enough time
no experience/education
no possibilities/resources
not my task 
I can’t help with these issues
Would you like to discuss this subject 

more often with patients/informal 
caregivers? 

If so, what could help you with this? 

Sociodemographic and professional characteristics
I’d like to start with asking you a few general questions.
Where are you
At home
At work
How did you hear about this research?
Age
Gender
Profession
Assistant practitioner healthcare
Dietitian
District nurse
General practitioner
Contract
Part-time 
Fulltime
Weekly working hours
years of experience in current profession
oncological or palliative care education
Yes, namely
No
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pendently working researcher (NL, TB), and five randomly selected transcripts 
were discussed to test consensus. After open coding, quotes in the code tree 
were discussed (NL, TB) who then clustered the codes into categories (i.e. axial 
coding).23 A thematic analysis19 was conducted (NL, NR, SB, TB) to identify the 
main themes in the data. The open coding started in January 2021 and the the-
matic analysis was conducted in June 2021.

Ethical considerations
The study protocol was reviewed by the Medical Ethics Committee Brabant 
(METC NEW-2020-93) and was exempted from ethical review according to the 
Dutch Medical Research Involving Human Subjects Act (WMo). The study design 
was performed according to the declaration of Helsinki. During data collection 
and analysis, the rules of the European Personal Data Protection Act were fol-
lowed. At the start of each interview, primary HCPs provided verbal consent for 
recording the interview. Furthermore, a digital informed consent was signed by 
all primary HCPs prior to the interview. The transcripts were checked, and per-
sonal details were deleted to ensure the privacy of the primary HCPs. Consol-
idated criteria for reporting qualitative research (CoREQ) were used to ensure 
correct and explicit reporting upon this study.18

Multidisciplinary collaboration 
Patients indicate that they need multidisciplinary recognition and support for 

psychosocial consequences of reduced ability to eat.
Do you collaborate with other primary care healthcare professionals for providing 

psychosocial support for reduced ability to eat for patients with advanced cancer?
If yes, with whom?
assistant healthcare practitioners
dietitians
district nurses
general practitioners
other healthcare professionals
Do you refer patients/informal caregivers to other disciplines of healthcare? 
If so, to whom do you refer? 
If so, when do you refer? 
If so, how do you refer?
Do you conduct multidisciplinary consultations about patients with advanced cancer?
If so, with whom, when and how?
Do you discuss reduced ability to eat in these multidisciplinary consultations?
If so, do you inform patients about this ?

Closure of the interview
This is the end of the interview. Are there any issues related to this subject that we 

didn’t discuss?
I’ll end the record.
Thank you very much for your time.
We’re still looking for primary healthcare professionals who like to participate in 

this study. In particular, we’re still looking for [profession, level of experience]. 
Do you know a eligible colleague? 
Could you approach him/her for an interview?
Do you want to be informed about the results of this study?

Participants were interviewed via the online channel of Microsoft Teams (n=36, 
video records), or by phone owing to a request of the primary HCP, or ow-
ing to technical problems (n=4, audio records). All interviews were transcribed 
verbatim by a professional transcribing service. one interview was only partly 
recorded and transcribed due to technical failure. 

Data analysis
A descriptive phenomenological approach was used to code the transcripts and 
analyse the emerging themes in the data.19-21 For the analysis ATLAS.ti version 
9.0.22.0 was used.22 First, three researchers individually open coded 23 eight 
transcripts (NL, NR, SB). Each coded transcript was compared in group dis-
cussions to achieve consensus on the code tree and reach the first point of 
data saturation. Two independent coding researchers (NL, TB) recoded and dis-
cussed the following sixteen transcripts and finalised the code tree, the second 
point of data saturation. The remaining 24 transcripts were coded by one inde-
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at all’. And then... yes, I’ll talk to both of them [patient and informal 
caregiver] about it” (HCP no. 35, district nurse)

Some HCPs mentioned not to recognise these psychosocial consequences. 
other HCPs mentioned that they deliberately did not address these issues be-
cause they experienced cultural differences. These HCPs indicated that they did 
not want to raise the issue of the patient’s reduced ability to eat with these 
families because they felt that the end of life and the death of the patient are 
taboo that cannot be discussed. Finally, some HCPs expressed not to initiate 
the conversation because they considered it a private issue between patients 
and their informal caregivers.
According to HCPs, patients and their informal caregivers also initiated a con-
versation but less frequently than HCPs who initiated it. HCPs mentioned that 
when patients or informal caregivers initiated this conversation they often in-
troduced the topic by expressing non-verbal signals related to the topic or by 
talking about it indirectly. Patients often introduced the topic by mentioning 
their physical or nutritional complaints. HCPs indicated that informal caregiv-
ers also often indirectly discussed the psychosocial consequences of a reduced 
ability to eat, by mentioning the reduced intake of the patient. Sometimes 
informal caregivers expressed frustration related to this reduced intake, or they 
related the reduced intake to the patient’s impending death. 
HCPs described several reasons that kept patients and informal caregivers away 
from initiating the conversation; patients being too ill to talk, patients having 
multiple other (and more severe) disease-related issues, or patients avoiding all 
healthcare. HCPs also mentioned that some patients and informal caregivers did 
not want to talk about the patient‘s reduced ability to eat in the presence of each 
other because they did not want to hurt each other. Moreover, some HCPs told 
that informal caregivers sometimes expressed their worries about the patient’s re-
duced intake when they were alone with the HCP, for example at the front door:

“it often happens that when you leave and the partner walks you to 
the door, then the partner will ask you questions like: ‘what do you 
think, he is not eating, why?’. So in this way you sometimes speak to 
the partner separately [...] the last conversation with the patient’s 
partner is often not about what shall I prescribe for the patient, but it 
is usually about the partners anxiety or fear, that’s the real problem” 
(HCP no. 10, district nurse) 

RESULTS

In total, 40 primary HCPs were interviewed including: ten assistant practitioners 
for healthcare, ten dietitians, ten district nurses, and ten GPs. The majority of 
these primary HCPs (90%) were female and the mean age was 48 years. More 
than two-thirds of the HCPs were educated or specialised in oncology or pal-
liative care, and half of the HCPs had ≥ ten years of experience in their current 
profession. (Table 1). 

TABLE 1 Characteristics of Primary Healthcare Professionals (2021)

Primary HCPs (n=40)

Age Mean in yrs. (range) 48 (25-64)

n (%)

Gender Female
Male

36 (90)
4 (10)

Educated/specialised in 
oncology/palliative care

yes
No

27 (67.5)
13 (32.5)

Years of experience in 
current profession

<5 yrs.
5-10 yrs.
≥10 yrs.

11 (27.5)
9 (22.5)
20 (50)

Employment Part-time
Full-time

29 (72.5)
11 (27.5)

Conversations about the psychosocial consequences of a reduced ability to eat
The extent to which the HCPs took the initiative differed from always to ad 
hoc. HCPs who always took the initiative often used an assessment tool (for 
example the Dutch ‘Lastmeter’) or started an open conversation about eating. 
HCPs who addressed these issues ad hoc mentioned mental lists and checks or 
signs in the communication between patient and informal caregiver as a trigger 
to initiate the conversation:

“sometimes when you enter the room, you see there’s a roll, a plate of 
porridge and a piece of fruit, for when he [the patient] wants to eat 
something. And then he looks at me and says: ‘Yes, but I’m not hungry 
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understand what I mean and that it also will be accepted” (HCP no. 27, 
district nurse)

HCPs also explained that visiting patients and informal caregivers repeatedly at 
their homes enabled them to address other, at that moment more important 
disease related issues first. These HCPs discussed the patient’s problems later, 
or introduced the topic of the psychosocial consequences of a reduced ability 
to eat and get back at it during a follow up visit. HCPs mentioned that the pres-
ence of informal caregivers (who were almost always present) at the homes of 
patients was beneficial.
Another facilitator mentioned by HCPs regarding psychosocial support for re-
duced ability to eat was multidisciplinary collaboration. Several HCPs from di-
verse disciplines are often involved in primary care for patients with advanced 
cancer at home. This enabled HCPs to consult their colleagues and ensure that 
the same message about patients’ reduced ability to eat was discussed by all 
HCPs involved in care. HCPs felt this made their message more powerful:

“they [district nurses] see the patient more often, so they are the ones 
who build a relationship with the patient. Consider when someone 
takes care of you, sees you naked, I think that all matters. Often 
patients listen very well to the district nurse. So we try to communicate 
the same message [...] and I noticed that it helps if the GP repeats it 
again” (HCP no. 40, assistant healthcare practitioner)

Additionally, some HCPs scheduled their visits to encounter the patient’s GP 
or other HCPs at the patient’s home. Most HCPs considered it as an important 
part of their work to refer patients and informal caregivers to other relevant 
disciplines of healthcare when necessary: 

“but I also like it that I have a lot of contact with a couple of assistant 
practitioners for mental healthcare, because I work in a general practice 
office, I like the fact that I know them well, I can easily refer them by 
name and when I think it’s OK with the patient and their relatives. I 
like that. Because, of course, I’m not equipped for everything, but then 
it’s important to know the right way to refer patients” (HCP no. 15, 
dietitian) 

other ways to enable multidisciplinary collaboration were working in the 
same primary healthcare centre, maintaining personal networks of colleagues, 
and organising multidisciplinary meetings. organising multidisciplinary meet-

Psychosocial support for reduced ability to eat
Primary HCPs provided psychosocial support for reduced ability to eat by lis-
tening to patient’s and informal caregivers’ problems, by normalising emotions 
evoked by reduced ability to eat of patients, and by explaining what patients and 
informal caregivers could expect regarding nutritional complaints when the dis-
ease progresses. Furthermore, HCPs gave practical (nutritional) advice regarding 
eating and disease stage, for example they advised the patient to eat whatever 
they still enjoyed and focus on what was still possible for them to eat. Subse-
quently, HCPs mentioned that they involved informal caregivers in (nutritional) 
care for the patient, and that they think this is an important element of psycho-
social support for reduced ability to eat. In general, HCPs talked with patients 
and informal caregivers as dyads. They expressed that it is equally important to 
provide psychosocial support to the patient as to their informal caregiver. HCPs 
indicated that this would benefit patients’ wellbeing importantly:

“I often wonder what is the purpose of all that food? What do they 
want to achieve? And that’s what we talk about, also with those who 
are closest to the patient, of course, because if you don’t include them 
in the decision-making it won’t work [...] and then of course you make 
a plan that is supported by all parties. Because that plan has the best 
chance of succeeding” (HCP no. 22, GP) 

HCPs sometimes initiated the conversation with the informal caregivers alone 
to gather knowledge about the seriousness of the complaints and physical 
condition of the patient. Most HCPs however, preferred to discuss all issues in 
the presence of both the patient and the informal caregiver. 

Facilitators for psychosocial support for reduced ability to eat
HCPs mentioned that regular and multiple home visits were an important fa-
cilitator for providing psychosocial support for reduced ability to eat. According 
to HCPs, by visiting patients in the safety and comfort of their homes, they were 
able to build a good relationship that leads to the confidence and trust needed 
to talk to patients and informal caregivers about difficult and sensitive topics 
such as the decline of nutritional intake and the associated impending death: 

“I think every problem that you recognise you should try to discuss. My 
only consideration is how well I know someone. You have to be able 
to gauge how you say things to some people. Because you do want 
the message to get through and you don’t want to scare people off 
by playing the role of the highly educated nurse. So I have to be able 
to consider how I can convey the message in such a way that people 
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DISCUSSION

This interview study provides insights into primary HCPs’ experiences with psy-
chosocial support for reduced ability to eat in patients with advanced cancer. 
The extent to which HCPs initiated the discussion about these issues varied from 
always to ad hoc. Some HCPs did not address these issues because; they did not 
recognise them, they considered it a private matter or experienced cultural dif-
ferences. Patients and informal caregivers often mentioned these psychosocial 
consequences by expressing non-verbal signals or by talking about it indirectly. 
Reasons for patients and informal caregivers not to discuss these issues were 
being too ill to talk, having multiple other issues, avoiding all healthcare or 
fear of hurting each other. Regular or multiple home visits and multidisciplinary 
collaboration were important facilitators for providing this psychosocial sup-
port. Barriers related to the absence of multidisciplinary collaboration; limited 
knowledge, limited exchange of professional expertise, limited access to other 
HCPs, and limited involvement in care.
This current study demonstrates that not all HCPs recognise the psychosocial 
consequences of a reduced ability to eat among patients with advanced cancer 
or deliberately did not address them. The primary focus of the few available 
studies that investigated this topic was on the management of advanced can-
cer-related weight loss.14-17 In concordance with our study, these studies also 
indicated that primary HCPs were reluctant to discuss patients’ weight loss and 
the related issue of impending death, owing to the irreversible nature of weight 
loss in advanced cancer.14, 16 Furthermore, HCPs tended to avoid the subject be-
cause of the fear to give patients false hope regarding the effect of nutritional 
interventions.15

We found that patients with advanced cancer and their informal caregivers ini-
tiate the conversation about the psychosocial consequences of a reduced abil-
ity to eat with their primary HCPs by talking about it indirectly or by expressing 
non-verbal signs. These indirect referrals were also described in previous re-
search.14 The few available studies showed that most primary HCPs seemed to 
wait until patients or informal caregivers raised the issue of weight loss and 
eating problems.14,17 one study demonstrated that although nurses specialised 
in cancer care were aware of the need for an ongoing dialogue about the pa-
tient’s weight loss and their eating problems, there was little evidence that 
this dialogue also occurred in practice.17 The combination of the wait-and-see 
attitude of HCPs described in the literature (but not found in our study), and 
the finding of our study that patients and informal caregivers tend to raise 
these issues indirectly or by expressing non-verbal signs, might result in HCPs 
not recognising these issues and providing too little of this type of psychosocial 

ings was considered as a very productive and useful practice, but also as very 
time-consuming and expensive to get everyone at the same place. 

Barriers of psychosocial support for reduced ability to eat
HCPs mentioned several barriers for providing psychosocial support for reduced 
ability to eat in patients with advanced cancer. These barriers were all related 
to the absence of multidisciplinary collaboration. HCPs mentioned as barri-
ers; limited knowledge (of their own and their colleagues), limited exchange 
of information and professional expertise, limited access to other HCPs from 
different disciplines of healthcare, and limited involvement in care. HCPs who 
did not feel sufficiently equipped expressed the desire to acquire more knowl-
edge about the subject. often colleagues made decisions about the patient’s 
reduced ability to eat that the HCPs was critical of because of their knowledge 
of the potential psychosocial consequences:

“I have experienced several times that a dying patient came home 
[from the hospital] with tube feeding, then I think to myself: ‘that 
shouldn’t have happened’ [...] when this happens, we as GPs have 
to say: ‘it’s not useful anymore’, and you can get into conflicts with 
relatives and with the patient [...] I think where it goes wrong is in the 
cooperation [with other HCPs], so that there is no earlier discussion 
with that family or with that patient that it’s finite, that we’re doing 
what we can, but that at some point that disease is going to win 
anyhow” (HCP no. 7, GP)

Sometimes, HCPs wanted to consult their colleagues, or refer patients or in-
formal caregivers to other disciplines of healthcare, but were unsure whether 
these colleagues were sufficiently equipped. Other HCPs expressed that they 
did not consider psychosocial support as their field of expertise or they did 
not consider it was one of their tasks. This was only mentioned as a problem 
by HCPs when they felt unable to consult their colleagues about these issues, 
or when they did not know how to refer their patients to other disciplines of 
healthcare. of all interviewed primary HCPs, dietitians most often expressed 
that they felt to be involved too late in the care. Because of this dietitians 
mentioned that it was hard for them to provide good psychosocial support for 
reduced ability to eat.
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To our knowledge, this is the first study that focused on primary HCPs expe-
riences with providing psychosocial support for reduced ability to eat for pa-
tients with advanced cancer. our study also has some limitations. Despite the 
snowball sampling method in addition to the recruitment through the network 
of primary HCPs experienced in oncology or palliative care, most of the HCPs 
included in the study were trained or specialised in oncology and palliative pri-
mary care. This might have resulted in a selection bias of HCPs being more than 
average experienced and educated within these disciplines of healthcare. There 
may also be a selection bias within the population of not specialised HCPs 
interviewed in this study. These HCPs may have a higher than average interest 
in the subject. Therefore, the results of this study must be interpreted with 
caution. In daily practice, the psychosocial consequences of a reduced ability 
to eat may be less recognised and assessed in primary care than the results of 
this study suggest. 

Implications
First, all primary HCPs need to recognise the psychosocial consequences of a 
reduced ability to eat. Second, HCPs need to be aware that patients and infor-
mal caregivers tend to discuss these issues indirectly, and therefore HCPs need 
to be aware of clinical observations, indirect communication and non-verbal 
signs. Third, multidisciplinary collaboration is the key for providing adequate 
psychosocial support for reduced ability to eat. Thus peer-to-peer coaching, 
consulting and exchange of expertise between colleagues from different dis-
ciplines of primary healthcare needs to be facilitated. Fourth, it is important 
to increase awareness about and the topic should be included in the formal 
education of HCPs working in all disciplines of primary healthcare. Finally, it 
is recommended to involve informal caregivers in the psychosocial support for 
reduced ability to eat.
Primary HCPs play an important role in the psychosocial support for reduced 
ability to eat in patients with advanced cancer. However, awareness about 
the psychosocial consequences of a reduced ability to eat needs to be in-
creased. Multidisciplinary collaboration, peer-to-peer coaching, consulting 
and exchange of expertise between colleagues from different disciplines of 
primary healthcare can serve as important methods to increase awareness 
about these issues.

support. Therefore, this study demonstrates the importance of HCPs being alert 
to indirect communication or non-verbal signals and being proactive in provid-
ing psychosocial support for reduced ability to eat. 
The facilitators and barriers for providing psychosocial support for reduced 
ability to eat mentioned by HCPs in this study are in concordance with the find-
ings of previous research conducted among primary HCPs providing home care 
for patients with advanced cancer. The barrier limited access to other HCPs was 
also mentioned by nurses who found it difficult to contact dietitians regarding 
the nutritional care of patients with advanced cancer.16 In another study, nurses 
expressed that they never or only occasionally referred patients to the dieti-
tian, despite the fact that they believed that nutritional care was important 
for these patients. These nurses explained that they did not refer patients to 
dietitians because they thought that dietitians were too busy and not able to 
attend patients with advanced cancer at their homes. Nurses who did regularly 
refer patients to the dietitian did so because of their regular informal contacts 
with these dietitians.14 The findings of this study underline the findings of our 
study, that multidisciplinary collaboration is an important facilitator for pro-
viding psychosocial support for reduced ability to eat. 
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duced ability to eat can also have social consequences for patients with cancer. 
The results demonstrate that patients experienced a decreased pleasure in their 
social activities and either changed, searched for alternative or avoided their 
social activities. Furthermore, the results demonstrate that a reduced ability to 
eat can affect the patient-informal caregiver relationship.

Psychosocial consequences of a reduced ability to eat 
The results of this thesis show that patients may experience a broad range of 
emotions related to their reduced ability to eat which can have a high impact 
on patients’ wellbeing during the whole cancer trajectory. In addition, patients 
indicated that they also experienced social consequences due to their reduced 
ability to eat. Patients and informal caregivers appear to have less enjoyment 
in social life because much of it revolves around eating. These results are in line 
with previous research into the psychosocial consequences of a reduced ability 
to eat and its impact, although this research was largely performed among pa-
tients with end-stage cancer.4,7-23 Wheelwright et al. 4 reviewed this branch of 
literature and conclude that patients with end-stage cancer often experienced 
eating as an enduring task rather than an enjoyable activity, and that this pos-
sibly provokes eating-related “negative emotions such as depression, fear and 
frustration”.4(p6) opsomer et al.23 conclude that a reduced ability to eat can lead 
to strong emotions in some patients with end-stage cancer such as “feelings of 
despair and incomprehension or feeling miserable23(p495).

Informal caregivers 
The results of this thesis indicate that informal caregivers of patients with re-
duced ability to eat feel highly responsible for the overall well-being of the 
patient. Patients mentioned several informal caregivers; spouses, relatives, 
friends, and peers. The finding that informal caregivers feel highly responsi-
ble for patients’ well-being is in line with previous research conducted among 
informal caregivers caring for patients with end-stage cancer. Several studies 
show that informal caregivers felt a great responsibility for and were alert on 
patients’ nutritional intake.16,18,31,32 Furthermore, informal caregivers spend a lot 
of time thinking about how to optimise the meals, preparing food, and im-
proving the nutritional intake of the patient.13,18,21 Informal caregivers’ focus on 
improving patients’ nutritional intake is also described in this thesis. The results 
of this thesis also describe how this may lead to conflicts about eating between 
informal caregivers and patients feeling pushed to eat. The results of this thesis 
suggest that a possible dynamic underlying these conflicts is the clash between 
informal caregivers feeling highly responsible for patients’ well-being, while at 
the same time patients feel misunderstood in their struggle with eating. Wheel-
wright et al.1 , came to a similar conclusion although they use other words to 

GENERAL DISCUSSION

The studies described in the first part of this thesis concern the psychosocial 
consequences of a reduced ability to eat in patients with cancer and their in-
formal caregivers. The second part is related to the experiences of patients and 
their healthcare professionals (HCPs) with the provided psychosocial support 
for these psychosocial consequences. Most research that investigates the psy-
chosocial consequences of a reduced ability to eat is conducted among patients 
with advanced cancer or in patients with (end-stage) cancer cachexia (e.g., 
patients with end-stage cancer). These studies consistently show that both 
patients and their informal caregivers experienced distress or negative emo-
tions such as fear and frustration in response of the patient’s reduced ability to 
eat. In addition, eating-related conflicts between patients and their informal 
caregivers are often reported.1-4 Regarding psychosocial support, these studies 
continuously report a lack of recognition, attention and information from HCPs 
for the psychosocial consequences of weight loss in the end-stage of cancer.2,3 
The few studies about HCPs’ experiences with providing psychosocial support 
for a reduced ability to eat are also focused on HCPs’ experiences with patients 
weight loss in end-stage cancer settings. These studies indicate that HCPs were 
reluctant to discuss patients weight loss and the related psychosocial con-
sequences because HCPs felt there was little to do about the patient losing 
weight. Furthermore, HCPs feared patients unrealistic expectations regarding 
the available nutritional interventions.5-8 
Little is known about the psychosocial consequences of a reduced ability to eat 
and patients’ experiences with psychosocial support during the whole cancer 
trajectory (including treatment, recovery and remission). Some studies touched 
upon this subject but did not study the topic in-depth. In addition, HCPs’ ex-
periences with providing psychosocial support for patients’ reduced ability to 
eat are barley investigated. Insights in HCPs’ experiences may provide us ideas 
about how we can help HCPs with providing adequate psychosocial support for 
reduced ability to eat and better align with patients’ needs in the future. 

Mapping the problem of the psychosocial consequences of a reduced ability 
to eat
The results of this thesis indicate that patients with cancer often suffer from psy-
chosocial consequences of a reduced ability to eat, not only in the end-stage 
of the disease but during the whole cancer trajectory. Eating-related emotions 
mentioned by patients were; anger, anxiety, disappointment, guilt, grief or sad-
ness, powerlessness and shame and it was demonstrated that these emotional 
consequences can have a high negative impact on patients’ well-being. A re-
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since diagnosis, patients felt less satisfied with HCPs’ support for their reduced 
ability to eat. Patients expressed positive experiences with HCPs’ support for 
their reduced ability to eat when they received multidisciplinary support that 
was tailored to their personal goals.
The finding that patients with a reduced ability to eat have unmet support 
needs is confirmed by a large body of research conducted among heteroge-
nous groups of patients. Most studies describe how HCPs tend to be overtly 
focused on the physical aspects of the patient’s inadequate nutritional intake 
2,4,18,26-28,36 This is particularly an unwanted situation, considering the conclusion 
of oberholzer et al.2 that patients may suffer from the increase of psychosocial 
consequences of their cancer cachexia when their HCPs have a lack of atten-
tion, are reluctant to discuss these psychosocial consequences, or give wrong 
information about patients’ reduced ability to eat. Looking at the literature, the 
percentage of patients with unmet needs may further increase significantly as 
the disease progresses. According to a study conducted by Amano et al.29, 76% 
of the hospice patients and cancer cachexia had nutritional support needs that 
were not met by HCPs. This group of patients wanted special attention for their 
eating-related distress and needed more information about their anorexia and 
weight loss. Consistent with our results, Koshimoto et al.37 also found associa-
tions between the need for nutritional counselling and lower QoL scores on the 
domains of global health status, emotional, cognitive and social functioning.
The findings of this thesis show that patients’ satisfaction with HCPs support 
for reduced ability to eat seems to be lower when the period after their diag-
nosis is longer. This may indicate a lead for improvement in aftercare for those 
patients whose reduced ability to eat persist in the stages of recovery and re-
mission, or for patients who never fully recover from their ability to eat. This 
can be patients who finished their curative anti-cancer treatments, but also 
patients who are discharged because they will receive palliative care at their 
homes. This finding is In line with previous studies reporting that patients with 
a reduced ability to eat seem to feel unsupported by their HCPs regarding their 
reduced ability to eat in the aftercare.38-42 Especially patients with head and 
neck cancer, a patient group for whom the social disruption sometimes lasts 
years after treatments39,40,42, report little support from their HCPs for this social 
disruption after their discharge from the hospital.39

Organisation of nutritional and psychosocial support
Psychosocial support for reduced ability to eat needs to be integrated in nutri-
tional care. It is demonstrated in this thesis that patients who received inten-
sive AML treatments experienced emotional distress as a result of their reduced 
ability to eat. This emotional distress was alleviated when they received ade-
quate nutritional support. In a similar way, the need to integrate psychosocial 

explain this dynamic between patients and informal caregivers. According to 
Wheelwright et al. the conflicts about patients’ reduced ability to eat during 
the end-stage of cancer can be seen as a clash between patients’ autono-
my and informal caregivers’ desire for control over the situation and desire to 
counteract feelings of powerlessness.
In concordance with findings in previous research, the studies in this thesis also 
demonstrate that even when there are no manifest conflicts about eating, the 
relationship between patients and informal caregivers can silently be affected 
patients’ reduced ability to eat. In this thesis, primary HCPs caring for patients 
with end-stage cancer mentioned that patients and informal caregivers often 
avoided talking about reduced ability to eat because they did not want to hurt 
each other. Previous research shows that some patients did not talk about their 
nutrition-related problems with their partners because they wanted to hide 
their reduced ability to eat.23 In another study conducted among bereaved in-
formal caregivers it was found that they sometimes avoided the subject of the 
patient’s reduced ability to eat because they did not want to hurt the patient, 
because they felt it was not useful to talk about it, or to avoid conflicts.33 
on the other hand, it is often the informal caregiver who cares for the patient’s 
diet and provides practical support for the daily meals. The results of this thesis 
indicate that patients have both positive and negative experiences with this 
informal support for their reduced ability to eat. Whether patients felt sup-
ported by their informal caregivers depended on how much understanding they 
received for their struggle with eating. The literature also indicates that patients 
have varying experiences with informal support, depending on the patient’s 
disease stage. Studies conducted among patients who received curative treat-
ments unanimously describe patients who felt relieved because their informal 
caregivers took over the practical aspects of preparing the daily meals.28,34,35 
Whereas studies conducted among patients with end-stage cancer describe 
how these patients often felt to be controlled by their dominant informal care-
givers regarding their eating.1

To gain insights into the provided psychosocial support for a reduced ability 
to eat

Patients’ experiences with professional support for a reduced ability to eat
The findings in this thesis show that patients with cancer want HCPs to recog-
nise and assess their reduced ability to eat throughout the whole cancer tra-
jectory, and that these needs are often unmet. Furthermore, unmet nutritional 
support needs are associated with a lower quality of life and were present in 
17% of our population of patients with end-stage cancer suffering from gas-
trointestinal problems. In addition, it is shown that when more time passed 
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informal caregivers were reluctant to initiate conversations regarding these psy-
chosocial issues. HCPs mentioned several explanations for this reluctance such 
as; patients who were too ill to talk at all, patients with multiple other issues 
that needed to be discussed, patients avoiding all healthcare and patients and 
informal caregivers who were afraid to hurt each other by discussing patients’ 
reduced ability to eat in each other’s presence. HCPs indicated that when pa-
tients or informal caregivers initiated discussions regarding the patient’s re-
duced ability to eat, they often expressed this by non-verbal signals (e.g. visible 
emotions, or social interaction), or by talking about these problems indirectly. 
In addition, HCPs found it equally important to provide psychosocial support 
to both patients and informal caregivers with regard to the patient’s wellbeing. 
Multidisciplinary collaboration is seen by HCPs as an important facilitator for 
providing psychosocial support for the patient’s reduced ability to eat.

Recognition and assessment 
The findings in this thesis show that not all primary HCPs recognised and as-
sessed the psychosocial consequences of a reduced ability to eat. This finding 
is in concordance with the findings of past research, although there are only a 
few studies focused on HCPs’ experiences with providing psychosocial support 
for patients with end-stage cancer and a reduced ability to eat. These studies 
show that HCPs avoided the conversation about patients’ weight loss and the 
psychosocial consequences because they felt that the weight loss was irre-
versible and were unsure about how to provide support.5-7 A study conduct-
ed among physicians, nurses and dietitians in a teaching hospital shows that 
physicians expressed not to discuss patients’ weight loss and subsequently the 
psychosocial consequences due to; lack of time, because they did not want to 
take away the patient’s hope, or because they did not considered psychosocial 
support to be part of their professional role. Nurses in the same study ex-
pressed uncertainty to talk about patients’ weight loss due to lack of education 
about cancer cachexia. Nurses and dietitians both expressed to avoid the topic 
because they were afraid to cause distress in patients.44

Involving the informal caregivers
The results of this thesis demonstrate that primary HCPs caring for patients with 
end-stage cancer at their homes experienced it as equally important to provide 
psychosocial support to patients as to informal caregivers. Including informal car-
egivers in psychosocial support will most likely unburden both informal caregivers 
and patient. Patients were often concerned about the informal caregiver’s well-
being, and they worried that their reduced ability to eat caused too much stress in 
informal caregivers. Studies conducted among HCPs caring for patients in palliative 
care settings also unanimously demonstrate HCPs’ awareness of the importance of 

support for a reduced ability to eat within nutritional support is described in 
studies conducted among patients with end-stage cancer. Koshimoto et al.37 
demonstrate that patients with end-stage cancer and a demand and a need for 
nutritional counselling suffered more from eating-related distress compared 
to patients without a demand and a need for nutritional counselling. Patients 
who had a demand for nutritional counselling suffered more from conflicts with 
others about eating, worried more about their eating, and had more problems 
with their self-motivation regarding the daily nutritional intake. Amano et al.24 
appeal for an integration of palliative, supportive, and nutritional support to 
ease eating-related distress among patients with end-stage cancer. 
The results in this thesis show that patients expressed positive experiences 
when they received multidisciplinary support for their reduced ability to eat 
from a team of HCPs. This is in line with the current literature. A study con-
ducted among patients with head and neck cancer shows that patients felt 
abandoned by HCPs regarding their reduced ability to eat during and after ra-
diotherapy. This feeling was less pronounced when HCPs referred patients to 
other disciplines of healthcare, for example to a psychosocial counsellor or 
a dental hygienist26. Furthermore, Amano et al.25, suggest that eating-related 
distress among patients with end-stage cancer can be counteracted by a mul-
timodal treatment.
Besides multidisciplinary support, the results of the thesis also demonstrate 
that patients expressed positive experiences when HCPs’ support for their re-
duced ability to eat was tailored to their personal goals. Personal goals patients 
expressed in relation to their reduced ability to eat were to change lifestyle, 
to diminish treatment side-effects, to prevent (further) disease progression, 
to learn to eat like before, and learn to enjoy food again. Patients expressed 
negative experiences when HCPs provided them general advices that mainly 
targeted their nutritional intake. These findings are supported by studies con-
ducted among patients with a wide variety of diagnoses, showing that patients 
perceived general information and advice about nutrition and cancer as unben-
eficial22, unfeasible26, insufficient, and confusing43. In a study conducted among 
hospitalised patients receiving haematological treatments, patients also men-
tioned their need for personalised nutritional counselling tailored to their nu-
trition-related problems, financial constraints and individual preferences27.

Healthcare professionals’ experiences with psychosocial support for reduced 
ability to eat
The results of this thesis demonstrate that not all primary HCPs (assistant prac-
titioners, dietitians, district nurses, and general practitioners) recognised or 
assessed the psychosocial consequences of a reduced ability to eat among pa-
tients with end-stage cancer. Furthermore, HCPs expressed that patients and 



162 CHAPTER 8  GENERAL DISCUSSIoN 163

8

1. Recognise and assess the psychosocial consequences of a reduced ability 
to eat

2. Provide basic psychosocial support for a reduced ability to eat 
3. Involve informal caregivers in support for a reduced ability to eat
4. Inform patients about the various informal support options for their reduced 

ability to eat
5. Identify patients who need personalised support for a reduced ability to eat
6. Arrange multidisciplinary support for a reduced ability to eat

Recognise and assess the psychosocial consequences of a reduced ability to eat
The results of this thesis suggest that the psychosocial consequences of a re-
duced ability to eat are not always recognised by HCPs and that patients find 
it difficult to start talking about it. As a result HCPs can easily overlook these 
issues. In addition, emotions that can accompany nutrition-related problems 
may change over time. It is not hard to imagine that if the patient is experienc-
ing a reduced ability to eat for a few weeks, for example during chemotherapy, 
both patients and informal caregivers have little concern about this. It becomes 
a different story when the disease progresses and the patient starts to lose 
weight rapidly, when taste is not coming back, remains changed or when pa-
tients realise that eating may never be completely normal again. Therefore, it 
is important that screening for these psychosocial consequences receives more 
attention throughout the whole cancer trajectory. This can be arranged by com-
plementing already existing screening tools used in clinical practice to identify 
nutrition-related problems or (risk of) malnutrition by adding a question about 
the psychosocial consequences of these problems.
The findings of this thesis also show that patients and informal caregivers seem 
to find it difficult to talk about the psychosocial consequences of a reduced 
ability to eat, and may downplay their problems with the patient’s reduced 
ability to eat out of concern for each other. HCPs caring for patients with end-
stage cancer in the home setting mentioned that their repeated home visits 
enabled them to build a trusting relationship to discuss these problems. Fur-
thermore, these HCPs expressed that by visiting patients at their homes they 
could use nonverbal communication and social interaction as prompts to dis-
cuss patients’ reduced ability to eat. Home visits are especially useful for HCPs 
caring for patients with cancer who are known to suffer from high impact nu-
trition-related problems such as patients with end-stage disease and patients 
receiving tube feeding or parenteral feeding at their homes.
However, a lot of HCPs treat patients clinically or on outpatient basis and do 
not have the opportunity to visit patients at home. For these HCPs it is import-

including informal caregivers. HCPs on the palliative ward of a teaching hospital 
reported that when informal caregivers were not included in nutritional support 
they sometimes started “fighting back”45 the patient’s weight loss and in the worst 
cases even forced the patient to eat.45-47 In another study, HCPs from a specialised 
palliative care staff stressed the importance to initiate conversations about the 
patient’s reduced ability to eat with patients and informal caregivers together.48

Multidisciplinary collaboration
In this thesis, HCPs mentioned multidisciplinary collaboration as an important 
facilitator for providing psychosocial support for the patient’s reduced ability 
to eat. There are no studies that specifically investigated HCPs’ experiences 
with multidisciplinary collaboration and psychosocial support for patients with 
cancer and a reduced ability to eat. However, studies that relate to the topic 
give reason to argue that the absence of multidisciplinary communication may 
lead to inadequate psychosocial support. Especially the absence of communi-
cation between dietitians and other HCPs caring for patients with end-stage 
cancer seems to lead to problems. one study describes how nurses did not 
refer patients with end-stage cancer to dietitians even when they considered 
it necessary, because they did not know how to get in touch with dietitians7, or 
because they assumed that dietitians were not able to visit patients at home5. 
The literature indicates that nurses seem to experience a barrier to refer pa-
tients with end-stage cancer to a dietitian. This may lead to suboptimal psy-
chosocial support for reduced ability to eat; as one study conducted among 
European dietitians shows that they consider providing basic psychosocial care 
an integral part of their work. However, these dietitians also reported that they 
felt they were often involved too little or too late in the care for patients with 
end-stage cancer to still be able to provide adequate psychosocial support.49 
These findings are consistent with the results described in this thesis showing 
that dietitians felt they were involved too late in the care of patients with end-
stage cancer by their colleagues. 

Implications 

Implications for daily clinical practice
Everyone acknowledges that for healthy people eating means more than meeting 
nutrient requirements. However, we tend to forget this when we talk with people 
with cancer. We tend to forget that they also want to enjoy their meals together 
with their loved ones, and if they are not able to do this it may lead to high levels 
of emotional distress and in some cases to social problems. From the results of 
this thesis we can formulate some recommendations to help HCPs provide psy-
chosocial support to patients who experience a reduced ability to eat.
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the patient’s reduced ability to eat. The support for informal caregivers seems 
to be a gap in the current health system, while supporting informal caregiv-
ers with the patient’s reduced ability to eat will greatly benefit both informal 
caregivers and patients. Besides talking with patients and informal caregivers 
simultaneously during patient consultation, it might also be of benefit to speak 
to informal caregivers separately.

Inform patients about the various informal support options for their reduced 
ability to eat
An important complement to formal care for patients with cancer is informal 
care.50 Informal care for patients with cancer in the Netherland often takes 
place in low-threshold centres where patients can find a listening ear, peer 
support and activities that help with relaxation, coping and building resilience 
during and after the disease.51 Patients can connect with each other and share 
their experiences with reduced ability to eat via centres to support living with 
and after cancer (i.e. IPSo centra voor leven met en na kanker).52 In addition, 
patients and informal caregivers can find science based information about 
nutrition and cancer (i.e. voedingenkankerinfo.nl)53 or join moderated online 
platforms with information about cancer and peer-to-peer forums (i.e. kanker.
nl)54. The psychosocial consequences of a reduced ability to eat are particularly 
well suited for informal support. After all, eating is something that prefera-
bly takes place in informal and personal situations rather than in the medical 
sphere or in institutions. To help patients cope with their reduced ability to eat, 
numerous initiatives have taken off in recent years. A shining example comes 
from the patient organisation for head and neck cancer in the Netherlands.55 
To help patients cope with their reduced ability to eat this patient organisation 
organises activities where people meet each other and eat together. Similar 
initiatives are also developed for other groups of patients with cancer, for ex-
ample cooking workshops for cancer patients with (permanent) taste changes 
due to treatments as chemotherapy.56,57 During these workshops patients can 
get practical advices with regard to their reduced ability to eat. During the in-
terviews conducted for this thesis, so many patients said something like: no one 
can really understand what it is like unless you experience it yourself. While 
cooking or eating together people can share their experiences with others who 
go through the same process. 
Informing patients about the informal support options with regard to their re-
duced ability to eat is also important from a broader societal perspective. The 
number of patients diagnosed with cancer is expected to rise to 156,000 per 
year over the next decade.58 With such an increase in the number of cancer 
diagnoses, solutions need to be explored to lower the burden on the national 
healthcare system. 

ant to keep in mind that the psychosocial consequences of a reduced ability 
to eat are easily overlooked if there is less time to get to know the patient and 
their informal caregivers or understand the patient’s social situation. 

Provide basic psychosocial support for a reduced ability to eat
The results of this thesis show that some of the psychosocial consequences of a 
reduced ability to eat stem from the misunderstanding that patients experience 
for their daily struggle with eating. For patients, acknowledgement of HCPs that 
their reduced ability to eat has not only physical but also emotional and so-
cial consequences can already reduce their perceived lack of understanding. 
HCPs can acknowledge psychosocial consequences of a reduced ability to eat 
by providing basic psychosocial support. Providing basic psychosocial support 
entails; listening to patients’ and informal caregivers’ stories, normalising emo-
tions of patients and informal caregivers and properly informing patients and 
informal caregivers about the possible development of nutrition-related prob-
lems during the cancer trajectory. It is plausible to argue that in many cases, 
providing basic psychosocial support will be sufficient to prevent the develop-
ment of more serious psychosocial consequences of the patient’s reduced abil-
ity to eat, and that not every patient needs to be referred to a medical social 
worker, occupational therapist or psychologist. 

Involve informal caregivers in support for a reduced ability to eat
When HCPs provide this basic psychosocial support, they can also directly ad-
dress the misunderstanding for the struggle with eating patients may experi-
ence from their informal caregivers. Informal caregivers provide an important 
part of nutritional and psychosocial support for patients with cancer and a 
reduced ability to eat. When informal caregivers’ high sense of responsibility 
and the emotions evoked by patients’ reduced ability to eat remain unspoken, 
the likelihood of relationship problems between patients and informal care-
givers is high. Therefore it is important to identify the social situation and care 
system of the patient. Who takes care of the patients diet? Have tensions arisen 
in the relationship with informal caregivers because of the patient’s reduced 
ability to eat? Asking these questions kills two birds with one stone. on the one 
hand, patients are encouraged to articulate any psychosocial consequences of 
their reduced ability to eat, and this opens doors to seek appropriate support 
if necessary. At the same time, by talking about the social problems that may 
arise in the patient’s social environment, it will also become clear how the in-
formal caregivers experience the patient’s reduced ability to eat and how this 
affects them emotionally and socially. Again, if necessary, appropriate support 
can then be provided for informal caregivers, to emotionally support them with 
their high sense of responsibility and feelings they may be experiencing due to 
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will be more easily to establish. To support multidisciplinary collaboration it is 
common practice in hospitals in the Netherlands to organise multidisciplinary 
consultations. Most of these multidisciplinary consultations already include 
dietitians and other HCPs that engage in support for patients with a reduced 
ability to eat. Multidisciplinary consultations are less frequently organised in 
primary care in the Netherlands because it is complex, time-consuming and 
cost-intensive to bring all relevant disciplines together. In daily practice, HCPS 
are often not paid for their participation in multidisciplinary consultations in 
primary care. In order to improve future primary care in the Netherlands, it is 
important that insurers recognise the added value of multidisciplinary consul-
tation in primary care and make budget available for this. There are already 
working groups aimed at facilitating multidisciplinary consultation and collab-
oration in primary care that have already succeeded in bringing insurance com-
panies to the table.63 
Furthermore, the upcoming healthcare centres and primary care oncology care 
networks will continue to facilitate collaboration between different healthcare 
disciplines within primary care. In the healthcare centres, HCPs from different 
disciplines work under one roof. In this way, multidisciplinary collaboration is 
facilitated because HCPs can easily visit each other. Communication between 
HCPs has become safer but not easier since the introduction of the European 
general data protection regulation in 2018.64 Although patient privacy is sig-
nificantly better safeguarded by this European legislation, it has proven to be a 
barrier with regard to the communication between healthcare disciplines, with-
in primary care but also across the lines of care. There are already technological 
developments that partially solve this problem of limiting data sharing such as 
secured apps and secured email.

Existing best practices
	 These practical clinical implications were informed by the many ‘best 

practices’ I encountered;
	 A haematologist who recognises and acknowledges the psychosocial 

problems surrounding the reduced ability to eat in his patients: “Just eat 
what you like, life must still be worth living”. 

	 A general practitioner who involves the dietitian early on in the palliative 
care of a patient, and together with the dietitian brings the difficult news 
that eating will probably never improve. 

	 A nurse who sees opportunities in improving the mouth opening of a 
patient with head and neck cancer and refers him or her to a specialist 
physiotherapist so that she might again have the chance to enjoy eating a 
little more.

	 An assistant practitioner who refers an informal caregiver who is overly 
insistent on eating to a spiritual caregiver. 

Identify patients who need personalised support for a reduced ability to eat
The results of this thesis demonstrate that some patients who experience more 
severe psychosocial consequences of a reduced ability to eat need personalised 
and professional support in addition to both basic psychosocial and informal 
support. It is important that HCPs identify patients who are in need of extra 
or specialised support for their reduced ability to eat. In the Netherlands, the 
Distress Thermometer59 is considered to be the most appropriate instrument 
for identifying distress in adults with cancer60. The Distress Thermometer is a 
short questionnaire that patients can complete at home and thereafter discuss 
with their nurse or physician. on the Distress Thermometer the patient scores 
the level of distress of their disease-related problems, including family/social 
problems, emotional problems and problems with eating. When the patient 
scores a level of distress related to their reduced ability to eat, HCPs can use 
this as a starting point to further assess the psychosocial consequences of a 
reduced ability to eat. Furthermore, the Distress Thermometer includes a ques-
tion about the patient’s wish for referral. This makes the distress thermometer 
well suited for HCPs to initiate the process of Shared Decision Making. Shared 
Decision Making was implemented in 2006 in the Netherlands as a healthcare 
reform framework. The basic premise is that healthcare should match the pa-
tient’s situation and needs as much as possible. In daily practice, it is the pro-
cess in which HCPs and patients jointly discuss which healthcare best suits the 
values and wishes of the patient.61 This discussion is initiated by HCPs and is 
guided by four steps. In the first and second step the patient is informed about 
the option to choose and the medical and technical options with regard to 
the possible treatments. In the third and fourth step HCPs and patients jointly 
explore the patient’s preferences and engage in Shared Decision Making.62 An 
important component in Shared Decision Making is that the patient is also 
informed about the option to refrain from treatments. For example, Shared 
Decision Making allows patients and dietitians to decide together not to aim 
for a certain protein or calorie intake because it is considered too stressful for 
the patient. 

Arrange multidisciplinary support for a reduced ability to eat
In this thesis it is indicated that there is a group of patients who want to be 
informed about the existence of and referred to the healthcare disciplines that 
can support them to cope with their reduced ability to eat. In addition, re-
sults of this thesis showed how HCPs feel empowered when they work together 
in a multidisciplinary team or have a strong network of colleagues supporting 
patients and informal caregivers with a reduced ability to eat. When HCPs in-
volved in all relevant disciplines of healthcare recognise and asses the psycho-
social consequences of a reduced ability to eat, multidisciplinary collaboration 
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Last, one of the questions not investigated in this thesis is how many patients 
experience psychosocial consequences of a reduced ability to eat. To inves-
tigate this, it is efficient to use the Netherlands Cancer Registry (NCR) 70. This 
national database consisting of all newly diagnosed cancer patients can be 
used to select patients diagnosed with cancer in a specific period. These pa-
tients can be asked to participate in a survey, that queries the incidence of the 
psychosocial consequences of a reduced ability to eat and related care needs, 
to a representative historical cohort of the general cancer population.
Together, these studies will provide a risk profile for developing psychosocial 
consequences of a reduced ability to eat, with patients’ clinical characteristics 
and risk factors related to disease and disease stage. This risk profile together 
with data on the impact of the psychosocial consequences of a reduced ability 
to eat on the patient’s QoL, will sufficiently inform both HCPs and patients to 
engage in shared decision making and jointly decide over treatment options 
and referral to other disciplines of healthcare.

Implications for education
All HCPs can encounter patients with psychosocial consequences of a reduced 
ability to eat. Therefore, it is important to ensure that this topic is included 
in the education of HCPs who care for patients with cancer. The main aim is 
to create awareness for these problems among all HCPs and to incorporate it 
in daily practice. As the starting point for support for patients with a reduced 
ability to eat will often be the physician and oncology nurses it is especially 
recommended to incorporate education about the psychosocial consequences 
of a reduced ability to eat in their basic medical training. For example, based 
on the results of this thesis, recommendations for HCPs on psychosocial conse-
quences are included in the national guideline for general nutrition and dietary 
treatment.71 It is a recommendation to support adherence to this guideline. 
Furthermore, an e-learning has been developed based on the research pre-
sented in this thesis. This e-learning aims to increase awareness about these 
psychosocial consequence and informs about the support options in various 
disciplines of healthcare.72 It is recommended to integrate this free available 
e-learning into continuing training of all HCPs who care for patients with can-
cer. Also scientific articles about this subject in professional and academic jour-
nals will increase awareness among HCPs. 

Methodological considerations
Little was known about the psychosocial consequences of and the psychosocial 
support for patients’ reduced ability to eat during the whole cancer trajecto-
ry. Qualitative research methods are appropriate when little is known about a 
subject and when the aim is to capture the widest possible range of participants 

Implications for future research
Not every patient who develops chronic or permanent nutrition-related prob-
lems will experience psychosocial consequences of a reduced ability to eat 
and some patients with low impact nutrition-related problems will develop 
severe psychosocial consequences. The results of this thesis indicate that the 
experiences with a reduced ability to eat is dynamic, and food and eating seem 
to have different meanings in different disease stages throughout the can-
cer trajectory. Therefore, more research is needed to investigate when patients 
with a reduced ability to eat develop (severe) psychosocial consequences of a 
reduced ability to eat and how these psychosocial consequences evolve during 
the cancer trajectory. 
To investigate these questions it is best to identify research populations with 
high impact of nutrition-related problems. It might be useful to use the infra-
structure provided by nation-wide oncological cohort studies because this is 
the most efficient way to recruit large numbers of patients known to experi-
ence high-impact nutrition-related problems. In the Netherlands, one of the 
suitable cohorts to reach patients with high-impact nutrition-related prob-
lems seems the PoCoP cohort for oesophageal and gastric cancer (Prospective 
observational Cohort Study of oesophageal-gastric cancer Patients).65 Within 
the questionnaires used in this cohort study one or two questions can be add-
ed to assess the presence of psychosocial consequences of a reduced ability 
to eat and the related unmet supportive care needs throughout the cancer 
trajectory. In addition, patients recruited in this cohort studies can also be se-
lected for a semi structured interview study. Purposive sampling methods 66,67 
can be used to include patients who develop psychosocial consequences of a 
reduced ability to eat in different stages of their disease. Patients selected for 
this interview study will be interviewed several times throughout their cancer 
trajectory. This mixed method study will provide insights in the questions when 
and why patients develop these psychosocial consequences and how these 
issues evolve over time. 
Furthermore, more research is needed to gain insights in the clinical relevance 
of the psychosocial consequences of a reduced ability to eat. This can be done 
by investigating the relation between these psychosocial consequences and 
patients’ outcomes, such as quality of life (QoL). Currently, the association be-
tween the psychosocial consequences of a reduced ability to eat and QoL is 
being investigated, using the data from het survey study presented in chapter 
3 of this thesis.68 The survey study was limited to patients with head and neck, 
lung cancer and lymphoma. To investigate these associations among a broader 
and more representative group of patients with cancer, it is recommended to 
use population based cohorts such as PRoFILES (Patient Reported outcomes 
Following Initial treatment and Long-term Evaluation of Survivorship).69 
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Conclusions
The psychosocial consequences of a reduced ability to eat occur throughout 
the whole cancer trajectory and may have a high impact on patients’ well-be-
ing and quality of life. Currently, patients may have unmet needs regarding 
support for their reduced ability to eat. All HCPs caring for patients with cancer 
need to be aware of the psychosocial consequences of a reduced ability to 
eat. Recognition by HCPs and providing basic psychosocial support for these 
issues is critical. Multidisciplinary collaboration is key for providing adequate 
support for reduced ability to eat. Screening for the psychosocial consequences 
of a reduced ability to eat requires more attention in all phases of treatments 
and especially in follow-up care. HCPs need to inform patients about informal 
support options and involve informal care givers in nutritional and psychosocial 
counselling. Furthermore, HCPs should explore together with the patient the 
need for referral to multidisciplinary and personalised support for a reduced 
ability to eat.

experiences. Therefore, the qualitative research methods used in several chap-
ters of this thesis are the appropriate choice of conduct. Qualitative research 
involves the recruitment of small numbers of participants which limits the gen-
eralisability of the results. To enrich the qualitative results, a cross sectional sur-
vey was conducted, based on the qualitative data. In this cross sectional survey 
study, a larger sample size was included, which partly compensated the limited 
generalisability of the qualitative results. This improved the external validity of 
the results among patient populations with the same primary cancer type.
For the interview studies and one of the survey studies patients were recruited 
via an online call posted via patient organisations and via the participating 
hospitals. However, most of the patients were included via patient organisa-
tions. This might have led to a selection bias favouring a patient population 
relatively younger and higher educated when compared to the general cancer 
population 70. Furthermore, participation in an interview or survey depends on 
the physical state of the patient and patients with a low QoL are less likely to 
participate in a study. on the other hand, patients who experience severe psy-
chosocial consequences of a reduced ability to eat may be motivated to par-
ticipate in a study that enquiries the topic because they want to call attention 
to it. Therefore, the results of the studies should be interpreted with caution 
and should not be generalised to the larger population of patients with cancer. 
Furthermore, HCPs were recruited via a network of HCPs experienced in onco-
logical, palliative or nutritional support. This may have led to a selection bias 
of HCPs interested, educated or specialised in these fields of healthcare. Con-
sequently, in daily practice the psychosocial consequences of a reduced ability 
to eat may be less frequently recognised and assessed in primary care than the 
results of this thesis may suggest. 
For the interview studies, all patients and informal caregivers except one were 
interviewed together. This may have resulted in giving socially acceptable an-
swers and it is possible that conflicts about eating were more serious or oc-
curred more frequently than the results of these chapters suggest, because 
patients and informal caregivers did not want to hurt each other. Some partic-
ipants were interviewed or filled in a questionnaire one to five years or more 
after diagnosis. These participants might not have remembered the psychoso-
cial consequences of a reduced ability to eat accurately (recall bias) possibly 
resulting in an underestimation of the psychosocial consequences. Due to the 
cross sectional character of the studies no conclusions about causality can be 
made. It is possible that the observed associations might be bidirectional. 
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to have little impact on the relationships with family and friends. However, a 
reduced ability to eat does have social consequences for patients and informal 
caregivers, such as experiencing a reduced pleasure in social activities. As a 
result, patients and informal caregivers adjust their social activities, seek other 
activities, or avoid certain social activities.

Chapter 3 describes an interview study conducted in 23 patients with acute my-
eloid leukemia (AML) who recently received intense anti-cancer treatments. 
In the interviews patients were asked about their experiences with nutritional 
support in the hospital during treatments. These interviews show that nutri-
tional support in the hospital can both alleviate and exacerbate emotional 
distress. Patients experience the nutrition-related problems caused by the in-
tensive AML treatments in different ways. Their experiences range from expe-
riencing severe emotional distress to acceptance. on the one hand, adequate 
nutritional support provides peace of mind for patients. on the other hand, 
some patients experience loss of independence, limited mobility, problems 
with feeding equipment and/or fear of unwanted weight gain (from enteral or 
parenteral feeding). Patients also express that when they experienced large 
variations in nutritional support practices between different hospitals, this 
lead to severe emotional distress, confusion and reduced confidence in gen-
eral healthcare practices for patients with cancer. The continuity of nutritional 
support practices is important to patients who receive anti-cancer treatments 
in different hospitals.

Psychosocial support for a reduced ability to eat
Chapter 4 describes the emotional impact of a reduced ability to eat in patients 
with cancer and patients’ satisfaction with HCPs support for these issues. This 
questionnaire study was conducted in 98 patients with head and neck cancer, 
lung cancer or lymphoma. It shows that a reduced ability to eat has a high 
emotional impact. The emotional consequences with the highest impact score 
are disappointment, sadness and anger. The most commonly reported emo-
tional consequences are less enjoyment, longing for certain foods and pow-
erlessness. The majority of patients who received support for a reduced ability 
to eat and its emotional consequences received this support from a dietitian 
(89%). Of the patients who did not receive this support, one in five indicated 
a need for it. Most patients who received support for a reduced ability to eat 
are satisfied with this support (66%). Patients who have been diagnosed longer 
ago are less satisfied with HCPs support for a reduced ability to eat than pa-
tients diagnosed less than a year ago. In addition, patients who do not expect 
their reduced ability to eat to improve are less satisfied with HCPs support than 
patients who expect to eat better in the future.

SUMMARY

Cancer and its treatments often lead to nutrition-related problems resulting in 
a reduced ability to eat. Unfortunately, little is known about the psychosocial 
consequences of a reduced ability to eat in patients with cancer. Previous re-
search has been primarily conducted in patients with end-stage cancer and in 
patients with cancers which are known to cause severe nutrition-related prob-
lems. Research in patients with end-stage cancer shows that a reduced ability 
to eat in the final stage of the disease can often lead to negative emotions for 
both patients and their informal caregivers. The relationship between patients 
and their informal caregivers can also be strained by a reduced ability to eat. In 
addition, little is known about the impact of these psychosocial consequenc-
es on patients’ well-being and quality of life. Patients report that healthcare 
professionals (HCPs) pay little attention to the psychosocial consequences of 
a reduced ability to eat. However, there is little knowledge about what kind of 
professional supportive care needs patients and their informal caregivers have. 
Also, little research has been done on the experiences of HCPs with provid-
ing psychosocial support for patients with cancer and a reduced ability to eat. 
Therefore, the objective of this thesis is twofold: 
1. to map the psychosocial consequences of a reduced ability to eat in patients 

with cancer and their informal caregivers and, 
2. to gain insight into the psychosocial support provided for patients with 

cancer and a reduced ability to eat, as experienced by patients and HPCs

Psychosocial consequences of a reduced ability to eat
Chapter 2 presents the results of an exploratory qualitative interview study. 
The aim is to map the psychosocial consequences of a reduced ability to eat in 
patients with cancer and their informal caregivers. Interviews were held with 24 
patients with head and neck cancer, lung cancer or lymphoma and twelve infor-
mal caregivers. These patients and informal caregivers express that they experi-
ence psychosocial consequences of a reduced ability to eat in all stages of the 
disease. The main themes that emerge are: the struggle with eating, the expe-
rienced misunderstanding for this struggle and the high sense of responsibility 
in informal caregivers. These three themes lead to emotional consequences for 
patients and informal caregivers such as; anger, anxiety, disappointment, guilt, 
grief or sadness, powerlessness and shame. Arguments about eating can occur 
between patients and informal caregivers, but these appear to be less serious 
compared to the results of research conducted in end-stage cancer settings. 
When these arguments occur this is often due to informal caregivers’ efforts to 
get the patient to eat more or better. The patient’s reduced ability to eat seems 
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Chapter 7 provides insights into HCPs’ experiences with giving psychosocial 
support for a reduced ability to eat to patients with end-stage cancer. For this 
qualitative interview study, 40 primary HCPs were interviewed including; ten 
assistant practitioners for healthcare, ten dietitians, ten district nurses, and ten 
general practitioners. This interview study shows that not all HCPs discuss the 
psychosocial consequences of a reduced ability to eat. Healthcare providers 
mention a number of reasons not initiate the conversation; they do not rec-
ognise the issue, they perceive it as a private matter, or they perceive cultural 
differences to be too great to initiate the conversation. HCPs perceive that pa-
tients and informal caregivers find it difficult to express their concerns about 
the patient’s reduced ability to eat, and when they express themselves they 
often do so non-verbally or by talking about it indirectly. HCPs emphasise the 
importance of involving informal caregivers in psychosocial support for a re-
duced ability to eat. Multidisciplinary collaboration is the most important fa-
cilitator for HCPs to provide this type of psychosocial support. HCPs mention 
the following barriers; having too little knowledge, experiencing too limited 
exchange of professional expertise between colleagues, having limited access 
to other HCPs and the limited involvement in homecare for patients with ad-
vanced cancer.

Chapter 8 summarises the main findings of this thesis, the methodological con-
siderations of the different studies, suggestions for future research, education 
and clinical practice. In conclusion one can state that, the psychosocial support 
for a reduced ability to eat should be an integral part of nutritional care for pa-
tients with cancer, and their informal caregivers. From the results of this thesis 
the following recommendations for HCPs’ daily practice are formulated:
1.  Recognise and acknowledge the psychosocial consequences of a reduced 

ability to eat during the entire disease trajectory
2. Provide basic psychosocial support for a reduced ability to eat
3. Involve informal caregivers in psychosocial support for a reduced ability to eat 
4. Inform patients and informal caregivers about informal support options
5. Recognise patients who need personalised support for a reduced ability to eat 
6. If necessary, organise multidisciplinary support for patients with a reduced 

ability to eat

Chapter 5 describes the association between gastrointestinal nutrition-related 
problems, received nutritional support, and nutritional care needs with quality 
of life in patients with end-stage cancer. The nutrition-related outcomes from 
a baseline questionnaire are analysed. The data comes from the prospective 
cohort study eQuipe on quality of life and quality of care. The questionnaire 
was administered to 1080 patients with advanced cancer. The analysis shows 
that nearly half of these patients experience clinically relevant gastrointestinal 
problems, while only 14% receives nutritional support. Having gastrointestinal 
problems, received nutritional support and having nutritional care needs, are 
associated with lower quality of life within this patient population. The lower 
quality of life reported by patients in this study is probably due to reversed 
causality or the irreversible nature of nutrition-related problems in the palli-
ative phase.

Chapter 6 describes patients’ experiences with psychosocial support for a re-
duced ability to eat. For this qualitative interview study, interviews were con-
ducted with 24 patients with head and neck cancer, lung cancer or lymphoma. 
Patients are positive about the professional support they receive when a team 
of HCPs from different disciplines acknowledge their reduced ability to eat 
throughout the whole disease trajectory. Patients also find it important that 
HCPs collaborate with each other and communicate well with their colleagues 
about these issues. Patients have negative experiences when HCPs are primarily 
focused on improving their nutritional intake, rather than tailoring nutritional 
support to their personal goals. Patients have positive experiences with infor-
mal support when informal caregivers show understanding for their reduced 
ability to eat and the psychosocial consequences. Whether informal caregivers’ 
practical support for the daily mails is perceived as positive varies from patient 
to patient.
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en naasten, zoals het ervaren van minder plezier in sociale activiteiten. Het 
gevolg is dat patiënten en naasten hun sociale activiteiten aanpassen, op zoek 
gaan naar andere activiteiten, of sociale activiteiten vermijden. 

Hoofdstuk 3 beschrijft een interview studie met 23 patiënten met acute mye-
loïde leukemie (AML) die recent intensieve behandelingen hebben ondergaan. 
In de interviews wordt patiënten gevraagd naar hun ervaringen met de voe-
dingszorg in het ziekenhuis tijdens de behandelingen. Uit deze interviews komt 
naar voren dat de voedingszorg in het ziekenhuis emotionele distress zowel kan 
verlichten als versterken. Patiënten ervaren de voedingsproblemen veroorzaakt 
door de intensieve AML behandelingen verschillend. Waarbij hun ervaringen 
variëren van hevige emotionele distress tot acceptatie. Aan de ene kant geeft 
adequate ondersteunende voedingszorg patiënten mentale rust. Aan de ander 
kant ervaren sommige patiënten een verlies aan zelfstandigheid, beperkte mo-
biliteit, problemen met voedingsapparatuur en/of angst voor ongewenste ge-
wichtstoename (bij enterale of parenterale voedingsondersteuning). Patiënten 
geven ook aan dat wanneer zij in verschillende ziekenhuizen grote verschillen in 
de ondersteunende voedingszorg ervaren dit resulteert in ernstige emotionele 
distress, verwarring en een verminderd vertrouwen de gehele zorg voor patiën-
ten met kanker in het algemeen. De contiuniteit van voedingszorg is belangrijk 
voor patiënten die worden behandeld in verschillende ziekenhuizen.

Psychosociale ondersteuning bij het moeilijker eten
Hoofdstuk 4 beschrijft de emotionele impact van het moeilijker eten voor pa-
tiënten met kanker en de patiënt tevredenheid met de ondersteuning van 
zorgverleners bij deze problemen. Deze vragenlijststudie is afgenomen bij 98 
patiënten met hoofd-hals kanker, longkanker of lymfoom. Hieruit komt naar 
voren dat het moeilijker eten een grote emotionele impact heeft. De emo-
tionele gevolgen met de hoogste impact score zijn teleurstelling, verdriet en 
boosheid. De emotionele gevolgen die het vaakst genoemd worden zijn minder 
genot, het verlangen naar bepaalde voedingsmiddelen en machteloosheid. De 
meerderheid van de patiënten die steun ontvangt bij het moeilijker eten en de 
emotionele gevolgen hiervan ontvangt dit van een diëtist (89%). Van de pati-
enten die deze steun niet ontvangt geeft een op de vijf aan hier behoefte aan te 
hebben. De meeste patiënten die ondersteuning krijgen bij het moeilijker eten 
zijn tevreden met deze ondersteuning (66%). Patiënten zijn langer na de diag-
nose minder tevreden over de steun van zorgverleners voor het moeilijker eten 
dan patiënten die minder dan een jaar geleden zijn gediagnosticeerd. Boven-
dien zijn patiënten die niet verwachten dat het moeilijker eten nog verbetert 
minder tevreden over de ondersteuning van zorgverleners dan patiënten die 
verwachten dat het eten makkelijker zal gaan in de toekomst 

SAMENVATTING 

Kanker en de behandeling daarvan leiden vaak tot voedingsklachten die het 
eten bemoeilijken. Er is helaas nog weinig bekend over de psychosociale ge-
volgen van het moeilijker eten door kanker. Het onderzoek dat naar deze pro-
blematiek gedaan is, is voornamelijk uitgevoerd bij patiënten met gevorderde 
kanker en bij patiënten met vormen van kanker die bekend staan om ernstige 
voedingsproblematiek. Uit het onderzoek bij patiënten met gevorderde kanker 
blijkt dat het moeilijker eten in het laatste stadium van de ziekte vaak tot nega-
tieve emoties voor zowel de patiënt als diens naasten kan leiden. ook de rela-
tie tussen patiënten en naasten kan door het moeilijker eten onder druk komen 
te staan. Daarnaast is er weinig bekend over de impact van deze psychosociale 
gevolgen op het welzijn en de kwaliteit van leven van de patiënt. Patiënten 
geven aan dat er weinig aandacht is van zorgverleners voor de psychosociale 
gevolgen van problemen met eten. Echter, er is weinig kennis over wat voor 
psychosociale ondersteuning de patiënt en diens naasten willen krijgen. ook 
is er nog nauwelijks onderzoek gedaan naar de ervaringen van zorgverleners 
met het geven van psychosociale ondersteuning aan patiënten met kanker die 
moeilijker eten. De doelstelling van dit proefschrift is dan ook tweeledig: 
1. het in kaart brengen van de psychosociale gevolgen van het moeilijker eten 

van patiënten met kanker en hun naasten en, 
2. inzicht verkrijgen in de geboden psychosociale ondersteuning bij het 

moeilijker eten door kanker, zoals ervaren door patiënten én zorgverleners.

Psychosociale gevolgen van het moeilijker eten
Hoofdstuk 2 presenteert de resultaten van een exploratieve kwalitatieve inter-
viewstudie waarin de psychosociale gevolgen van het moeilijker eten in kaart 
wordt gebracht. Uit de interviews met 24 patiënten met hoofd-hals kanker, 
longkanker of lymfoom en twaalf naasten blijkt dat zij in alle stadia van de 
ziekte psychosociale gevolgen van het moeilijker eten ervaren. Enkele belang-
rijke thema’s die naar voren komen zijn; de worsteling met het eten, het ervaren 
onbegrip voor deze worsteling en het grote verantwoordelijkheidsgevoel van de 
naasten. Deze drie thema’s leiden tot emotionele gevolgen voor patiënten en 
naasten zoals; angst, boosheid, machteloosheid, schaamte, schuld, teleurstel-
ling en verdriet. Wanneer er conflicten over het eten ontstaan tussen patiënten 
en naasten lijken deze mild te verlopen vergeleken met het onderzoek gedaan 
in de context van vergevorderde kanker. Als deze conflicten ontstaan komt dit 
vaak voort uit de moeite die naasten doen om de patiënt meer of beter te laten 
eten. Het moeilijker eten lijkt weinig invloed te hebben op de relatie met fami-
lie en vrienden. Wel heeft het moeilijker eten sociale gevolgen voor patiënten 
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Hoofdstuk 7 biedt inzicht in de ervaringen van zorgverleners met het geven van 
psychosociale ondersteuning bij het moeilijker eten aan patiënten met gevor-
derde kanker. Voor deze kwalitatieve interviewstudie zijn 40 zorgverleners uit 
de eerste lijn geïnterviewd, tien diëtisten, tien huisartsen, tien praktijkonder-
steuners en tien wijkverpleegkundigen. Uit deze interviewstudie blijkt dat de 
zorgverleners niet altijd het gesprek starten met patiënten en naasten over de 
psychosociale gevolgen van het moeilijker eten. Zorgverleners noemen een 
aantal redenen om het onderwerp niet aan te kaarten; ze herkennen de pro-
blematiek niet, ze beschouwen het als een privéaangelegenheid, of ze ervaren 
te veel culturele verschillen om het gesprek aan te gaan. Zorgverleners zien dat 
patiënten en naasten hun zorgen over het moeilijker eten van de patiënt moei-
lijk uitten, en als zij zich uitten dit vaak doen via non-verbale signalen of door 
er indirect over te praten. Zorgverleners benadrukken het belang van het be-
trekken van de naasten bij de psychosociale ondersteuning voor het moeilijker 
eten. Multidisciplinaire samenwerking is de belangrijkste faciliterende factor 
voor zorgverleners om deze psychosociale ondersteuning te geven. Zorgver-
leners noemen als barrières; het hebben van te weinig kennis, het ervaren van 
een beperkte uitwisseling van professionele expertise met collega’s, het hebben 
van beperkte toegang tot andere zorgverleners en beperkte betrokkenheid bij 
de thuiszorg voor patiënten met gevorderde kanker.

Hoofdstuk 8 bevat een samenvatting van de belangrijkste bevindingen van dit 
proefschrift, de methodologische overwegingen van de verschillende studies, 
suggesties voor toekomstig onderzoek, onderwijs en de klinische praktijk. 
Concluderend kan men stellen dat de psychosociale ondersteuning voor het 
moeilijker eten een integraal onderdeel zou moeten zijn van de voedingszorg 
voor patiënten met kanker, én voor hun naasten. Vanuit de resultaten van dit 
proefschrift worden de volgende aanbevelingen voor de dagelijkse zorgpraktijk 
geformuleerd:
1. Herken en erken de psychosociale gevolgen van het moeilijker eten 

gedurende het gehele ziekteproces
2. Geef basale psychosociale ondersteuning bij het moeilijker eten
3. Betrek de naasten bij de psychosociale ondersteuning voor het moeilijker 

eten
4. Informeer patiënten en naasten over informele 

ondersteuningsmogelijkheden
5. Herken de patiënten die gepersonaliseerde ondersteuning nodig hebben bij 

het moeilijker eten
6. organiseer indien nodig multidisciplinaire ondersteuning voor het 

moeilijker eten

Hoofdstuk 5 beschrijft het verband tussen gastro-intestinale voedingsklachten, 
ontvangen voedingszorg en voedingszorgbehoeften, met kwaliteit van leven bij 
patiënten met gevorderde kanker. In deze vragenlijst studie worden de voe-
dings-gerelateerde uitkomsten geanalyseerd van een baseline vragenlijst. De 
vragenlijst is afkomstig uit een prospectieve cohort studie (eQuipe) naar kwali-
teit van leven en kwaliteit van zorg. De vragenlijst werd afgenomen onder 1080 
patiënten met gevorderde kanker. De analyse laat zien bijna de helft van de 
patiënten klinisch relevante gastro-intestinale klachten ervaren, terwijl slechts 
14% voedingszorg ontvangt. Het hebben van gastro-intestinale voedingsklach-
ten, ontvangen voedingszorg en voedingszorgbehoeften hangen samen met een 
lagere kwaliteit van leven in deze groep patiënten. Deze lagere kwaliteit van 
leven wordt waarschijnlijk veroorzaakt door omgekeerde causaliteit of de on-
omkeerbaarheid van voedingsklachten in de palliatieve fase. 

Hoofdstuk 6 beschrijft de ervaringen van patiënten met de psychosociale on-
dersteuning die zij ontvingen voor het moeilijker eten. Voor deze kwalitatie-
ve interviewstudie zijn interviews afgenomen bij 24 patiënten met hoofd-hals 
kanker, longkanker of lymfoom. Patiënten zijn positief over de ontvangen pro-
fessionele zorg wanneer een team van zorgverleners uit verschillende discipli-
nes hun voedingsproblemen erkennen gedurende het gehele ziektetraject. ook 
vinden patiënten het belangrijk dat zorgverleners goed met elkaar samenwer-
ken en onderling goed communiceren over deze problemen. Patiënten hebben 
negatieve ervaringen wanneer zorgverleners zich vooral richtten op het verbe-
teren van de voedingsinname, in plaats van de voedingszorg af te stemmen op 
de persoonlijke doelen van de patiënt. Patiënten hebben positieve ervaringen 
met de informele ondersteuning wanneer de naasten begrip tonen voor het 
moeilijker eten en de psychosociale gevolgen. of de praktische steun van de 
naasten bij het eten als positief wordt beoordeeld verschilt per patiënt.
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