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Abstract
Objective: Extensive research has documented the negative nutritional impact of 
head neck cancer (HNC) treatment, but few studies have addressed the patients' 
experiences. The purpose of this study was to describe how patients with HNC ex‐
perience the nutritional situation and perceive nutritional support from diagnosis to 
the post‐treatment phase.
Methods: Patients with HNC were recruited from a randomised pilot study. 
Individual interviews were conducted after radiotherapy with 10 participants aged 
49 – 70 years and analysed by qualitative content analysis.
Results: Undergoing surgery was experienced as a poor nutritional starting point for 
the upcoming radiotherapy. During radiotherapy, increasing side effects made the 
participants customise their meals to improve food intake. About halfway through 
radiotherapy, virtually no food intake was experienced and hospital admissions and 
initiations of tube‐feeding occurred in this period. Oral nutritional supplements were 
recommended for all, but eventually became unbearable to ingest. When radio‐
therapy was finally completed, the participants felt discouraged about the persistent 
side effects preventing them from resume eating. The participants missed tailored 
information about development of side effects and involvement of a dietitian when 
reflecting on the treatment‐period.
Conclusion: The comprehensive nutritional problems experienced by patients with 
HNC require early nutritional assessments and improved individually tailored nutri‐
tional support.
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1  | INTRODUC TION

Patients with head and neck cancer (HNC) may already experience 
reduced food intake before the start of radiotherapy, due to con‐
sequences of the diagnostic procedures, the psychological stress 
of a cancer diagnosis and location of the tumour (Chencharick & 
Mossman, 1983; Cunningham & Bell, 2000; Harrison, Sessions, & 
Kies, 2013). After the start of radiotherapy, increasing side effects 
such as mucositis, pain and swallowing difficulties further aggravate 
the food intake (De Sanctis et al., 2016; Schindler et al., 2015; van 
der Laan et al., 2015). Malnutrition is common (>70%), often lead‐
ing to severe weight loss, impaired immune function, interrupted 
or incomplete treatment and decreased quality of life (Hebuterne 
et al., 2014; Jellema, Slotman, Doornaert, Leemans, & Langendijk, 
2007; Kruizenga et al., 2003; Unsal et al., 2006). Thus, the mainte‐
nance of an optimal nutritional status is vital for improved patient 
outcomes, treatment tolerance and survival for patients receiving 
tumour‐directed treatment (Odelli et al., 2005; Paccagnella et al., 
2010; Pressoir et al., 2010).

To date, most clinical research in patients with HNC has focused 
on the efficacy of anti‐cancer treatments and identification and 
documentation of side effects during and after treatment (Gregoire, 
Langendijk, & Nuyts, 2015; Schindler et al., 2015). Various nutri‐
tional interventions have been tested, and individualised nutritional 
counselling has shown particular beneficial effects on nutritional 
status during radiotherapy (Langius et al., 2013). In addition, nu‐
merous qualitative studies have been conducted to explore the psy‐
chological experiences of a HNC diagnosis (Lang, France, Williams, 
Humphris, & Wells, 2013). However, although oral and eating prob‐
lems have been identified as the most common concerns and unmet 
needs during the first 5 years following HNC treatment, only a few 
studies have been conducted to obtain a deeper understanding 
of the patients' nutritional experiences following a HNC diagnosis 
(Wells et al., 2015).

Two older qualitative studies have specifically addressed how 
patients with HNC cope with the decreased nutritional intake, which 
were found to cause a number of severe negative consequences 
in daily life (Larsson, Hedelin, & Athlin, 2003; Wilson, Herman, & 
Chubon, 1991). A later published study has highlighted the physical, 
emotional and social losses associated with decreased nutritional 
intake in patients with HNC (McQuestion, Fitch, & Howell, 2011). 
A recently published study explored the experiences from partici‐
pating in a dietitian‐delivered health behaviour intervention during 
radiotherapy, by focusing on the patient's working relationship with 
the dietitian, specific components of the intervention and sugges‐
tions for improving the intervention (McCarter et al., 2018).

However, none of the previous qualitative studies have in‐
volved experiences from the entire clinical pathway of HNC (i.e., 
from diagnosis to the acute post‐treatment phase), and neither of 
the studies have specifically addressed the patients' perceptions 
of nutritional support delivered as part of the standardised care. 
Clinical experience indicates that nutritional support for patients 
with HNC shows considerable variation within the specialised 

health care in Norway. As an example, the involvement of nu‐
trition experts or dietitians seems to be somewhat inconsistent 
across hospitals, although international clinical nutritional guide‐
lines recommend that oncology dietitians play a central role in the 
supportive care within this patient group (Arends, Baracos, et al., 
2017). A more thorough understanding of the patients' subjective 
experiences of the nutritional situation is vital to ensure a more 
patient‐centred nutritional care that meets the patients' individual 
needs and preferences.

Therefore, the aim of this study was to describe how patients 
with HNC experience the nutritional situation and perceive nutri‐
tional support in the period from diagnosis to the acute post‐treat‐
ment phase.

2  | METHODS

A qualitative study with individual interviews was conducted to 
describe the patients' experiences and perceptions. The interviews 
were planned to be completed after the end of radiotherapy, if pos‐
sible on the same day as the standard physician consultation about 
2 weeks post‐treatment.

2.1 | Recruitment and participants

Patients with HNC were recruited from a randomised pilot study 
(n = 41) that investigated the feasibility of a rehabilitation interven‐
tion during versus after radiotherapy consisting of physical exercise 
and nutritional support. Enrolment in the pilot study was carried 
out at St. Olavs hospital, Trondheim University Hospital (Norway) 
from April 2015 to April 2016. Only patients with HNC who were 
scheduled for radiotherapy towards the affected area for the first 
time were included in the pilot study. The oncologic treatment was 
intended to be provided according to national and international 
guidelines. The need for nutritional support (e.g., oral nutritional 
supplements and nasogastric tube‐feeding) was continuously moni‐
tored by the responsible multidisciplinary team.

The intervention during treatment was carried out at a meeting 
place and retreat for cancer patients and their families close by the 
hospital, where the patients conducted resistance training twice 
a week and were provided with daily oral nutritional supplements 
("E+" by Tine SA, Norway) during the 6 weeks radiotherapy period. 
The patients randomised to the post‐treatment intervention re‐
ceived standard care during radiotherapy and were scheduled for 
a 3‐week stay at a rehabilitation clinic 2–4 weeks after the end of 
radiotherapy.

The patients had received both oral and written information 
about the qualitative study prior to the start of treatment and 
agreed to be contacted about participation in the study. Towards 
the end of treatment, some of the patients were invited either face‐
to‐face or by phone/SMS to complete an interview. Efforts were 
made to ensure participants were representative of the HNC pop‐
ulation, including both genders, younger and older, and those living 
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in rural and urban areas. A selection was also made based on the 
availability of the patients with regard to conflicting appointments 
at the hospital.

A total of 10 participants equally distributed between men and 
women and with a median age of 59 years (range 49–70 years) par‐
ticipated in the present study (see Table 1). Six patients participated 
in the rehabilitation intervention during treatment and four patients 
in the intervention after treatment (controls during treatment). 
More than half of the participants were employed while others ei‐
ther retired or on disability benefits. The majority had a Karnofsky 
performance status of 70% at the end of treatment (scored by a 
physiotherapist), indicating that they were able to care for them‐
selves but unable to carry out normal activities or do active work 
(Yates, Chalmer, & McKegney, 1980). Seven of the participants at‐
tended the interview as scheduled, while the others were unable to 
attend the interview until 4 weeks after treatment due to severe side 
effects. About half of the participants had a feeding tube in place at 
the time of the interview.

2.2 | Interviews and interview guide

Individual interviews were completed from November 2015 to April 
2016. The interviews were carried out at a meeting place and retreat 
for cancer patients and their families near the hospital, unless the 
participants preferred another localisation. One participant chose to 
complete the interview in her home on another day than the post‐
treatment consultation. The interviews lasted from 30 to 98  min 
(48 min on average) and were carried out by a research nurse (VV) 
with experience from the clinical HNC field who did not take part in 
the treatment of the participants. The research nurse was at the time 
working in the research department of the involved hospital's cancer 
clinic and had experience from conducting clinical trials in cancer 
patients utilising both quantitative and qualitative methods. Three 
participants were accompanied by their partners, who did not have 
an active role in the interview.

A semi‐structured interview guide (Appendix 1) was used to en‐
sure open‐ended questions about the participants' nutrition‐related 
experiences and needs for nutritional support from diagnosis to the 
current situation after treatment. The interviewer used broad ques‐
tions and made reflections of content and feelings to encourage the 
patients to elaborate, and relevant topics that emerged were pur‐
sued by follow‐up questions. The interviews were audio‐recorded 
and transcribed verbatim after all interviews were completed. The 
texts were managed and systematised by Microsoft Word® and by 
working manually with printouts and pen and paper. Quotations 
from the texts were translated from Norwegian to English by the 
first author of the present paper (JAS).

2.3 | Ethical considerations

The present qualitative study was approved by the Regional 
Committee for Medical and Health Research Ethics in Central 
Norway (REK midt 2013/2098) as a sub‐study of the previously 

described pilot study. The written study information and informed 
consent included both the pilot study and the qualitative sub‐study. 
All participants that were invited for the qualitative study after 
treatment renewed their consent before the interview. The inter‐
viewer strived to create trust with the participants, by recognising 
their situation and the experiences from the treatment‐period. All 
participants were offered to read the transcribed interviews and to 
know more about the analysis process, but none of them expressed 
any interest.

2.4 | Analysis

The transcribed interviews were analysed by qualitative content 
analysis. This is a method mainly focusing on the subject and context, 
emphasising differences and similarities within codes and catego‐
ries (Graneheim & Lundman, 2004). The manifest content analysis, 
rather than latent content analysis, was chosen to describe vis‐
ible and clear components from the interviews (Downe‐Wamboldt, 
1992; Kondracki, Wellman, & Amundson, 2002).

Initially, all the interviews were read and reread by the core 
analysing team (JAS, ASH, and KS) to get a general overview and 
a sense of topics. The topics were discussed, leading to a consen‐
sus among all of the authors regarding the focus of the analysis. 
Next, all relevant meaning units (i.e., the constellation of words 
or statements that relate to the same central meaning) were ex‐
tracted, and meaning units that deviated from the focus of the 
study were excluded (Graneheim & Lundman, 2004). The mean‐
ing units were then sorted into the preliminary categories “before 
treatment,” “symptoms/side effects,” “consequences,” “supportive 
actions,” and “after treatment.” Based on these preliminary cate‐
gories, codes were created to label all meaning units (e.g., “nutri‐
tional preparations,” “mucous, nausea and vomiting,” “swallowing 
difficulties,” “coping strategies,” “hospital admission and tube‐
feeding,” “hope and expectations” and “thoughts and reflections”). 
Sub‐categories were then abstracted, combining one or more of 
the codes within the preliminary categories to cover the time pe‐
riods from diagnosis to the acute recovery phase after treatment. 
Finally, new category names were created and narrative descrip‐
tions were written. The phases of developing codes, sub‐catego‐
ries and categories were continuously reflected on and discussed 
between the core analysing team throughout the process. The 
core analysing team continuously returned to the original text to 
ensure that that the core meaning was preserved, and this process 
was maintained throughout the entire analysis.

3  | RESULTS

The patients' nutritional experiences and needs for nutritional 
support evolved within the four categories Waiting to get started, 
Undergoing daily radiotherapy turns everyday life upside down, 
Finally done but still troubling and Reflecting on the treatment 
trajectory.
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3.1 | Waiting to get started

3.1.1 | Preparing for radiotherapy

Except from following generalised advice to increase the caloric in‐
take and acquire nutritional drinks, the participants did not highlight 
any specific nutritional preparations before starting radiotherapy. 
Living as normal as possible and maintaining everyday routines, 
including their dietary pattern, was the way they coped with the 
situation. However, the participants who underwent surgery prior 
to radiotherapy described commonly soreness, pain and swallowing 
difficulties. It was experienced as difficult to eat and drink as normal, 
and initial weight loss started. Also, fatigue and appetite loss was 
mentioned, and the situation was described as not the most ideal for 
the upcoming radiotherapy:

My starting point for radiotherapy was really bad. I 
had gone through surgery with removal of the tumour 
and tonsils, and then biopsies from different locations 
in my throat 14 days after that. I felt exhausted al‐
ready at the first day, and I think that was the reason 
I got so sick and dehydrated during the initial days of 
radiotherapy. 

Participant 4

3.1.2 | Receiving information

The participants received both oral and written information about 
the expected nutrition‐related consequences of treatment, but 
preferred different delivery methods. One participant stated "I'm 
a craftsman and a man, and you have to tell these things to idiots 

TA B L E  1   Characteristics of the participants

 
Number of 
participants

Gender

Males 5

Females 5

Age distribution

40–49 1

50–59 4

60–69 4

70–79 1

Civil status

Married/cohabiting 7

Single 3

Education

Primary/secondary school 7

College/university 3

Employment status

Employed 6

Disability benefits 2

Retired 2

Tumour site

Oropharynx 7

Salivary glands 2

Unknown origin 1

Tumour stage

Stage I‐II 2

Stage III 2

Stage IVA 5

Not assessed 1

Treatment modality

Surgery + chemoradiotherapy 4

Surgery + radiotherapy 3

Chemoradiotherapy 2

Radiotherapy 1

Hospital admissions 7

No hospital admission 5

Staying at home 2

Staying at outpatient accommodation 1

Nasogastric tube 6

Still in place at the time of the 
interview

5

Karnofsky performance status (0–100)a

Score = 80% 3

Score = 70% 7

Symptoms (0–100)b

Fatigue score ≥ 50 7

(Continues)

 
Number of 
participants

Nausea/vomiting score ≥ 50 5

Pain score ≥ 50 9

Nutritional status (0–36)c

Score ≥ 9 9

Score 2–8 1

aScored by a physiotherapist at the end of radiotherapy, 0 = dead and 
100 = normal no complaints (80%: able to do normal activity/work with 
some effort, some signs or symptoms, 70%: cares for self, but unable to 
carry on normal activity or to do active work (Yates et al., 1980). 
bSelf‐reported by the European Organization for Research and 
Treatment of Cancer Quality of Life Questionnaire (EORTC QLQ‐C30) 
at the end of radiotherapy, 0 = no symptoms and 100 = maximal symp‐
toms (Aaronson et al., 1993). 
cSelf‐reported by the Patient‐Generated Subjective Global Assessment 
(PG‐SGA) Short Form at the end of radiotherapy, 0 = no problems 
and 36 = severe problems (0–1: no interventions needed, 2–8: require 
nutritional interventions, ≥ 9: critical need for improved symptom 
management and/or nutrient intervention options) (Detsky et al., 1987; 
Gabrielson et al., 2013). 

TA B L E  1   (Continued)
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like me and not just deliver a stack of papers," while another found 
the written information really relevant and "read it all." The partici‐
pants appreciated to have someone among the treatment staff to 
ask questions as they appeared.

3.2 | Undergoing daily radiotherapy turns everyday 
life upside down

3.2.1 | Increasing side effects and diminishing 
food intake

The participants described that side effects started slowly in the 
first week of radiotherapy and "just increased as the weeks went 
by," and included soreness, pain, nausea, increased mucous produc‐
tion, alterations of taste and smell, swallowing difficulties and mouth 
dryness:

But in the second week, the side‐effects became 
more evident, and in the third week they really struck 
[…]. It was just painful to swallow, pain and soreness 
[…]. The taste disappeared completely, and every‐
thing tasted crap, metal, like in a weird way […]. And 
then the increased mucous production on top of that, 
which was the worst part. 

Participant 5

It was indicated that a combination of soreness, pain and in‐
creased mucous production represented the main cause of the swal‐
lowing difficulties, and most participants suffered from a decreased 
nutritional intake. "The feeling of being really sick" was also high‐
lighted, and loss of appetite was evident. Some participants gave de‐
tailed descriptions of their weight development, while others made 
rough estimates.

3.2.2 | Coping with increasing nutritional problems

The participants expressed different strategies to manage their in‐
creasing nutritional problems during radiotherapy. "To live like nor‐
mal at home" and "avoid losing too much weight" were highlighted 
as a motivation for keeping up the nutritional intake, and actions 
were taken like "I squeezed the potatoes in the sauce, I even used a 
knife and fork to cut the crust from a slice of bread." One participant 
stated "I just forced myself to eat because I knew I needed food," and 
made several active efforts to make this possible:

The next week I brought a blender back to the outpa‐
tient accommodation and mashed all the food in my 
room, and then I was able to ingest some […]. During 
the weekends at home, I made it a bit more advanced 
by blending for example broth, meat and vegetables 
into a drinkable soup, which I brought back to the out‐
patient accommodation. 

Participant 3

3.2.3 | Using oral nutritional supplements as 
nutritional first aid

All participants were introduced to oral nutritional supplements 
prior to or during radiotherapy. Those tasting the nutritional drinks 
from the start of radiotherapy, found them "really good when test‐
ing the different flavours." All participants expressed that it became 
gradually more difficult to ingest the drinks as the intensity of the 
side effects increased, and most participants had to quit the drinks 
about halfway through radiotherapy:

I tried to continue with the nutritional drinks, but it 
was becoming increasingly unbearable. The taste of it 
just got more nasty, it became more and more difficult 
to swallow and I got really nauseous […]. It tasted of 
metal and cardboard, I don't know how else to put it. 

Participant 1

3.2.4 | Deciding hospitalisation and starting tube‐
feeding

Hospital admissions occurred in the third or fourth week of radio‐
therapy. It was expressed that the side effects affected the nutri‐
tional intake to such an extent that "I just wasn't able to swallow 
anymore." Although the participants highlighted that it was the 
treatment staff's suggestion and decision to admit them to the hos‐
pital, the participants regarded hospitalisation as a necessary way 
out of an unbearable nutritional situation.

Tube‐feeding was started in virtually all participants just after 
hospitalisation, and was described as "I felt much better already the 
day after I started the tube‐feeding" and "my body weight was sta‐
bilised after I got the tube." However, the tube was tolerated dif‐
ferently among the participants. One expressed "I barely managed 
the tube in my throat because I easily throw up," while another, that 
had to change the tube several times, stated "it was not a problem 
because they do it in a really smooth and quick way."

Most of the participants that did not start tube‐feeding were not 
hospitalised, and were able to ingest food although "smaller and smaller 
portions of dinner" and despite that "it was very painful to eat and ev‐
erything tasted the same." One participant really wanted to avoid the 
tube, even if it was recommended by the treatment staff:

But I really didn't want to install a tube, because from 
that moment on you really mark the transition from a 
person to a patient. 

Participant 4

3.3 | Finally done but still troubling

3.3.1 | Persisting side effects and altered senses

After treatment, side effects like pain, nausea, altered or loss of 
taste and increased mucous production were still troubling the 
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participants. Decreased saliva secretion was also addressed, and it 
was stated that "some of the saliva secretion has returned, but it's 
not like it used to be, it's stickier." Most participants expressed they 
were still unable to achieve a normal intake, and it was stated that 
"the food still needs to have a smooth texture and definitely not any 
sharp edges to slide down." Pain and sticky saliva were highlighted 
as the main causes for the swallowing difficulties. Food they nor‐
mally enjoyed now tasted awful, or the taste was totally or partly 
missing:

Now I can feel a hint of flavour when I start to eat 
some food like soft‐boiled eggs and maybe tomato 
sauce. But the flavour is gone already after a couple 
of spoons. So it doesn't matter what I eat, it all tastes 
the same. 

Participant 3

The three participants who completed the interviews about 
4 weeks after treatment expressed improvements of the side effects 
but still troubled to eat adequately: "The soreness in my throat has 
improved some, and I try to ingest some porridge, soup and half a 
slice of bread." It was also described eating problems despite being 
able to swallow:

Now I'm able to swallow, but the thing is that noth‐
ing tastes anything and I get nauseous from it […]. It's 
such a pity because I really want to eat, but it's so dis‐
gusting in a way. 

Participant 10

3.3.2 | Moving towards the usual life

The participants expressed different strategies to cope with their 
deteriorated nutritional situation after radiotherapy, mainly by fo‐
cusing on maximising the food intake either through the tube, orally 
or a combination of both. With regard to the tube‐feeding, the par‐
ticipants expressed concern regarding their ability to get enough 
calories and about "getting nauseous again if I take too much at 
once." To optimise oral intake, patients referred to strategies such 
as finding the best time during the day for eating and adjusting the 
consistency of the food.

Patients tried to use nutritional drinks "as a snack meal in be‐
tween the tube‐feeding," and tried to take these drinks on a regular 
basis. The importance of living as normal as possible was also ex‐
pressed as a way of maintaining the food intake:

I have tried to live as normal as possible from diagno‐
sis and until now, also when it comes to nutrition and 
food. So, now I blend the ingredients separately, not 
making one soup out of it, and serve it separately on 
the plate like a normal dinner. 

Participant 3

The participants hoped for a gradual increase in their food intake 
in the upcoming period. One explicitly stated "that's what I'm hoping 
for now, to be able to eat, you know, and get rid of the tube," while it 
was recognised that "the recovery will take some time" and "I guess 
it's different from person to person how long time it takes to be able 
to eat again." It was pointed out some specific expectations related 
to the type of food, like "I expect to be able to ingest some soup or 
porridge from now on."

3.4 | Reflecting on the treatment trajectory

3.4.1 | Highlighting tailored information and 
specialised nutritional support

When looking back at the entire treatment trajectory, the partici‐
pants questioned their ability to absorb the provided information 
prior to start of radiotherapy:

I'm not sure I was able to absorb the information at 
that time. It's something completely different when 
you actually experience the side‐effects compared to 
hearing or reading about them. 

Participant 5

The participants requested more information about "what is nor‐
mal and not" regarding the time aspect of the side effects, and stated 
"it's still unclear when I can expect to start eating again" and "nobody 
has told me when it is expected that the mucous and saliva produc‐
tion will normalise." It was suggested that "the treatment staff could 
have informed a little bit more in detail about when it is expected to 
start chewing and eating again," and it was also suggested to intro‐
duce peer support in the period before radiotherapy. The absence of 
nutritional support from a dietitian was specifically addressed:

A doctor, nurse and dental hygienist were all present 
at the weekly status meetings. But a dietitian was 
never present, and I was never offered a referral for 
dietary counselling. 

Participant 4

4  | DISCUSSION

While waiting to get started with radiotherapy, the reduced food 
intake after surgery was experienced as a poor starting point. When 
undergoing daily radiotherapy, the side effects caused increasing 
difficulties with eating and drinking, and loss of appetite was evi‐
dent. The participants had to customise their meals to improve the 
food intake. Using oral nutritional supplements as nutritional first 
aid only made sense during the initial weeks of radiotherapy, since 
it eventually got unbearable to ingest them. Hospital admissions oc‐
curred about halfway through radiotherapy, and tube‐feeding was 



     |  7 of 11SANDMÆL et al.

initiated just after being hospitalised. Although finally done with 
radiotherapy, the participants felt discouraged about the persistent 
side effects, preventing them from eating and drinking as desired. 
When reflecting on the course of treatment, the participants ques‐
tioned their ability to absorb the pre‐treatment information about 
nutritional side effects. They missed specific information regarding 
the expected recovery from side effects and when to resume eating, 
and the absence of a dietitian as part of the multidisciplinary team 
was highlighted.

Being exposed to the side effects of radiotherapy was experi‐
enced as quite different from just hearing and reading about them 
in the present study. Even though the participants received stan‐
dard information before the treatment started, it is a well‐known 
challenge for patients to realise the practical implications of med‐
ical information, and in particular for patients with HNC that are 
exposed to extensive information from various healthcare profes‐
sionals (Diefenbach et al., 2009; Ishikawa, Hashimoto, & Kiuchi, 
2013; Ziegler, Newell, Stafford, & Lewin, 2004). This could be caused 
by the lack of time to assimilate the information, and the fact that 
traumatic experiences are indescribable until they have been expe‐
rienced (Llewellyn, McGurk, & Weinman, 2005). Also, the shock of 
diagnosis in conjunction with the tumour morbidity may reduce the 
patients’ ability to absorb the information adequately despite care‐
ful explanations. The latter is in line with research documenting that 
many patients with HNC suffer from psychological distress already 
from diagnosis, which may interfere with the patients' ability to ab‐
sorb and process relevant information (Chen et al., 2009; Williams, 
2017). Ensuring that key messages are repeated continuously, and 
preferably coupled with written materials, may facilitate for an im‐
proved understanding of the information. In addition, as highlighted 
in the present study, utilising former patients with similar experi‐
ences to provide relevant information may improve the credibility 
and thus the absorption of the information.

The participants called for more specific information about the nu‐
tritional consequences of the side effects and stressed the need to pro‐
vide an approximate timeline of recovery in the post‐treatment phase. 
This is in line with the findings from a survey of information needs and 
preferences in patients with HNC, which showed that information 
about treatment and recovery time frames was considered most im‐
portant, in addition to signs and symptoms of recurrence, cure rates, 
post‐treatment rehabilitation and financial support (Saroa et al., 2018).

Medical information provided to patients with HNC is typically 
generic and intended to apply for all patients. However, the dura‐
tion of recovery varies greatly between patients with HNC, and in‐
formation provided on a group level may not fit with the progress 
of the individual patient's recovery. Several studies have shown 
that a generic provision of information is not sensitive enough to 
capture the variation that exists between patients in their desire 
for and understanding of information (Fujimori & Uchitomi, 2009; 
Kreuter, Strecher, & Glassman, 1999; Rodin et al., 2009). In addition, 
a recently published qualitative study that described HNC patients' 
perceptions of information delivery indicates that comprehensive 
verbal information and audio visuals may prepare the patients in a 

better way compared to providing only verbal information in an ad‐
hoc manner (D'Souza et al., 2018).

Providing individually tailored information, and involving the pa‐
tients in the decision‐making by requesting values and preferences 
with regard to food, has been found to result in higher levels of can‐
cer knowledge and satisfaction with information, and lower levels 
of anxiety, compared to providing generic information (D'Souza, 
Blouin, Zeitouni, Muller, & Allison, 2013a, 2013b). This indicates that 
an assessment of HNC patient's needs for information is vital before 
deciding information strategies, although the findings need to be 
confirmed with a randomised approach. However, such a patient‐
centred approach of providing information and nutritional interven‐
tions may not fit the current streamlined cancer pathways in Norway, 
and we therefore suggest that individually tailored nutritional sup‐
port forms a part of the clinical pathway of HNC treatment. Clinical 
nurse specialists are recommended to act as gatekeepers to the pa‐
tients' cancer pathway to provide a seamless journey; they therefore 
form a vital part of the multidisciplinary team to support implemen‐
tation of more patient‐centred nutritional support in all phases of 
the treatment trajectory (Dempsey, Orr, Lane, & Scott, 2016).

The absence of a dietitian as part of the multidisciplinary team was 
highlighted. Both after surgery and during the initial weeks of radio‐
therapy, the participants had to customise their meals to the best of 
their ability. Nutritional drinks were recommended for all on a gen‐
eral basis. The majority of the participants were hospitalised about 
halfway through radiotherapy, and tube‐feeding was then initiated. 
Since patients with HNC are at a high risk of malnutrition already from 
diagnosis, specific nutritional strategies are required to minimise the 
negative consequences of surgery, radiotherapy and chemotherapy 
(Hebuterne et al., 2014; Silva, de Oliveira, Souza, Figueroa, & Santos, 
2015; Weimann et al., 2017). Specialised nutrition competencies and 
skills are needed to make early detections of patients in need of nutri‐
tional support and to assess and initiate relevant nutritional support. 
Hospital stays are longer and costs per hospitalisation are higher in 
malnourished cancer patients, thus actions that may delay or prevent 
hospital admissions during treatment are desired (Maasberg et al., 
2017; Planas et al., 2016; Pressoir et al., 2010). Updated international 
clinical guidelines on nutritional support in cancer patients recom‐
mend that dietitians play a central role in the multidisciplinary team re‐
sponsible for the supportive care of HNC patients (Arends, Bachmann, 
et al., 2017; Thompson et al., 2017). The reasons for the inconsistent 
provision of dietitian‐delivered nutritional support to Norwegian HNC 
patients need to be clarified in order to improve the quality of patient 
care. Not only may a dietitian improve the nutritional support through 
direct contact with HNC patients, but also through increasing the nu‐
tritional expertise of the involved healthcare professionals.

4.1 | Strengths, limitations and trustworthiness

Qualitative methods may contribute with a deeper understanding 
of the nutritional impact of a HNC diagnosis and treatment, and is 
an excellent fit to quantitative data documenting the occurrence 
of side effects and effective nutritional interventions. The use of 
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a semi‐structured interview guide allowed for unexpected aspects 
and themes to arise. All interviews were carried out by a research 
nurse with experiences clinical trials utilising both quantitative and 
qualitative methods, and with clinical experience from the field of 
HNC.

The included participants were invited from a randomised re‐
habilitation study that involved the majority of all HNC patients 
scheduled for curative treatment within the health region of cen‐
tral Norway (2015–2016). The participants represent the heteroge‐
neity of HNC patients, including both genders, younger and older 
than 60 years and living in rural and urban areas. Most of the par‐
ticipants (7 out of 10) were diagnosed with pharyngeal cancer in the 
present sample, and patients with oral cavity and laryngeal cancer 
were not represented. While the treatment modalities of oral and 
laryngeal cancer are similar to that of pharyngeal cancer (i.e., radio‐
therapy ± chemotherapy), patients with laryngeal cancer often ex‐
perience less side effects compared to oral and pharyngeal cancer 
due to much smaller irradiated areas, depending on stage (Evensen, 
2015). Since more than half of the participants (6 out of 10) partic‐
ipated in the rehabilitation intervention during radiotherapy, while 
the other participants received standard care in the same period, the 
intervention may have influenced the perceptions of supportive care 
and the provision of nutritional drinks. However, the interviewer 
experienced that the participants did not distinguish between the 
study‐specific and standard care, since nutritional drinks also were 
recommended as part of the standard care.

Since the interviews were conducted about 2 weeks after the 
end of radiotherapy, and even about 4 weeks after treatment for 
three participants, oversights and recall biases of relevant events 
cannot be ruled out. Repeating the interviews during the different 
treatment phases would result in more accurate snapshots of the 
patients' experiences and will be conducted in a planned follow‐up 
study within this patient group.

4.2 | Clinical implications

The findings from the present study stress the importance of dieti‐
tian led nutritional care during all phases of the clinical pathway in 
patients with HNC. Addressing nutritional issues immediately fol‐
lowing diagnosis enables appropriate interventions on time (Larsson, 
Hedelin, Johansson, & Athlin, 2005; Sanson‐Fisher et al., 2000). A 
nutritional screening is recommended for all patients with HNC, 
followed by a full assessment if nutritional risk is present (Arends, 
Baracos, et al., 2017). Subsequent nutritional support should be 
initiated before treatment start, since nutritional interventions are 
most successful if initiated early (Capra, Ferguson, & Ried, 2001; 
Langius et al., 2013; Ottery, 1995; Piquet et al., 2002). Nutritional 
counselling is recommended as the first line of nutritional support 
and should consist of a patient‐centred and repeated communica‐
tion process to provide the patients with a thorough understand‐
ing of nutritional topics, as distinct from brief and casual dietary 
advice (Arends, Bachmann, et al., 2017). Such counselling will en‐
sure that relevant nutrition‐related information is provided. Since 

radiotherapy and chemotherapy are intended to be carried out on 
an outpatient basis in patients with HNC, it is necessary to co‐or‐
dinate and adjust nutritional interventions to the patients' hospital 
visits. Finally, the interventions should meet the patients' changing 
needs in order to enhance coping and self‐care in the home situation 
(Wells, 1998).

In addition to the importance of early detection and initiation 
of nutritional support, the present study also revealed the need for 
individual strategies for providing medical information during the 
different treatment phases. Continuous assessments of health sta‐
tus and side effects are essential to be able to provide meaningful 
information to each patient, which may enhance self‐care (Larsson 
et al., 2003).

5  | CONCLUSION

The comprehensive nutritional problems that patients with HNC ex‐
perience from diagnosis to the recovery phase after treatment indi‐
cate a need for dietitian led individually tailored nutritional care to 
improve patient outcomes. This implies early individual assessments 
of needs for information and nutritional support for all patients, 
including continuous reassessments of the changing needs. In this 
way, individualised nutritional care may become an integrated part 
of the clinical HNC pathway.

ACKNOWLEDG EMENTS

A special thanks to research nurse Vanja Vannebo at St. Olavs hospi‐
tal, Trondheim University Hospital who helped prepare and conduct 
the interviews.

CONFLIC T OF INTERE S T

The authors declare that they have no competing interests.

ORCID

Jon Arne Sandmæl   https://orcid.org/0000-0002-7944-4338 

R E FE R E N C E S

Aaronson, N. K., Ahmedzai, S., Bergman, B., Bullinger, M., Cull, A., Duez, 
N. J., … Takeda, F. (1993). The European organization for research and 
treatment of cancer QLQ‐C30: A quality‐of‐life instrument for use in 
international clinical trials in oncology. Journal of the National Cancer 
Institute, 85(5), 365–376. https​://doi.org/10.1093/jnci/85.5.365

Arends, J., Bachmann, P., Baracos, V., Barthelemy, N., Bertz, H., Bozzetti, 
F., … Preiser, J.‐C. (2017). ESPEN guidelines on nutrition in cancer 
patients. Clinical Nutrition, 36(1), 11–48. https​://doi.org/10.1016/j.
clnu.2016.07.015

Arends, J., Baracos, V., Bertz, H., Bozzetti, F., Calder, P. C., Deutz, N., 
… Weimann, A. (2017). ESPEN expert group recommendations for 
action against cancer‐related malnutrition. Clinical Nutrition, 36(5), 
1187–1196. https​://doi.org/10.1016/j.clnu.2017.06.017

https://orcid.org/0000-0002-7944-4338
https://orcid.org/0000-0002-7944-4338
https://doi.org/10.1093/jnci/85.5.365
https://doi.org/10.1016/j.clnu.2016.07.015
https://doi.org/10.1016/j.clnu.2016.07.015
https://doi.org/10.1016/j.clnu.2017.06.017


     |  9 of 11SANDMÆL et al.

Capra, S., Ferguson, M., & Ried, K. (2001). Cancer: Impact of nutrition 
intervention outcome–nutrition issues for patients. Nutrition, 17(9), 
769–772. https​://doi.org/10.1016/S0899-9007(01)00632-3

Chen, A. M., Jennelle, R. L. S., Grady, V., Tovar, A., Bowen, K., Simonin, P., 
… Vijayakumar, S. (2009). Prospective study of psychosocial distress 
among patients undergoing radiotherapy for head and neck cancer. 
International Journal of Radiation Oncology Biology Physics, 73(1), 187–
193. https​://doi.org/10.1016/j.ijrobp.2008.04.010

Chencharick, J. D., & Mossman, K. L. (1983). Nutritional consequences 
of the radiotherapy of head and neck cancer. Cancer, 51(5), 811–815. 
https​://doi.org/10.1002/1097-0142(19830​301)51:5<811:AID-
CNCR2​82051​0511>3.0.CO;2-M

Cunningham, R. S., & Bell, R. (2000). Nutrition in cancer: An overview. 
Seminars in Oncology Nursing, 16(2), 90–98. https​://doi.org/10.1053/
on.2000.7141

De Sanctis, V., Bossi, P., Sanguineti, G., Trippa, F., Ferrari, D., Bacigalupo, 
A., … Lalla, R. V. (2016). Mucositis in head and neck cancer patients 
treated with radiotherapy and systemic therapies: Literature review 
and consensus statements. Critical Reviews in Oncology Hematology, 
100, 147–166. https​://doi.org/10.1016/j.critr​evonc.2016.01.010

Dempsey, L., Orr, S., Lane, S., & Scott, A. (2016). The clinical nurse spe‐
cialist's role in head and neck cancer care: United Kingdom national 
multidisciplinary guidelines. Journal of Laryngology and Otology, 
130(S2), S212–S215. https​://doi.org/10.1017/S0022​21511​6000657

Detsky, A. S., McLaughlin, J. R., Baker, J. P., Johnston, N., Whittaker, S., 
Mendelson, R. A., & Jeejeebhoy, K. N. (1987). What is subjective 
global assessment of nutritional status? JPEN Journal of Parenteral 
and Enteral Nutrition, 11(1), 8–13. https​://doi.org/10.1177/01486​
07187​01100108

Diefenbach, M., Turner, G., Carpenter, K. M., Sheldon, L. K., Mustian, K. 
M., Gerend, M. A., … Miller, S. M. (2009). Cancer and patient‐physi‐
cian communication. Journal of Health Communication, 14(Suppl 1), 
57–65. https​://doi.org/10.1080/10810​73090​2814079

Downe‐Wamboldt, B. (1992). Content analysis: Method, applications, 
and issues. Health Care for Women International, 13(3), 313–321. 
https​://doi.org/10.1080/07399​33920​9516006

D'Souza, V., Blouin, E., Zeitouni, A., Muller, K., & Allison, P. J. (2013a). 
Do multimedia based information services increase knowledge and 
satisfaction in head and neck cancer patients? Oral Oncology, 49(9), 
943–949. https​://doi.org/10.1016/j.oralo​ncolo​gy.2013.06.005

D'Souza, V., Blouin, E., Zeitouni, A., Muller, K., & Allison, P. J. (2013b). 
An investigation of the effect of tailored information on symp‐
toms of anxiety and depression in head and neck cancer patients. 
Oral Oncology, 49(5), 431–437. https​://doi.org/10.1016/j.oralo​ncolo​
gy.2012.12.001

D'Souza, V., Serrao, M., Watson, E., Blouin, E., Zeitouni, A., & Allison, P. 
J. (2018). Information service in head and neck cancer care‐a qual‐
itative study. Supportive Care in Cancer, 26(1), 91–98. https​://doi.
org/10.1007/s00520-017-3818-1

Evensen, J. F. (2015). Cancer of the Head/Neck Region [Oncology 
Encyclopedia]. In J. F. Evensen, H. E. Danielsen, E. Y. Hanna, A. M. 
Gillenwater, & R. S. Weber (Eds.), Oncolex‐Oncology Encyclopedia. Oslo, 
Norway. Available from: http://oncol​ex.org/Head-and-Neck-cancer

Fujimori, M., & Uchitomi, Y. (2009). Preferences of cancer patients re‐
garding communication of bad news: A systematic literature review. 
Japanese Journal of Clinical Oncology, 39(4), 201–216. https​://doi.
org/10.1093/jjco/hyn159

Gabrielson, D. K., Scaffidi, D., Leung, E., Stoyanoff, L., Robinson, J., 
Nisenbaum, R., … Darling, P. B. (2013). Use of an abridged scored 
patient‐generated subjective global assessment (abPG‐SGA) as a nu‐
tritional screening tool for cancer patients in an outpatient setting. 
Nutrition and Cancer, 65(2), 234–239. https​://doi.org/10.1080/01635​
581.2013.755554

Graneheim, U. H., & Lundman, B. (2004). Qualitative content analysis 
in nursing research: Concepts, procedures and measures to achieve 

trustworthiness. Nurse Education Today, 24(2), 105–112. https​://doi.
org/10.1016/j.nedt.2003.10.001

Gregoire, V., Langendijk, J. A., & Nuyts, S. (2015). Advances in radiother‐
apy for head and neck cancer. Journal of Clinical Oncology, 33(29), 
3277–3284. https​://doi.org/10.1200/JCO.2015.61.2994

Harrison, L. B., Sessions, R. B., & Kies, M. S. (2013). Head and neck cancer. 
A multidisciplinary approach, (4th edn). Philadelphia, PA: Lippincott 
Williams & Wilkins.

Hebuterne, X., Lemarie, E., Michallet, M., de Montreuil, C. B., Schneider, 
S. M., & Goldwasser, F. (2014). Prevalence of malnutrition and cur‐
rent use of nutrition support in patients with cancer. JPEN Journal 
of Parenteral and Enteral Nutrition, 38(2), 196–204. https​://doi.
org/10.1177/01486​07113​502674

Ishikawa, H., Hashimoto, H., & Kiuchi, T. (2013). The evolving concept of 
"patient‐centeredness" in patient‐physician communication research. 
Social Science and Medicine, 96, 147–153. https​://doi.org/10.1016/j.
socsc​imed.2013.07.026

Jellema, A. P., Slotman, B. J., Doornaert, P., Leemans, C. R., & Langendijk, 
J. A. (2007). Impact of radiation‐induced xerostomia on quality of life 
after primary radiotherapy among patients with head and neck can‐
cer. International Journal of Radiation Oncology Biology Physics, 69(3), 
751–760. https​://doi.org/10.1016/j.ijrobp.2007.04.021

Kondracki, N. L., Wellman, N. S., & Amundson, D. R. (2002). Content 
analysis: Review of methods and their applications in nutrition ed‐
ucation. Journal of Nutrition Education and Behavior, 34(4), 224–230. 
https​://doi.org/10.1016/S1499-4046(06)60097-3

Kreuter, M. W., Strecher, V. J., & Glassman, B. (1999). One size does 
not fit all: The case for tailoring print materials. Annals of Behavioral 
Medicine, 21(4), 276–283. https​://doi.org/10.1007/BF028​95958​

Kruizenga, H. M., Wierdsma, N. J., Von Bokhorst, M. A., de van der 
schueren, Haollander, H. J., Jonkers‐Schuitema, C. F., … van Staveren, 
W. A. (2003). Screening of nutritional status in The Netherlands. 
Clinical Nutrition, 22(2), 147–152. https​://doi.org/10.1054/
clnu.2002.0611

Lang, H., France, E., Williams, B., Humphris, G., & Wells, M. (2013). The 
psychological experience of living with head and neck cancer: A sys‐
tematic review and meta‐synthesis. Psycho‐Oncology, 22(12), 2648–
2663. https​://doi.org/10.1002/pon.3343

Langius, J. A., Zandbergen, M. C., Eerenstein, S. E., van Tulder, M. W., 
Leemans, C. R., Kramer, M. H., & Weijs, P. J. (2013). Effect of nutri‐
tional interventions on nutritional status, quality of life and mortality 
in patients with head and neck cancer receiving (chemo) radiother‐
apy: A systematic review. Clinical Nutrition, 32(5), 671–678. https​://
doi.org/10.1016/j.clnu.2013.06.012

Larsson, M., Hedelin, B., & Athlin, E. (2003). Lived experiences of eat‐
ing problems for patients with head and neck cancer during ra‐
diotherapy. Journal of Clinical Nursing, 12(4), 562–570. https​://doi.
org/10.1046/j.1365-2702.2003.00751.x

Larsson, M., Hedelin, B., Johansson, I., & Athlin, E. (2005). Eating prob‐
lems and weight loss for patients with head and neck cancer: A 
chart review from diagnosis until one year after treatment. Cancer 
Nursing, 28(6), 425–435. https​://doi.org/10.1097/00002​820-20051​
1000-00004​

Llewellyn, C. D., McGurk, M., & Weinman, J. (2005). Striking the right 
balance: A qualitative pilot study examining the role of information 
on the development of expectations in patients treated for head and 
neck cancer. Psychology, Health and Medicine, 10(2), 180–193. https​
://doi.org/10.1080/13548​50042​00032​6593

Maasberg, S., Knappe‐Drzikova, B., Vonderbeck, D., Jann, H., Weylandt, 
K. H., Grieser, C., … Pape, U.‐F. (2017). Malnutrition predicts 
clinical outcome in patients with neuroendocrine neoplasia. 
Neuroendocrinology, 104(1), 11–25. https​://doi.org/10.1159/00044​
2983

McCarter, K., Baker, A. L., Britton, B., Halpin, S. A., Beck, A., Carter, G., … 
Forbes, E. (2018). Head and neck cancer patient experience of a new 

https://doi.org/10.1016/S0899-9007(01)00632-3
https://doi.org/10.1016/j.ijrobp.2008.04.010
https://doi.org/10.1002/1097-0142(19830301)51:5%3C811:AID-CNCR2820510511%3E3.0.CO;2-M
https://doi.org/10.1002/1097-0142(19830301)51:5%3C811:AID-CNCR2820510511%3E3.0.CO;2-M
https://doi.org/10.1053/on.2000.7141
https://doi.org/10.1053/on.2000.7141
https://doi.org/10.1016/j.critrevonc.2016.01.010
https://doi.org/10.1017/S0022215116000657
https://doi.org/10.1177/014860718701100108
https://doi.org/10.1177/014860718701100108
https://doi.org/10.1080/10810730902814079
https://doi.org/10.1080/07399339209516006
https://doi.org/10.1016/j.oraloncology.2013.06.005
https://doi.org/10.1016/j.oraloncology.2012.12.001
https://doi.org/10.1016/j.oraloncology.2012.12.001
https://doi.org/10.1007/s00520-017-3818-1
https://doi.org/10.1007/s00520-017-3818-1
http://oncolex.org/Head-and-Neck-cancer
https://doi.org/10.1093/jjco/hyn159
https://doi.org/10.1093/jjco/hyn159
https://doi.org/10.1080/01635581.2013.755554
https://doi.org/10.1080/01635581.2013.755554
https://doi.org/10.1016/j.nedt.2003.10.001
https://doi.org/10.1016/j.nedt.2003.10.001
https://doi.org/10.1200/JCO.2015.61.2994
https://doi.org/10.1177/0148607113502674
https://doi.org/10.1177/0148607113502674
https://doi.org/10.1016/j.socscimed.2013.07.026
https://doi.org/10.1016/j.socscimed.2013.07.026
https://doi.org/10.1016/j.ijrobp.2007.04.021
https://doi.org/10.1016/S1499-4046(06)60097-3
https://doi.org/10.1007/BF02895958
https://doi.org/10.1054/clnu.2002.0611
https://doi.org/10.1054/clnu.2002.0611
https://doi.org/10.1002/pon.3343
https://doi.org/10.1016/j.clnu.2013.06.012
https://doi.org/10.1016/j.clnu.2013.06.012
https://doi.org/10.1046/j.1365-2702.2003.00751.x
https://doi.org/10.1046/j.1365-2702.2003.00751.x
https://doi.org/10.1097/00002820-200511000-00004
https://doi.org/10.1097/00002820-200511000-00004
https://doi.org/10.1080/1354850042000326593
https://doi.org/10.1080/1354850042000326593
https://doi.org/10.1159/000442983
https://doi.org/10.1159/000442983


10 of 11  |     SANDMÆL et al.

dietitian‐delivered health behaviour intervention: 'you know you 
have to eat to survive'. Supportive Care in Cancer, 26(7), 2167–2175. 
https​://doi.org/10.1007/s00520-017-4029-5

McQuestion, M., Fitch, M., & Howell, D. (2011). The changed meaning of 
food: Physical, social and emotional loss for patients having received 
radiation treatment for head and neck cancer. European Journal 
of Oncology Nursing, 15(2), 145–151. https​://doi.org/10.1016/j.
ejon.2010.07.006

Odelli, C., Burgess, D., Bateman, L., Hughes, A., Ackland, S., Gillies, J., & 
Collins, C. E. (2005). Nutrition support improves patient outcomes, 
treatment tolerance and admission characteristics in oesophageal 
cancer. Clinical Oncology, 17(8), 639–645. https​://doi.org/10.1016/j.
clon.2005.03.015

Ottery, F. D. (1995). Supportive nutrition to prevent cachexia and im‐
prove quality of life. Seminars in Oncology, 22(2 Suppl 3), 98–111.

Paccagnella, A., Morello, M., Da Mosto, M. C., Baruffi, C., Marcon, M. 
L., Gava, A., … Marchiori, C. (2010). Early nutritional interven‐
tion improves treatment tolerance and outcomes in head and 
neck cancer patients undergoing concurrent chemoradiotherapy. 
Supportive Care in Cancer, 18(7), 837–845. https​://doi.org/10.1007/
s00520-009-0717-0

Piquet, M.‐A., Ozsahin, M., Larpin, I., Zouhair, A., Coti, P., Monney, M., 
… Roulet, M. (2002). Early nutritional intervention in oropharyngeal 
cancer patients undergoing radiotherapy. Supportive Care in Cancer, 
10(6), 502–504. https​://doi.org/10.1007/s00520-002-0364-1

Planas, M., Alvarez‐Hernandez, J., Leon‐Sanz, M., Celaya‐Perez, S., 
Araujo, K., Garcia de Lorenzo, A., & researchers, P. R. (2016). 
Prevalence of hospital malnutrition in cancer patients: A sub‐analysis 
of the PREDyCES(R) study. Supportive Care in Cancer, 24(1), 429–435. 
https​://doi.org/10.1007/s00520-015-2813-7

Pressoir, M., Desné, S., Berchery, D., Rossignol, G., Poiree, B., Meslier, 
M., … Bachmann, P. (2010). Prevalence, risk factors and clinical im‐
plications of malnutrition in French comprehensive cancer centres. 
British Journal of Cancer, 102(6), 966–971. https​://doi.org/10.1038/
sj.bjc.6605578

Rodin, G., Mackay, J. A., Zimmermann, C., Mayer, C., Howell, D., Katz, 
M., … Brouwers, M. (2009). Clinician‐patient communication: A sys‐
tematic review. Supportive Care in Cancer, 17(6), 627–644. https​://doi.
org/10.1007/s00520-009-0601-y

Sanson‐Fisher, R., Girgis, A., Boyes, A., Bonevski, B., Burton, L., & Cook, 
P. (2000). The unmet supportive care needs of patients with can‐
cer. Supportive care review group. Cancer, 88(1), 226–237. https​://
doi.org/10.1002/(SICI)1097-0142(20000​101)88:1<226:AID-CNCR3​
0>3.0.CO;2-P

Saroa, O., Molzahn, A. E., Northcott, H. C., Schmidt, K., Ghosh, S., & 
Olson, K. (2018). A Survey of information needs and preferences of 
patients with head and neck cancer. Oncology Nursing Forum, 45(6), 
761–774. https​://doi.org/10.1188/18.ONF.761-774

Schindler, A., Denaro, N., Russi, E. G., Pizzorni, N., Bossi, P., Merlotti, A., 
… Murphy, B. (2015). Dysphagia in head and neck cancer patients 
treated with radiotherapy and systemic therapies: Literature review 
and consensus. Critical Reviews in Oncology Hematology, 96(2), 372–
384. https​://doi.org/10.1016/j.critr​evonc.2015.06.005

Silva, F. R., de Oliveira, M. G., Souza, A. S., Figueroa, J. N., & Santos, C. 
S. (2015). Factors associated with malnutrition in hospitalized cancer 
patients: A cross‐sectional study. Nutrition Journal, 14, 123. https​://
doi.org/10.1186/s12937-015-0113-1

Thompson, K. L., Elliott, L., Fuchs‐Tarlovsky, V., Levin, R. M., Voss, A. C., 
& Piemonte, T. (2017). Oncology evidence‐based nutrition practice 
guideline for adults. Journal of the Academy of Nutrition and Dietetics, 
117(2), 297–310 e247. https​://doi.org/10.1016/j.jand.2016.05.010

Unsal, D., Mentes, B., Akmansu, M., Uner, A., Oguz, M., & Pak, Y. (2006). 
Evaluation of nutritional status in cancer patients receiving radiother‐
apy: A prospective study. American Journal of Clinical Oncology, 29(2), 
183–188. https​://doi.org/10.1097/01.coc.00001​98745.94757.ee

van der Laan, H. P., Bijl, H. P., Steenbakkers, R. J. H. M., van der Schaaf, 
A., Chouvalova, O., Vemer‐van den Hoek, J. G. M., … Langendijk, J. A. 
(2015). Acute symptoms during the course of head and neck radio‐
therapy or chemoradiation are strong predictors of late dysphagia. 
Radiotherapy and Oncology, 115(1), 56–62. https​://doi.org/10.1016/j.
radonc.2015.01.019

Weimann, A., Braga, M., Carli, F., Higashiguchi, T., Hübner, M., Klek, 
S., … Singer, P. (2017). ESPEN guideline: Clinical nutrition in sur‐
gery. Clinical Nutrition, 36(3), 623–650. https​://doi.org/10.1016/j.
clnu.2017.02.013

Wells, M. (1998). The hidden experience of radiotherapy to the head 
and neck: A qualitative study of patients after completion of treat‐
ment. Journal of Advanced Nursing, 28(4), 840–848. https​://doi.
org/10.1111/j.1365-2648.1998x.00714.x

Wells, M., Cunningham, M., Lang, H., Swartzman, S., Philp, J., Taylor, L., 
& Thomson, J. (2015). Distress, concerns and unmet needs in sur‐
vivors of head and neck cancer: A cross‐sectional survey. European 
Journal of Cancer Care, 24(5), 748–760. https​://doi.org/10.1111/
ecc.12370​

Williams, C. (2017). Psychosocial distress and distress screening in 
multidisciplinary head and neck cancer treatment. Otolaryngologic 
Clinics of North America, 50(4), 807–823. https​://doi.org/10.1016/j.
otc.2017.04.002

Wilson, P. R., Herman, J., & Chubon, S. J. (1991). Eating strategies used 
by persons with head and neck cancer during and after radiotherapy. 
Cancer Nursing, 14(2), 98–104. https​://doi.org/10.1097/00002​820-
19910​4000-00005​

Yates, J. W., Chalmer, B., & McKegney, F. P. (1980). Evaluation of pa‐
tients with advanced cancer using the Karnofsky performance 
status. Cancer, 45(8), 2220–2224. https​://doi.org/10.1002/1097-
0142(19800​415)45:8<2220:AID-CNCR2​82045​0835>3.0.CO;2-Q

Ziegler, L., Newell, R., Stafford, N., & Lewin, R. (2004). A liter‐
ature review of head and neck cancer patients information 
needs, experiences and views regarding decision‐making. 
European Journal of Cancer Care, 13(2), 119–126. https​://doi.
org/10.1111/j.1365-2354.2004.00449.x

How to cite this article: Sandmæl JA, Sand K, Bye A, Solheim 
TS, Oldervoll L, Helvik A‐S. Nutritional experiences in head 
and neck cancer patients. Eur J Cancer Care. 2019;00:e13168. 
https​://doi.org/10.1111/ecc.13168​

APPENDIX 1
INTERVIEW‐GUIDE "NUTRITIONAL EXPERIENCES IN HEAD & 
NECK CANCER PATIENTS” (TRANSLATED FROM NORWEGIAN 
BY THE FIRST AUTHOR OF THE PRESENT PAPER)
How did you experience the time from diagnosis to the start of treat‐
ment (i.e., about 2 weeks for most patients)?

•	 Reception at the hospital, information, use of time, waiting‐time, 
help from the staff member if needed.

•	 Did you prepare yourself in any specific way prior to treatment 
start (food/nutrition, mentally, physically, socially or in other 
areas)?

How did you experience conducting daily radiotherapy for 
6 weeks?
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•	 Attendance and reception radiotherapy unit, use of time, the 
treatment itself, co‐ordination between different departments, 
predictability.

•	 Several involved departments and personnel, who is responsible 
for me, who to contact during treatment, who to contact after 
treatment (at home) etc.

•	 Nutritional situation—development, coping, needs, supportive care
•	 How to cope mentally?
•	 Physical function—status at the start of treatment, development, 

loss of function.
•	 Side effects—coping, supportive care, information etc.
•	 Social functioning and support from family and friends.

Did you miss any kind of follow‐up during radiotherapy?

•	 Diet/nutrition and meals—what to eat and not.
•	 Physically—what is recommended and not.
•	 Mentally—somebody to talk to, support from personnel, 
peer‐support.

•	 Side effects—information, coping, use of drugs.

Finally, is there anything you find relevant to talk about that we 
didn't address?

(If the participant provides short and imprecise answers to 
any question, try to make the participant elaborate by asking fol‐
low‐up questions such as "can you give any examples", "could you 
please elaborate more about that" and "please tell more about 
that").


