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Abstract 
Purpose: The purpose of this qualitative study was two-fold: 1) To explore head and neck cancer (HNC) survivors’ 

experiences of everyday life with eating problems after cancer treatment and 2) To explore their experiences of 

participating in a multidisciplinary residential rehabilitation program with a primary focus on physical, psychological and 

social aspects of eating problems after treatment.  

Methods: Semi-structured focus group interviews were conducted with 40 Danish HNC survivors who participated in a 

five day residential rehabilitation program with follow-up after three months. The transcribed interviews were analyzed 

through qualitative content analysis. 

Results: Physical nutrition impact symptoms and unmet needs for support were frequent. Participants experienced a 

feeling of loss due to impaired eating abilities. Eating had become an obligation or a training situation, and the eating 

problems challenged the relationship with their relatives when well-meaning encouragement was perceived as a pressure. 

Social eating was a challenge and this often led to social withdrawal.  

The residential program was a safe and supportive environment to practice eating skills and participants benefited from 

meeting peers. The program provided participants with knowledge and skills that many of them had been missing during 

and after treatment.  

Conclusions: Eating problems after treatment have substantial effects on the everyday life of HNC survivors. A 

multidisciplinary residential rehabilitation program may be beneficial to meet their rehabilitation needs.  

Implications for Cancer Survivors: The results are useful for future planning of rehabilitation services and clinical 

studies that may contribute to improving current clinical practice and benefit HNC survivors. 
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Abbreviations 

HNC: head and neck cancer, NIS: Nutrition impact symptoms, QOL: quality of life 

Introduction 

For many head and neck cancer (HNC) survivors, the challenges do not end at completion of treatment. Nutrition 

impact symptoms (NIS) and eating problems may affect their everyday lives for years or, in some cases, for the rest of 

their lives [1].  

Annually, approximately 900,000 people worldwide are diagnosed with HNC [2] making it a substantial contributor to 

morbidity and mortality. The incidence but also the survival has increased during recent years [3]. Hence, the 

population of HNC survivors is increasing and so is the requirement for appropriate rehabilitation services [4].  

Frequent NIS after radiation therapy, surgery and/or chemotherapy in HNC are swallowing difficulties (dysphagia), dry 

mouth (xerostomia), taste disturbances (dysgeusia), poor dentition and mouth opening difficulties (trismus) [1]. NIS 

may occur or persist for years after treatment [1]. Nutrition problems have been found to be predictors of depression in 

HNC survivors [5] and NIS and eating problems may lead to social withdrawal [6-11] with consequences for social 

functioning in HNC survivors. Furthermore, a recent systematic review demonstrated that NIS and eating problems 

negatively affect dietary intake, everyday life and quality of life (QOL) in long-term HNC survivors [1].  

Health-related QOL in HNC survivors is often assessed quantitatively [12-16]. However, eating problems and their 

effect on QOL is a complex topic and a qualitative approach may provide a broader understanding of the HNC 

survivor’s experiences. In recent years, a growing number of studies have used qualitative methods in HNC survivors. 

Some of these [6,17-21] have focused broadly on HNC survivors’ experiences and their everyday life after treatment or 

throughout the course of their care. Others have focused on HNC survivors’ experiences of specific NIS e.g. dysphagia 

[7,22,23], xerostomia [24] or pain [25]. Finally, a few studies [8-11,26] have focused on HNC survivors’ experiences of 

eating problems in general and/or the changed meaning of food after treatment. Findings from these studies include 

feelings of loss [8,26], affected enjoyment with eating [9,11], the need for adaptive behavior [9,11], and the experience 

of being left alone with eating problems after treatment [10]. However, to our knowledge no studies have used focus 

groups to explore HNC survivors’ experiences of everyday life with eating problems. As this method uses group 

interaction to stimulate discussion [27] it may provide new insights into HNC survivors’ experiences and rehabilitation 

needs that are not identified through individual interviews.  
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Management of NIS and eating problems have been shown to be some of the challenges where HNC survivors most 

frequently experiences need for supportive care or report unmet supportive care needs [5,28] and this should be 

reflected in rehabilitation services for this population. The World Health Organization defines rehabilitation as "a set of 

measures that assist individuals, who experience or are likely to experience disability, to achieve and maintain optimum 

functioning in interaction with their environments", [29] and cancer rehabilitation services for HNC survivors should 

address the physical, psychological and social aspects of eating problems. This was also the conclusion of a systematic 

review from 2013, where none of the included studies addressed the complexity of eating problems in the target group 

[30]. A recent scoping review from 2018 on rehabilitation interventions used in studies with HNC survivors did identify 

and classify three studies with comprehensive interdisciplinary rehabilitation interventions [31]. These interventions 

included a weekly speech pathology/dietetic service model [32], an 8-week interdisciplinary outpatient nutrition-

rehabilitation program [33] and an electronic health information support system [34]. The studies supported the need for 

interdisciplinary rehabilitation interventions [32], showed improvements in QOL [33] and showed that the given 

intervention was used and highly appreciated by participants [34]. None of the interventions included residential 

rehabilitation programs but since a major consequence of eating problems in HNC survivors is problems with social 

eating and the resulting social withdrawal [6-11], we hypothesize that a residential rehabilitation setting where the daily 

meals are a part of the intervention may be particularly beneficial for this population. To our knowledge, only one 

previous study has evaluated this type of intervention in HNC survivors [35]. In 1999, Hammerlid et al. reported a pilot 

study on the effect of a 1-week residential psychoeducational program in 14 HNC survivors and found high participant 

satisfaction and improvements in several QOL-variables [35]. However, it is not clear whether these improvements 

were statistically significant and the evidence on potential benefits of residential rehabilitation programs in HNC 

survivors is still sparse. Hence, it is relevant to explore participants’ experiences of a multidisciplinary residential 

rehabilitation program with a primary focus on the physical, psychological and social aspects of eating problems in a 

larger study population. 

The aim of this study was to contribute to the emerging qualitative evidence base on how eating problems affects HNC 

survivors’ everyday life and to create new knowledge on which benefits this population experiences through 

participation in a multidisciplinary residential rehabilitation program. To address this aim, the following objectives were 

pursued:  

1) To explore HNC survivors’ experiences of everyday life with eating problems after treatment through focus group 

interviews. 
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2) To explore HNC survivors’ experiences of a multidisciplinary residential rehabilitation program with a primary focus 

on the physical, psychological and social aspects of eating problems after treatment for HNC.  

 

Methods 

The study is a qualitative study based on data from focus group conducted and analyzed according to content analysis 

[36]. COREQ was used as a guideline for reporting study methods and results [37]. Study participants were HNC 

survivors who participated in a five day multidisciplinary residential rehabilitation program with a two day follow-up 

residential stay after three months. The program was offered three times; in 2013, 2014 and in 2018.  

Participants 

Study participants were sampled through self-selection sampling and HNC survivors could apply for participation in the 

multidisciplinary residential rehabilitation program if they met the following inclusion criteria: 

- Participants should have completed curatively intended treatment for HNC. 

- Participants should be experiencing self-reported eating problems and find themselves in need of rehabilitation or 

support to cope with these problems. 

- Participants should be self-reliant as the program did not offer assistance with daily care. 

- The participant’s treating physician or general practitioner should complete and sign the referral form. 

HNC survivors who did not speak and understand Danish were excluded from participation. 

HNC survivors from all over the country could apply for participation, and information about the program was 

distributed to relevant hospital departments, relevant networks of health professionals and patient organisations. In 

2013, esophageal cancer survivors with eating problems were invited to fill vacant places on the program at referral 

deadline even though they do not fall under the Danish Health Authority’s definition of HNC [38].  

The multidisciplinary residential rehabilitation program 

The multidisciplinary residential rehabilitation program was a coordinated effort involving several specialists e.g. 

clinical dietitians, nurses, physiotherapists, psychologists and social workers. Through available evidence and more than 

10 years’ experience of offering multidisciplinary residential rehabilitation programs for more than 8000 cancer 

survivors, the rehabilitation center had developed a model for a five days program with two days follow-up that they 

used for heterogeneous groups of cancer survivors and other groups of cancer survivors than HNC. This model was 
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used as a template and the content was adjusted to include a primary focus on the physical, psychological and social 

aspects of eating problems after treatment for HNC. The program consisted of group sessions with patient education 

and a few individual activities. Sessions and activities related to the physical, psychological and social aspects of eating 

problems included group session with clinical dietitian on dietary advice to manage NIS and eating problems. A 

practical kitchen workshop was included to inspire and put theory into practice and take-home recipes were handed out. 

The evidence on the effect of practical kitchen sessions in HNC remains scarce, but practical kitchen sessions have been 

shown to support dietary changes and thereby improve health-related QOL in other cancer survivors [39, 40]. 

Furthermore, participants had an individual counselling session with a clinical dietitian, where counselling was adjusted 

to the individual’s situation. An occupational therapist (in Denmark occupational therapists manage dysphagia) 

instructed participants in swallowing exercises and exercises for jaw and tongue mobility, as these may reduce trismus 

and dysphagia [41]. Participants were encouraged to continue doing these exercises in the period between the initial 

residential stay and the follow-up. Poor dentition is frequent after treatment for HNC [5] and a group session with 

dental hygienist on oral hygiene and dental reimbursement rules was included. As the program was residential, the 

participants stayed at the premises and all meals throughout the day were served in the dining room or in the café. At all 

meals, foods were of different textures and flavors to inspire participants and to allow them to experiment with different 

foods than they usually ate. The meals were also intended as social training since research has shown that some HNC 

survivors may have a tendency towards eating alone due to the eating problems [6,7,9].  

Despite the primary focus on management of eating problems after treatment for HNC, other components of the 

rehabilitation center’s core program was maintained as these have shown to be relevant and beneficial for other cancer 

survivors [42-44]. This included sessions with general physical activity e.g. yoga, session on fatigue, group session with 

psychologist on psychological consequences of cancer, group conversation with priest on existence, massage therapy 

and session on intimacy and sexuality. Furthermore, participants could have individual counselling sessions with 

relevant professionals (e.g. physician or social worker) depending on the individual’s needs. On the last day of the five 

days initial stay, sessions on motivation and action plans were included to allow participants to reflect on, how they 

wanted to use the new inspiration and knowledge in their everyday life when they returned back home. A program for 

the initial residential stay and the follow-up is provided in the supplementary material. 

Each of the three offered programs had a maximum of 20 participants. The program was free of charge for participants 

and an additional offer to existing rehabilitation services.  
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Focus group interviews 

Each participant was invited to participate in two focus group interviews [27]; the first on the initial residential stay and 

the second at follow-up. The first focus group interview focused on the participants’ experiences of everyday life with 

eating problems after treatment whereas the second focus group interview focused on the participants’ experiences of 

the multidisciplinary residential rehabilitation program. Semi-structured interview guides with open-ended questions 

were developed based on the research questions. The interview guide for the focus group interviews at the initial 

residential stay included questions on how eating had changed since the cancer diagnosis, how eating problems affected 

their daily life, the meaning of food before and after treatment, the consequences of eating problems on wellbeing and 

social life, perceived support from health system and network and participants’ coping strategies. In the focus groups 

carried out on the initial residential stay in 2013 and 2014, different foods such as chocolate milk, oral nutritional 

supplements and biscuits were used as stimulus materials in the focus groups on the initial residential stay to stimulate 

further elaboration of the questions in the interview guide. In 2018, participants were encouraged to bring photos of 

situations where their eating problems affected their daily life and with permission from participants, these photos were 

also used as stimulus material in the focus groups in the initial residential stay. Examples of motives in the photos were 

family dinners, restaurant menus and travel photos.  

The interview guide for the focus group interviews at the follow-up included questions on participants’ experienced 

benefits participating in the program, their motivation for participating, the value of the different activities, suggestions 

for improvement, their reflections on how to cope with the eating problems in the future and pros and cons of a 

residential program compared to other rehabilitation services. No stimulus materials were used in the focus group 

interviews at follow-up. 

All focus group interviews were facilitated by an experienced researcher (KBD or MBK). A research assistant observed 

group interaction and registered non-verbal communication during the interviews. An overview of facilitators and 

observers of each interview is shown in supplementary material. 

Even though participants had met the facilitators and observers during the residential stay and hence were familiar with 

them and the research project, the facilitators initiated each focus group by explaining the purpose of the study.  

Focus group interviews were held at the rehabilitation center in a room that participants were familiar with. The 

interviews were carried out on day four or five of the initial five day residential stay to ensure that participants had 

reached a certain level of confidence in each other and would be willing to discuss difficult matters. Participants were 
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encouraged to be honest and candid throughout the interviews. All focus group interviews were audio recorded and 

transcribed verbatim. The duration of each focus group interview was approximately an hour. 

Data analysis 

The focus group interviews were analyzed using qualitative content analysis as described by Graneheim & Lundman 

[36] and central themes related to the research questions were derived from the interview transcripts. The analyses were 

carried out in a process that involved several steps. In the first step, all interview transcripts were read through to get an 

overall impression of the data. Second, the transcripts were reread, but this time meaning units related to the research 

objectives were identified. In the following steps, these meaning units were condensed and abstracted or coded into the 

researcher’s words. In the last step, the coded meaning units were categorized and organized into subthemes and themes 

related to the research objectives. An example of how central themes were derived from identified meaning units is 

shown in Table 1. 

The lead author (MBK) was primary coder and coding and organization into themes were discussed thoroughly with 

KBD during the process of analysis. The software program NVivo 11 was used in the data analysis. Citations in this 

article are translated from Danish.  

MBK and KBD who performed the analyses were involved in the multidisciplinary residential rehabilitation programs, 

but were otherwise not involved in existing rehabilitation services for the target group. The results of the analyses were 

approved by co-authors.   

Ethical considerations 

Informed written consent was obtained from all individual participants before inclusion in the study. Participants were 

informed verbally and in writing that participation in the study was voluntary and that they could withdraw their 

consent at any time with no consequences for their participation in the multidisciplinary residential rehabilitation 

program. The study did not require approval from the ethical committee and was registered by The Danish Data 

Protection Agency, registration number 2012-58-0018, approval number 18/14847. 

Results 

 Participants and data material 

In total, 40 cancer survivors participated in the multidisciplinary residential rehabilitation programs of whom 10 

participated in 2013, 17 participated in 2014 and 13 participated in 2018. As the maximum number of participants in 
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each program was not reached, all applications for participation were approved and no applicants were excluded.  

All 40 cancer survivors gave informed consent to participate in the study during their participation in the program. The 

participant characteristics are shown in Table 2. Equal numbers of men and women participated, and pharyngeal cancer 

was the most frequent cancer diagnosis. All but one of the participants had been treated with radiation therapy, Table 2. 

Six participants did not participate in the follow-up stay. Reasons for not participating in the follow-up were: relapse of 

disease, scheduled surgery, personal matters and one participant did not respond. One participant didn’t participate in 

the first focus group due to fatigue, but participated in the second focus group during follow-up.  

In total, 10 focus group interviews were conducted with 4-14 participants in each focus group. The time points and 

number of participants for each focus group are shown in supplementary material. 

HNC survivors’ experiences of everyday life with eating problems after treatment 

Through the qualitative content analysis, four themes related to HNC survivors’ experiences of everyday life with 

eating problems were derived from the interview transcripts (Figure 1). The headlines of the four themes were ‘To eat is 

to practice’, ‘The last third of the pie is missing’, ‘I’ll just come by for the coffee’ and ‘On your own’. 

To eat is to practice - When physical challenges make eating an obligation  

or a training situation 

Even though many participants had experienced improvements in their symptoms, they still struggled with NIS 

including dysphagia, xerostomia, dysgeusia, trismus, poor dentition, anorexia and nausea. Participants had difficulties 

with certain textures and flavors and these difficulties could vary from day to day. It was a big disappointment when 

food tasted different than expected and a victory, when certain foods finally started to taste normal again. 

“It was shocking to find out how difficult it was to eat - I was really looking forward to it. I like desserts, ice 

cream and sweet stuff … and it was just like getting a jellyfish into my mouth, both the taste and the texture.”  

The majority of participants had received tube feeding at some point, and some participants were still reliant on the 

tube. Most participants had experienced significant weight loss, and only a few had retained their normal weight. Due to 

lack of appetite, most participants had to schedule small meals throughout the day, and the logistics around the meals 

were experienced as a full-time job. Eating was an obligation or a training situation rather than a pleasure.   

“It is really something you have to pull yourself together to do, the eating. It is a job, it is a training situation – 

it is not a pleasure!”  
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Participants had to learn to eat again especially after a period of tube feeding. They had to experiment to find out which 

flavors and textures they found acceptable, and for some this experimental approach was difficult. Fear of eating 

difficult foods and the feeling of defeat, when an experiment wasn’t a success contributed to this. For some, financial 

considerations also played a role, as they didn’t want to buy food that they might not be able to eat.  

The last third of the pie is missing – The emotional loss 

The importance of food and being able to eat became apparent only when the ability to eat was affected, and many 

participants experienced a feeling of loss due to their eating problems. 

“… If we take a pie, and we say that life is a three-piece pie … then the part about eating, it takes up almost a 

third. And if you can’t do that, you nearly get depressed about it.”  

Participants missed eating certain foods, eating with certain people or eating at certain occasions such as Christmas. 

Some participants reported that they were able to cope with the loss at certain times, whereas at other times, the 

situation seemed hopeless to them.  

“There are some days when I think: ‘Oh well, it is just food’. And other days you think: ‘My world is going to 

come to an end because of this.’”  

‘I’ll just come by for the coffee’ - Eating problems affect social life and relationships with close relatives 

Many participants avoided social situations that included food or eating. Embarrassment and shame was experienced by 

some participants, even though they met understanding from their network. They described the difficulty of eating with 

others as a mental barrier.  

“I have been feeling like: ’Argh, I will just come by for the coffee’. But it is … a mental thing you have to 

overcome. Because it is only a problem to yourself.”  

Other participants found it stressful to eat with others, as they were eating slowly. Several participants ate in advance or 

after the social meal, as they weren’t able to eat enough in the usual given timeframe.  For some participants the stress 

of eating with others made their swallowing difficulties even more profound. Yet other participants avoided the social 

meals because they found it difficult to watch other people eat food that they couldn’t eat themselves. 

Meals outside the home were a challenge to most participants. The feeling of being a burden on the host or the feeling 

of defeat when not being able to eat the served food made some participants bring their own food or simply avoid the 

entire situation. However, most participants, who occasionally were eating out, stated that they generally met a great 
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willingness from hosts or restaurants to do whatever possible to prepare a suitable meal. They just had to overcome 

their modesty and ask for it or explain their difficulties; something that many of them found difficult.  

Most participants received great support from their closest relatives, and often spouses or other family members assisted 

with the practical tasks around the meals. However, the well-meaning encouragement from relatives was often 

experienced as a pressure by the participants and could have the direct opposite effect and make it even more difficult to 

eat. This was often a cause of conflict, and most participants preferred that their relatives didn’t address the eating 

problems or their food intake despite the well-meaning motive. 

“It is so important that you get the right support. And the right support can be just to be present and not: 

’Aren’t you having a bit more? Try a piece of meat’ You don’t eat enough meat.’ I am 54 years old. So do I 

still need to have my mother with me at the table?” 

On your own – Finding one’s feet in the vacuum that occurs after a long and intensive treatment  

For many participants the NIS worsened after completion of treatment, and while some participants had good support 

from the health system, many experienced that the support was limited. Some participants reported that they had to 

request the support themselves, but they did not necessarily have the required energy to do so. Hence, many participants 

felt left to themselves when the long and intensive treatment with close contact with health professionals ended:  

“It is probably because you are used to driving to the hospital every day. Then you know that there is a team of 

nurses and doctors that takes care of you, if you have problems. And suddenly from one day to the other, you 

are finished. And then you just stand at home in such a strange vacuum. Now what?”  

HNC survivors’ experiences of a multidisciplinary residential rehabilitation 

program with a primary focus on the physical, psychological and social aspects of 

eating problems 

Through the qualitative content analysis, four themes related to HNC survivors’ experiences of the multidisciplinary 

residential rehabilitation program with a primary focus on the physical, psychological and social aspects of eating 

problems were derived from the interview transcripts (Figure 2). The headlines of the four themes were ‘All in the same 

boat’, ‘Increased courage to eat’, ‘A getaway from everyday life’ and ‘Focus on the specific problem but still on the 

whole person’. 
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All in the same boat – The importance of meeting peers  

All participants found it beneficial to meet peers and many found relief and an increased feeling of normality in 

realizing that other people shared their challenges. For many participants, this was the first time they had talked to 

peers, even though they might have met other HNC patients during treatment. The common reasons for not 

communicating with peers during treatment was lack of energy, uninviting environment or the fear of facing another 

person with the same disease. Some participants feared meeting a peer with more progressive disease or symptoms 

because they were afraid that this would be their own future. They stated that this fear declined after completion of 

treatment. Participants regarded themselves as peers because of their eating problems and not because of their cancer. 

They wouldn’t necessarily consider themselves as peers to other types of cancer survivors.  

 “It is a really good thing to focus on somebody, who has the same thing. I don’t think, if there had been 

somebody with prostate cancer or liver cancer, I don’t think I could have related to that the same way that we 

do now. … Then we wouldn’t have known what they are experiencing.  

… And it is not the fact that we had cancer that is the problem. It is that we had cancer in the throat.”  

Increased courage to eat – A safe and supportive environment to practice eating skills 

The opportunity to experiment and to try different foods during the program was a breakthrough for many participants 

making them realize that there were many foods they were still able to eat. Furthermore, participants experienced it as a 

safe and supportive environment to practice eating skills. It was a positive experience that there was no pressure from 

relatives or the health care professionals at meals. In some situations participants put pressure on each other, but in 

contrast to the pressure from the relatives, this pressure wasn’t regarded as negative. They knew that their peers actually 

understood how they felt. Several participants went from tube feeding to foods during the program. Some of these 

stated that tube feeding or oral nutritional supplements had become an easy and convenient solution. Others had 

developed a fear of eating and didn’t feel confident to try real foods instead of tube feeds. Enrolment in the program and 

the contact with the health professionals made them feel safe and gave them the required push towards eating.  

“I have been living on tube feeding until Friday, where I said: ‘So, now someone is taking care of me’, so I 

dared to stop with the tube.”  

A getaway from everyday life – The value of a residential rehabilitation program 

The residential program offered opportunities for participants to talk to each other outside the scheduled activities, 

which increased their feeling of unity. Participants, who previously had participated in out-patient rehabilitation, did not 
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experience the same feeling of unity in these services. Getting away from home was considered beneficial for the 

participant but also for the family.  

 “There was also something in getting away from home. Both for yourself, you were going somewhere else, but it 

was also a way of giving your family a break.” 

When asked, participants said that they wouldn’t have preferred to have their relatives with them on the program. It 

would affect the relationship with their peers and for some participants the program was an opportunity to address 

topics they wished to spare their relatives from.  

Focus on the specific problem but still on the whole person – Knowledge and skills to cope with everyday 

life after treatment 

Participants found it positive that the program focused specifically on their eating problems – a focus that most of them 

hadn’t encountered in other rehabilitation services. Despite that, participants still experienced the program as holistic, 

which they also found important. 

“The great thing about this is, that when the experts lets go of us, we become human beings again. The entire 

time the focus has been on repairing us. ‘There is a problem. We should fix it.’ And it is very tangible and 

physical. And here we experience that we can express our feelings and be honest with each other and there are 

no hidden agendas or anything … I think that it is very important that you, after you have been repaired, that 

you can follow up on some of the things inside.” 

Participants experienced that they met a high degree of expertise among the health professionals in the program and that 

the health professionals took time to listen to their concerns, something some of them felt was missing in the busy 

health system. Participants valued the knowledge and skills they attained throughout the program. The practical cooking 

sessions and take-home recipes were found useful, and many participants continued to do the swallowing exercises in 

the period from the initial residential stay to the follow-up. Most participants found all parts of the program useful. 

However, some of the attained knowledge and skills were things that they would have liked to have earlier in their 

illness. Opinions were mixed on the optimal time point for participating in an intensive rehabilitation program like this. 

Some stated that the program could be too demanding if offered too close to treatment and others pointed out that they 

still benefitted even though they had completed their treatment years ago.  

While many participants experienced a breakthrough in eating during the program, many were still experiencing 

physical NIS at follow-up. And while the program provided them with inspiration and skills to adjust to these physical 

symptoms and to maintain their eating skills, some participants also developed a greater acceptance of their situation. 
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They realized that it was okay to lower the bar and accept that some of their physical challenges might be chronic. 

Instead of focusing on the limitations, the focus was directed to the things that they were still capable of. 

“But when you discover that you still have some social skills, then it means less whether you can eat. There 

are so many other things I can do.” 

Discussion 

This qualitative study with focus group interview with 40 cancer survivors showed that eating problems after treatment 

have substantial effects on everyday life in HNC survivors in various ways. It furthermore showed that a 

multidisciplinary residential rehabilitation program with focus on eating problems may strengthen the HNC survivor’s 

ability to cope with these adverse effects. 

HNC survivors’ experiences of everyday life with eating problems after treatment 

The physical NIS experienced by our study participants are very similar to the findings of other studies in HNC 

survivors [1,11] and so are the coping strategies of our participants. Semple et al. [6] and Nund et al. [45] described how 

their participants coped through ‘active planning’ and ‘trial and error’ and the latter was also described by McQuestion 

et al. [8]. Einarsson et al. found that HNC survivors up to 2 years after treatment used a variety of coping strategies e.g. 

liquids with the meal and choosing ‘yes-foods’ (easier to eat) over ‘no-foods’ (avoided foods) [11]. Ganzer et al. found 

that eating problems were still frequent ≥ 3 years after completion of chemo-radiation and participants still had to plan 

and alter their food choice. But despite this, all their participants stated that they enjoyed eating, enjoyed the social 

aspect of eating out and that eating had become easier over time [26]. In contrast, our participants and also participants 

in a study by Ottosson et al. [9] described how the pleasure of food had been limited and how some participants were 

eating only because they had to. However these participants’ were not as far ahead in their trajectory as the participants 

in the study by Ganzer et al. This could indicate that the coping process may be an ongoing process that eventually 

leads to an adaptation to the new normal and that our participants were not as far ahead in their coping process. 

Consistent with this, Einarsson et al. described how participants had to force themselves to eat 3-6 months after 

treatment, that many participants still expressed problems that made eating a negative experience 1 year after treatment 

and that some still found eating a time-consuming activity two years after treatment [11].  In our study, our results 

indicated that many participants gradually moved towards adaptation and acceptance during the time interval from the 

initial residential stay to follow-up. However, it is not possible to conclude whether this can be attributed to the program 

or simply the time interval. 
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The feeling of loss due to the eating problems is not unique to our participants. Emotional, physical and/or social losses 

associated with eating problems have been identified by McQuestion et al. [8], Ganzer et al. [26] and Nund et al. [23]. 

The social withdrawal due to eating problems has been documented in several studies [6-11,25].  

An interesting finding of our study was the balance between perceived support and perceived pressure from the relatives 

and how the well-meaning encouragement to eat often had the direct opposite effect. To our knowledge, this topic is 

well known in clinical practice in Denmark, but not frequently documented. Einarsson et al. described how support 

from relatives sometimes was experienced as unhelpful and led to conflicts if there was a lack of understanding from 

the relatives [11]. McQuestion et al. described participants´ frustration when food was being shoved at them during 

treatment [8], and Nund et al. described how some participants experienced that the relationship with their partner 

changed from being equal adults towards a mother-child relationship with the partner in the parental role [23]. But often 

it is the feeling of support from the relatives that HNC survivors describe through interviews [9,26]. The participants of 

our study also described how they were grateful for the support, but they also expressed frustrations, when they felt 

pressured and felt that their relatives didn’t understand their struggle. Participants may feel they are ungrateful or it is 

unfair on their relatives when experiencing and expressing these feelings. The use of focus group interviews may have 

made it easier for the participants to address delicate topics, as they realized that other participants were experiencing 

the same frustrations.  

The feeling of being on their own and being unprepared for life after treatment is not unique to our participants or to 

Danish HNC survivors [6,10,45,46]. Many studies find that HNC survivors have unmet needs for support to cope with 

their eating problems after treatment [5,8,10,28,46] and it may affect their coping process [46].  

HNC survivors’ experiences of a multidisciplinary residential rehabilitation 

program with a primary focus on the physical, psychological and social aspects of 

eating problems 

The participants in our study valued the coordinated effort and the holistic approach of the program and meeting with 

dedicated health professionals who took the time to listen and answer questions. Consistent with our results, Larsson et 

al. described how their participants, despite often regarding the treatment period as a safe period with daily contact with 

health professionals at the hospital, often felt that there was not enough time to ask all of their questions [10].  

Participants felt less abandoned and more safe if they were referred to support services after treatment (e.g. dental 

hygienist), but still they felt like these experts were only taking care of their own area of specialty and did not take the 
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person’s entire situation into account [10]. This supports the value of a coordinated and multidisciplinary effort in 

rehabilitation services for HNC survivors.  

Consistent with our study, other studies have described how HNC patients and/or survivors benefit from meeting peers 

[10,45]. However, many participants in this study described how they were not ready to meet peers during treatment, 

but that their readiness matured over time when they completed the treatment. This should be considered when planning 

supportive services during treatment. Another interesting finding was that our participants considered themselves peers 

due to their eating problems and not due to the fact that they were cancer survivors. And with a nationwide survey in 

2017 showing that only 17 of the 98 Danish municipalities (responsible for post-treatment rehabilitation [38]) offered 

diagnosis specific post-treatment rehabilitation services for HNC survivors [47], it can be questioned whether the 

potential of peer support is being effectively used.    

Other studies [7,19,23,24] have described HNC patients and survivors experiencing fear of eating or fear of choking 

when eating, and our results indicate that creating a safe and supportive eating environment with support from health 

professionals and peers may help HNC survivors overcome this fear. 

Strengths and limitations 

The qualitative approach used in this study gives a broader perspective on the everyday challenges of HNC survivors 

than a quantitative study on QOL would have done. With a relatively high number of participants for qualitative 

interviews and a low drop-out rate, our study provides a good insight into the experiences of Danish HNC survivors.  

An equal number of men and women participated, which does not reflect the actual distribution of HNC in the Danish 

population, where HNC more frequently affects men than women [3]. This could potentially have affected the 

representativeness of our study population.  Furthermore, the multidisciplinary residential rehabilitation program 

required that participants were self-reliant and able to participate in the planned activities, which may have excluded the 

most vulnerable HNC survivors. 

Even though our participants experienced the multidisciplinary residential rehabilitation program as beneficial to meet 

their rehabilitation needs, no firm conclusions on the effect of the program can be drawn from this qualitative study. 

The current study will serve as a pilot study for a future randomized clinical trial. 

Conclusion 

Eating problems affect the everyday life of HNC survivors in various ways. For many HNC survivors eating becomes 

an obligation or a training situation, and the eating problems challenge their relationships with their relatives and may 
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lead to social withdrawal. Unmet needs for support to cope with the eating problems are frequent, and HNC survivors 

often feel left by themselves after completion of treatment.  

HNC survivors found the multidisciplinary residential rehabilitation program with a primary focus on the physical, 

psychological and social aspects of eating problems, as beneficial to meet their rehabilitation needs. Furthermore, 

participants experienced the residential rehabilitation program as a safe environment to experiment and practice eating 

skills, and they benefited from meeting peers. The program provided participants with knowledge and skills that many 

of them had been missing during and after treatment.  

Ultimately, no firm conclusions on the effect of the multidisciplinary residential rehabilitation program can be drawn 

from this qualitative study, but the results generates hypotheses that should be tested in a randomized clinical trial to 

contribute to future planning of multidisciplinary rehabilitation services for HNC survivors.   
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Tables 
 

Table 1: Examples of how themes related to head and neck cancer survivors’ experiences of everyday life with eating problems after treatment were derived from 

identified meaning units in transcripts of focus group interviews with 40 Danish head and neck cancer survivors. 

 

Meaning units related to the research objective 
Condensed meaning 

units 

Condensed meaning 

units abstracted/coded 

into researchers own 

word 

Subthemes 
Theme related to the 

research objective 

“I also think I feel a development in myself, and I also 

see it among all the others. From last time, we were here 

and until now, we eat, we are actually seeking out new 

experiences. We will try this and that because, 

previously, we wouldn’t dream of eating it, but we can 

just try. No harm is done by trying.” 

 

Participants have 

become more willing to 

try new food during the 

program. 

Increased courage to 

experiment with food. 

Increased courage to 

eat. 

Increased courage to 

eat – A safe and 

supportive 

environment to 

practice eating skills. 

“When I think about food now, it actually makes me 

happy. Not that long ago it was just: I need it because 

otherwise I won’t be able to stand. The opportunity to 

taste and try so many different things – and we are equal 

and all look strange when we eat – it has meant that we 

have dared – that I have dared to eat more things.”  

 

Opportunity to 

experiment and to eat 

with others in the same 

situation gave increased 

courage to eat new 

things.  

New food experiences 

gave courage to further 

food experiments.  

Eating with peers gave 

increased feeling of social 

acceptance, normality and 

courage to eat. 

“I have been living on tube feeding until Friday, where I 

said: ‘So, now someone is taking care of me’, so I dared 

to stop with the tube.“ 

Being followed by 

health professionals in 

the program made 

participant dare to stop 

with tube feeding. 

Program gave a feeling of 

safety. 

Program was a safe 

environment. 

 



Table 2: Characteristics of the 40 cancer survivors who participated in a multidisciplinary residential rehabilitation 

program with a primary focus on the physical, psychological and social aspects of eating problems after treatment for 

head and neck cancer. 

 

 All participants 

(n=40) 

Gender 

- Male  

- Female 

 

50% (20/20) 

50% (20/20) 

Age 

Mean ± SD 

Median [range] 

 

61 ±9.3 

60 [39;80] 

Cancer diagnosis 

- Oral cavity 

- Pharynx 

- Larynx, salivary gland, thyroid, 

esophagus   

- Unknown or other primary tumor 

with cervical metastases 

 

12% (5/40) 

58% (23/40) 

18% (7/40) 

 

 

12% (5/40) 

 

Treatment  

- Radiation therapy 98% (39/40) 

- Surgery 48% (19/40) 

- Chemotherapy 55% (22/40) 

Time interval (months) from 

completion of radiation therapy 

 

Mean ± SD 19 ±34.3a 

Median [range] 7 [3;170]a 

Civil status 

- Married or living with partner 

- Living alone 

 

57% (23/40) 

43% (17/40) 

Occupational status 

- Working 

- Retired 

- On sick-leave 

 

23% (9/40) 

47% (19/40) 

30% (12/40) 
a n=38 

 



Figures 
Figure 1: Themes related to head and neck cancer survivors’ experiences of everyday life with eating problems after treatment derived from 

the analysis of focus group interviews with 40 Danish head and neck cancer survivors. 

 

  

Head and neck cancer 
survivors’ experiences of 
everyday life with eating 
problems after treatment

To eat is to practice 
- When physical challenges make eating 

an obligation or a training situation

‘I’ll just come by for the coffee’ 
- Eating problems affect social life and 

relationships with close relatives

The last third of the pie is missing
– The emotional loss

On your own 
– Finding one’s feet in the vacuum that 

occurs after a long and intensive 
treatment 



Figure 2: Themes related to head and neck cancer survivors’ experiences of a multidisciplinary residential rehabilitation program with a 

primary focus on the physical, psychological and social aspects of eating problems after treatment derived from the analysis of focus group 

interviews with 40 Danish head and neck cancer survivors.  

 

 

 

 

Head and neck cancer 
survivors’ experiences of the 
multidisciplinary residential 

rehabilitation program

All in the same boat 
- The importance of meeting peers

Increased courage to eat 
- A safe and supportive environment to 

practice eating skills

Focus on the specific problem but still 
on the whole person

– Knowledge and skills to cope with 
everyday life after treatment

A getaway from everyday life 
– The value of a residential rehabilitation 

program



Supplementary tables  
 

Table 1: Course program for the initial five days of the multidisciplinary residential rehabilitation program with a primary focus on the physical, psychological and social aspects of 

eating problems after treatment for head and neck cancer.   

 

TIME DAY 1 DAY 2 DAY 3 DAY 4 DAY 5 

7.30  BREAKFAST BUFFET BREAKFAST BUFFET BREAKFAST BUFFET BREAKFAST BUFFET 

8.45  MORNING ASSEMBLY MORNING ASSEMBLY MORNING ASSEMBLY MORNING ASSEMBLY 

9.00 

Arrival and registration 

 

Welcome and presentation 

of the program  

(course leader) 

 

Walk and talk 

Practical kitchen workshop  

(clinical dietitian) 

Fatigue and late effects 

(nurse) 

 

Oral hygiene and dental 

treatment reimbursement 

rules 

(dental hygienist) 

Focus group interview 

(researcher) 

 

Physical activity 

(physiotherapist) 

Physical activity 

(physiotherapist) 

 

Motivation, change 

processes and action plans 

(course leader) 

 

Individual work on action 

plans 

(course leader) 

12.00 LUNCH BUFFET LUNCH BUFFET LUNCH BUFFET LUNCH BUFFET LUNCH BUFFET 

13.00 

Participant introduction 

round 

 

Theoretical session on 

eating problems (clinical 

dietitian) 

Physical tests 

(physiotherapist) 

Swallowing exercises 

(occupational therapist) 

 

Individual counseling 

(clinical dietitian) 

Psychological reactions to 

cancer (psychologist) 
 

Individual counseling 

(depending on the 

participant’s needs) 
 

Massage  

(massage therapist) 

Group discussion of action 

plans  

(course leader) 

 

Closing session and 

farewell 

(course leader) 

18.00 DINNER DINNER DINNER DINNER  

 Social activity 

Group conversation on 

existence 

(priest) 

(Possibility to go for a 

walk, watch movies, play 

games etc.) 

  



Table 2: Example of a program for the two days follow-up three months after the initial five days of the 

multidisciplinary residential rehabilitation program with a primary focus on the physical, psychological and social 

aspects of eating problems after treatment for head and neck cancer.   

 

TIME DAY 1 DAY 2 

7.30  BREAKFAST BUFFET 

8.45  MORNING ASSEMBLY 

9.00 

Arrival and registration 

 

Welcome and presentation of 

the program  

(course leader) 

 

What’s new within the last 

three months? 

(course leader) 

Physical tests 

(physiotherapist) 

 

Focus group interview 

(researcher) 

 

 

 

12.00 LUNCH BUFFET LUNCH BUFFET 

13.00 Sexuality, intimacy, 

relationship and single life  

(sexologist) 

 

Individual counseling (clinical 

dietitian) 

 

Physical/social activity 

(course leader) 

Individual work and group 

discussion on action plans 

(course leader) 

 

Closing session and farewell 

(course leader) 

18.00 DINNER  

 

  



Table 3: Overview of focus group interviews conducted during the multidisciplinary residential rehabilitation programs with a primary focus on the physical, 

psychological and social aspects of eating problems after treatment for head and neck cancer.   

 

 

 

 

Interview Time point 

for the 

interview 

Setting of the interview Number of informants 

(n) 

Facilitator 

(Initials; gender; 

title(s))  

Observer 

1 December 

2013 

During the five day residential 

rehabilitation program 

4 

 

KBD; female;  

RN, PhD 

TBM; female; 

PhD 

2 December 

2013 

During the five day residential 

rehabilitation program 

5 

 

KBD; female;  

RN, PhD 

TBM; female; 

PhD 

3 March  

2014 

During the two day follow-up 9 

(Participants from 

interviews 1+2) 

KBD; female;  

RN, PhD 

TBM; female; 

PhD 

4 April  

2014 

During the five day residential 

rehabilitation program 

8 KBD; female;  

RN, PhD 

TBM; female; 

PhD 

5 April  

2014 

During the five day residential 

rehabilitation program 

9 KBD; female;  

RN, PhD 

TBM; female; 

PhD 

6 August  

2014 

During the two day follow-up 14 

(Participants from 

interviews 4+5) 

KBD; female;  

RN, PhD 

TBM; female; 

PhD 

7 March  

2018 

During the five day residential 

rehabilitation program 

7 

 

MBK; female; 

RD, PhD Fellow 

AK; female; 

Nutrition student 

8 March  

2018 

During the five day residential 

rehabilitation program 

6 

 

MBK; female; 

RD, PhD Fellow 

NS; female; 

Nutrition student 

9 June  

2018 

During the two day follow-up 5 

(Participants from 

interviews 7+8) 

MBK; female; 

RD, PhD Fellow 

KBD; female;  

RN, PhD 

10 June  

2018 

During the two day follow-up 6 

(Participants from 

interviews 7+8) 

MBK; female; 

RD, MSc., PhD 

Fellow 

KBD; female;  

RN, PhD 


