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Introduction 1 

Eating difficulties such as changes in taste, poor appetite, nausea and vomiting are closely 2 

associated with reduced food intake and poor quality of life among children and adolescents 3 

with cancer (1–6). Insufficient food intake inevitably leads to malnutrition (7). When a person 4 

is treated for cancer, eating difficulties extend beyond poor quality of life, as malnutrition 5 

predicts poor clinical outcomes, such as greater toxicity from chemotherapy and increased 6 

susceptibility to infections and morbidity (8–11). Chemotherapy agents are classified as high, 7 

medium, low or minimal, according to their emetogenic potential (5).  8 

This study focusses on adolescents and young adults with cancer (AYAs, defined as 15-29 9 

years of age) receiving high-emetogenic chemotherapy as their main treatment modality. 10 

Despite anti-emetogenic medication, the prevalence of nausea in AYAs is reported as 40% 11 

and vomiting as 27%, which is more frequent than among the adult population (5,12). The 12 

prevalence of malnutrition among AYAs is found to be 75%, leaving AYAs at greater risk of 13 

limited response to even the best therapies if eating difficulties are not properly managed 14 

(13,14). A recent study of eating and feeding problems among children with cancer similarly 15 

found that poor nutritional status is linked to negative clinical outcomes such as a greater 16 

number of complications, higher relapse rates, lower survival rates and lower quality of life 17 

(3).  18 

In addition to this, AYAs’ lives are challenged by rapid physical, cognitive, psychological and 19 

social changes (15). Adolescence can be characterized by increased independence and 20 

reduced levels of emotional control and reasoning, resulting in rebelling against rules and 21 

boundaries being pushed (15). In a recent study, Guzik et al. (16) found that AYAs with 22 

cancer felt a sudden loss of control over their lives. Cancer controlled the AYAs’ ability to go 23 

to school or work, their appearance and feelings, and what they could or could not do – it 24 

even controlled their hunger (16).  25 
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Although the aforementioned studies suggest that cancer and chemotherapy can be distressing 26 

for any cancer patient and influence eating ability, the impact on the AYA population is 27 

evident. Joffe and Ladas (13) stated that nutritional interventions for children and adolescents 28 

with cancer are challenging because multiple factors concurrently affect appetite and eating 29 

abilities. Therefore, understanding AYAs’ eating experiences is critical to avoid malnutrition, 30 

nausea and vomiting, as well as to improve their quality of life and clinical outcomes. 31 

Moreover, the home setting is especially relevant as more patients today are treated on an 32 

outpatient basis. Such knowledge will critically inform the understanding of eating 33 

difficulties, and may improve AYAs’ eating possibilities and, thus, their food intake.  34 

However, to date, little is known about how eating as a phenomenon is disrupted by cancer 35 

and its treatment, and how it unfolds in the AYAs’ homes.  36 

Through collaboration, healthcare professionals in clinical practice and next-of-kin in the 37 

home setting may be able to accommodate eating difficulties and improve eating possibilities 38 

for AYAs. To address these challenges and remedy the current knowledge gap, the purpose of 39 

this study was to provide an in-depth understanding of AYAs’ lived experiences with eating 40 

when they are at home between chemotherapy sessions. 41 

Method 42 

Design 43 

The study design was guided by van Manens hermeneutic-phenomenological methodology 44 

and data were  generated using individual in-depth interviews with AYAs (17). 45 

Participants 46 

Participants were recruited by project nurses at three oncology departments at a Danish 47 

university hospital. All eligible patients in the data collection period were approached. 48 

Inclusion criteria were AYAs aged 15-29 years with a cancer diagnosis treated with high-49 
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emetogenic chemotherapy and able to read and understand Danish. AYAs were excluded if 50 

they had known eating disorders, psychological impairment or were on psychotropic meds or 51 

appetite stimulants. Thirteen AYAs, five females and eight males with a variety in age 52 

(ranging from 17-29 years), in active high-emetogenic chemotherapy, were included in the 53 

study. They were diagnosed with Burkitt lymphoma (n=1), Ewing´s sarcoma (n=2), 54 

Germinoma brain tumour (n=1), Leukaemia (ALL and AML) (n=2), Osteogenic sarcoma 55 

(n=1), Ovarian cancer (n=2) and Testicular cancer (n=4). All participants except one had no 56 

prior chemotherapy experience that potentially could influence their eating experiences. Two 57 

AYAs lived independently. 58 

Data collection 59 

Phenomenological, in-depth individual interviews were performed from October 2019 to May 60 

2020 by the first author. Seven interviews were conducted as face-to-face interviews in the 61 

homes of the AYAs, while the remaining interviews were conducted as telephone interviews 62 

due to the Covid-19 outbreak and its consequences. Each interview had a specific focus on 63 

capturing the lived experiences of eating at home when treated with high-emetogenic 64 

chemotherapy. An interview guide inspired by the five lifeworld existentials – lived body, 65 

lived relation, lived space, lived time and lived things – guided the interviews to capture lived 66 

experiences as fully as possible (17) (Table 1).  67 

Ethical consideration 68 

Before inclusion, participants were provided with oral and written information about the study 69 

as prescribed by the Helsinki Declaration (18). Participants signed an informed consent form 70 

before the interview, which stated that participation was voluntary and that consent could be 71 

withdrawn at any time during the course of the study. One participant was under 18 years of 72 

age, which is why the parents also confirmed their child’s participation by signing the 73 
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statement of consent. The study was approved by the Danish Data Protection Agency (record 74 

number 016-051-000001, 144).  75 

Data analysis 76 

Interviews ranging in length from 32 to 64 minutes were audiotaped and transcribed verbatim. 77 

Data analysis followed the analytical approach described by van Manen (17), beginning by 78 

repeatedly reading the interview transcripts with an open-minded attitude to the lived 79 

experience descriptions to attain an initial sense of “what was going on” (19,20). The 80 

transcripts were attended to as a whole to try to capture the main significance of each text, and 81 

one phrase expressing that meaning was formulated (20). After this, relevant meaning units 82 

were identified and the text was subdivided into clusters of meaning within and across the 83 

interviews. Each meaning cluster was analyzed and interpreted in the context of the overall 84 

understanding of the interviews, by continuously going back and forth between the clusters 85 

and the interview text as a whole. Finally, meaning clusters and identified meaning units were 86 

grouped into essential themes to capture the phenomenon of eating (21). The description of 87 

the essential themes were repeatedly discussed among authors (22). The analysis process is 88 

illustrated in Table 2. Examples of meaning units are presented as quotes to illustrate the 89 

meaning of the experience described. Gender and age are presented after each quote. 90 

Findings 91 

Struggling to eat to survive 92 

Struggling to eat to survive was the overarching theme, embracing the young persons’ lived 93 

experiences of eating when at home between treatments sessions with chemotherapy. It was 94 

described as an ´out-of-control-situation´ where the cancer diagnosis forced them to place 95 

their lives in the healthcare professionals’ hands. Eating seemed to be the only thing they 96 

could manage themselves to promote their own recovery. A decrease in food intake and 97 
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reluctance to eat was experienced as involving the enormous threat of hospital admission 98 

and/or pausing or reducing the dose of their chemotherapy. The young persons found the 99 

willpower to take part in the treatment by doing their utmost to eat and drink in spite of 100 

having an unrecognizable body and suffering the devastating side effects of treatment. They 101 

struggled with food – not against food. Willpower to eat thus became a symbol of increased 102 

chances of survival, acknowledging that potential weight loss could negatively influence the 103 

curative effect of the chemotherapy and ultimately their chances of being cured. However, 104 

eating was challenged by the presence of bodily discomfort and at the same time loss of the 105 

familiar sense of satisfaction or joy in eating. Instead, it was connected to feelings of disgust 106 

towards food or fear of feeling unwell when eating. The unreflective act of eating, as known 107 

to the participants before the cancer diagnosis, had changed to a reflective act that required 108 

conscious attention, solely for the purpose of surviving. The essential meaning of Struggling 109 

to eat to survive is unfolded through the themes Cooperating with a deceiving body, 110 

Capturing moments of eating opportunities and Being loved and cared for ´at home´.  These 111 

themes cover the variations and capture the complexity of the young persons’ lived 112 

experiences of eating in their home setting.  113 

Cooperating with a deceiving body 114 

After receiving high-emetogenic chemotherapy, the young persons experienced serious 115 

changes in their bodies that led to the experience of having to cooperate with a deceiving 116 

body. They had to acknowledge strange and unfamiliar bodily reactions that challenged their 117 

ability to eat.  Dull taste buds left them with the impression that their sense of taste could no 118 

longer be trusted. Taste alterations were exemplified through descriptions of how certain food 119 

or beverages suddenly tasted different to before they received chemotherapy: ´I was 120 

completely in shock. How can liver pate taste so far from liver pate? ´ (22-year-old male). 121 

Food they knew well was suddenly unrecognizable and all dishes seemed to taste the same. 122 
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The well-known taste of their favorite dish was substituted by a bland taste. This meant that 123 

eating changed from being an enjoyable act to being an act of no value: ´Whether I had a 124 

piece of rye bread or a delicious steak, it was completely the same. It tasted of nothing 125 

anyway. The meals are total indifferent now´ (27-year-old female).  126 

The young persons experienced that their bodies became hard to recognize after receiving 127 

high-emetogenic chemotherapy. Unpredictable bodily reactions such as devastating pain, 128 

headache and cruel nausea triggered dislikes and influenced their ability to eat. They 129 

experienced not being able to recognize their failing body, which now seemed to have 130 

acquired a life of its own, eliminating eating as a nice, familiar experience. Bodily reactions 131 

could result in massive frustration, as the young persons were very alert to the crucial 132 

importance of eating. As one participant put it: ´You eat even if it hurts. There have been 133 

situations where I was about to smash the plate because it hurt so much and the only thing I 134 

wanted to do was to eat just a little bit´ (19-year-old male).  135 

The young persons experienced a constant struggle between bodily disinclination and 136 

conscious inclination to eat. Conscious inclination could be experienced as increased 137 

awareness of the beneficial effects of eating on general well-being and constant attention 138 

towards eating. The situation required much stamina to withstand the act of eating, e.g. 139 

expressed as:  ´I found my inner food fighter´ (19-year-old male). Despite bodily 140 

disinclination, conscious inclination made it worth Cooperating with the deceiving body to 141 

take up the struggle with eating: ´I must eat to maintain my weight, which is the whole point 142 

to eating now. If I do not eat properly and I lose weight, I cannot get as much chemo. That 143 

way, the cancer grows and it is not certain I will get as much time as I was hoping. It is 144 

almost like ´Eat or die´ (23-year-old female).    145 
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 146 

Capturing moments of eating opportunities 147 

It was important to capture moments of eating opportunities as the young persons’ sense of 148 

appetite or desire for food was rare. Accordingly, they experienced very little desire during a 149 

day; they had to endure their embodied betrayals and develop strategies to capture the rare 150 

moments where there were eating opportunities. One strategy was to regularly perform the act 151 

of eating, meaning forcing oneself to eat despite lack of appetite to avoid being trapped in the 152 

´vicious circle of nausea´ (25-year-old female) if eating was postponed. Another strategy to 153 

capture the moments of eating opportunities was an experimental approach to eating, which 154 

included being obliged to deal with and decode mixed body signals. Their own personal point 155 

of departure determined how they handled eating, and this could fluctuate during a day: 156 

´Mostly, I do not feel hunger. Even though I do not feel hungry, I must eat something. I see it 157 

as my duty´ (26-year-old male).  158 

Other strategies to capture moments of eating opportunities while experiencing a body that 159 

was letting them down were distraction, e.g. watching television or Netflix, ´having an 160 

encouraging conversation´ (18-year-old female), or reacting immediately to the small 161 

glimpses of desire that emerged. These desires appeared as an unpredictable bodily feeling of 162 

a craving for ´something´ that immediately popped up as an unexpected urge for specific food 163 

items. The desires could occur because the young persons were visually exposed to food, but 164 

they could also suddenly appear out of the blue. Adapting to these desires meant they had a 165 

chance to get something to eat, as this could be their only chance to eat on a given day. 166 

Accordingly, these desires were experienced as decisive and hard to define. Their elusive 167 

character could give rise to distress and potentially lead to conflict with their next-of-kin, as 168 

illustrated in the quote: ´Yesterday, when I stumbled upon some elderflower juice, I was 169 

convinced that I wanted some. However, it can be very hard to find out what you want. In this 170 
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case, it is frustrating that your family does not know what you want, because you know that 171 

you need something. You just cannot define what it is specifically´ (27-year-old female).  172 

 173 

Being loved and cared for ´at home´ 174 

The young persons experienced the need to be loved and cared for ´at home´, which created 175 

an almost involuntary dependence on their next-of-kin. The treatment and side effects forced 176 

them to move out of their normal living settings (e.g., their own flat), thus sacrificing the 177 

independence and self-determination they had before the cancer diagnosis. Moving into the 178 

homes of their parents or next-of-kin was a way of gaining confidence and support to live 179 

through the course of treatment and eating difficulties.  180 

Being ´at home´ implied freedom and flexibility. To be able to eat whatever they preferred, 181 

whenever and wherever, positively influenced their eating abilities, as illustrated in this quote: 182 

´We put buns in the oven when we wake up. There are no fixed meal times. We eat when my 183 

inner eating-clock ticks´ (23-year-old female). 184 

Being in familiar surroundings at their next-of-kin’s or just being at home in their usual 185 

environment with usual routines and eating norms were ascribed great importance. Having 186 

meals together as a family revived substantial memories from life before the cancer diagnosis 187 

and encouraged eating, regardless of lack of appetite or nausea. Interactions around the table 188 

could help the young person to be distracted from nausea or uneasiness, making it easier to 189 

eat.  190 

The young persons experienced invaluable support from next-of-kin in their attempt to 191 

cooperate with a deceiving body in their struggle with food. They could experience that their 192 

next-of-kin took charge of the eating task and lovingly pushed them to eat; for example, by 193 

making phone calls from work to ensure they had had lunch, giving advice (to walk around 194 
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while eating), cutting the meals into small bites or feeding them with a fork as if they were 195 

babies. Moreover, they experienced their next-of-kin taking charge of the cooking or buying 196 

them take-away food: ´I only eat because my parents lovingly force the food into my mouth 197 

and make sure that the portion sizes fit my tiny appetite. They help me by cooking or tempting 198 

me with a takeaway´ (27-year-old female).  199 

The helpfulness of next-of-kin seemed a safe and welcome gesture that the young persons 200 

needed to embrace: ´I simply need a loving kick in my ass´ (29-year-old female). Moving back 201 

home entailed a concomitant dependence on parents´ food choices for good or bad, and the 202 

young persons experienced loss of self-determination when their parents’ eating habits 203 

differed from their own. However, they needed to accept this dependency on their next-of-kin 204 

after their cancer diagnosis. 205 

 206 

Discussion  207 

The main finding of this study was AYAs’ struggle to eat to survive which was essential in 208 

their lived experiences of eating when they were at home between chemotherapy treatment 209 

sessions. To be diagnosed with a serious disease during adolescence or young adulthood 210 

enhanced their feeling of being out of control and their feeling of putting their lives in the 211 

hands of others. The existential aspect of eating has rarely been brought to attention in 212 

previous research in adolescent and young adult oncology.  213 

A significant finding was that AYAs were firmly convinced that eating was the only thing 214 

they had left to control. Everything else was in the hands of others. They recognized a 215 

willpower to eat despite having an unrecognizable body and enduring the devastating side 216 

effects of treatment, knowing that decreased food intake could affect their chances of 217 

surviving. Congruent with these findings, a qualitative study by McCarter et al. (23) found 218 
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that eating was associated with survival among adult head and neck cancer patients. 219 

Additionally, they also showed that eating was ´like fighting the fight against the fight´ (23).  220 

In her phenomenological research, the British philosopher Havi Carel enhances our 221 

understanding of how an unreliable body transforms in an existential manner and how the 222 

body changes over time when illness interferes. For example, the ill person may have no 223 

interest or desire, but is obliged to undergo existential changes due to different circumstances 224 

after a cancer diagnosis. However, the uninvited guest, the illness, forces the person to modify 225 

and re-examine bodily habits, existential expectations, experiences of their body, space and 226 

time and finally how to be in the world (24,25). Carel states that the body’s limitations appear 227 

to be a practical concern, but they become an existential limitation because of the constraints 228 

they ascribe to life possibilities (25,26).  229 

Our findings also highlighted that AYAs found that they had to cooperate with a deceiving 230 

body that had a life of its own, and that forced them to adapt to a new familiarity with eating. 231 

This can be further understood in relation to Merleau-Ponty´s concept of the acquisition of 232 

habit as restructuring and reviving the corporal schema (27). Because of the strange and 233 

unfamiliar bodily reactions, AYAs are challenged in relation to their usual unreflective being 234 

in the world. Previous benchmarks on eating still exist in the immediate time following a 235 

cancer diagnosis, but the body’s capacity to fulfil these normal standards is disordered. The 236 

ability to act unreflectively on the basis of habits no longer works as it had done in familiar 237 

situations (27).  238 

In accordance with Merleau-Ponty, AYAs in our study were no longer able to control their 239 

bodies, illness or treatment (27). Our findings showed that AYAs found their inner food 240 

fighter in order to cope with their eating difficulties and capture moments of eating 241 

opportunities. In this way, they integrated the following strategies to capture moments of 242 

eating opportunities in response to their deceiving body: forcing themselves to eat without 243 
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feeling appetite or desire; having an experimental approach to eating; reacting to small 244 

glimpses of desire; and distracting themselves while eating. These strategies can be seen as 245 

ways of regaining meaning in an unaccustomed situation. Developing strategies is not 246 

unprecedented. In a study of children´s and parents´ experiences of food intake when 247 

undergoing chemotherapy, Gibson et al. (28) found that parents developed creative eating 248 

strategies to encourage their children to eat. They found, for example, that interactions 249 

between family members at mealtimes improved children’s food intake and that children in 250 

their study experienced cravings that immediately needed action (28). Our study also adds to 251 

the literature by showing similar strategies to capture moments of eating opportunities such as 252 

distraction while eating or reacting to glimpses of desire as experienced by the AYAs.  253 

Our findings showed that meals were associated with AYAs’ feelings of loss of self-254 

determination and increased dependence on their next-of-kin as the treatment and its side 255 

effects forced them to move out of their normal living settings and into the homes of their 256 

parents or next-of-kin. It implied having meals together as a family which, regardless of 257 

appetite or nausea, encouraged eating. This is further confirmed by Holm & Kristensen (29), 258 

who studied the phenomenon of mealtimes in people´s everyday life. They identified 259 

mealtimes as essential to human social life and as important social events with family and 260 

friends. Originally, eating was associated with relationships with others (29). By contrast, 261 

Koshimoto et al. (30) illustrated that adult cancer outpatients receiving chemotherapy often 262 

experienced conflict over food with people around them and mealtimes often led to conflicts 263 

with family members. However, the next-of-kin undertook a new important and supportive 264 

role crucial to the AYAs’ ability to eat where they nudged them to eat, fed them with a fork 265 

and took charge of the cooking.  266 

In Van Manen’s conceptualization, the lifeworld perspective as a whole changes when the 267 

body changes (17). The lived body in this study affected the other dimensions of the lifeworld 268 
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such as the lived relation. The lived relation between the AYAs and their next-of-kin 269 

therefore took on a different essential meaning than before the cancer diagnosis. However, our 270 

findings showed that AYAs appreciated helpfulness by acknowledging the necessity of the 271 

new role the next-of-kin had to take. These findings are in line with existing knowledge 272 

regarding social support from family, where parental assistance in everyday tasks such as 273 

providing food in the home setting was found to be helpful and that parents were generally 274 

found to be the most helpful (31). Studies found that AYAs appreciated their families as the 275 

most important source of support and reported that cancer strengthened family ties (31–34). 276 

Furthermore, Gibson et al. (28) and Fleming et al. (35) showed that parents were very mindful 277 

of how they approached the issue of eating with their child during treatment, actively seeking 278 

to employ positive feeding practices to maintain a good relationship. Thus, these findings 279 

highlight the importance of utilizing the benefits of the AYA-next of kin relationship if the 280 

next-of-kin are to be effective supporters in the AYA´s eating abilities. However, more 281 

research is needed to fully understand the next-of-kin’s perspectives on AYAs´ eating 282 

difficulties to further inform healthcare professionals and meet families’ specific needs. 283 

Strengths and limitations 284 

A phenomenological study is concerned with gathering in-depth knowledge about the 285 

phenomenon that is studied rather than obtaining breadth in demographics and a large study 286 

sample (17,20,36). Accordingly, we included 13 AYAs with variations in age, gender and 287 

diagnosis. However, all AYAs were from the same cultural background. As cultural 288 

background may influence eating cultures and traditions, the findings of the present study 289 

may be limited due to contextual matters. Throughout the study, we sought to keep hold of 290 

our pre-understandings, assumptions and presuppositions with an ongoing open dialogue 291 

between us. Here we challenged our preunderstandings and made steadily changes to 292 

minimize its influence on our findings, as suggested by van Manen (19).  293 
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Phenomenological interviews require the skills of active listening and interpretation of non-294 

verbal cues. As six of the interviews were conducted over the telephone due to the Covid-19 295 

pandemic this may have been hard to accomplish. On the other hand, remote communication 296 

is suitable with this age group as they are familiar with it and telephone interviews could 297 

allow AYAs to discuss sensitive topics more freely than they would have done face-to-face 298 

(37). However, we identified no obvious differences in experiences. Another strength of this 299 

study was that it was in-depth in nature and had a strong theoretical underpinning, which 300 

made it possible to understand the meaning of their experiences rather than merely describing 301 

it.  302 

However, a strength of this study was that the interviewer and the AYAs had a prior 303 

relationship; thus, before the interviews were conducted, the interviewer had spent 140 hours 304 

on participant observation in the hospital setting. This may have helped to provide the trusted 305 

relationship needed in the telephone interviews.  306 

Conclusion 307 

This study offers a deep and thorough understanding of the essential meaning of eating among 308 

AYAs receiving high-emetogenic chemotherapy who were at home between chemotherapy 309 

sessions. Our findings revealed that struggling to eat was a fundamental existential matter 310 

requiring reflection and consciousness, and that it was thus essential for surviving. 311 

Furthermore, we found a duality between struggling to eat and eating to fight cancer, and 312 

eating was AYAs’ way of gaining some kind of control.  313 

The deceiving body was a major concern influencing the AYAs´ being in the world. Their 314 

body challenged their ability to eat and forced them to develop strategies to capture moments 315 

of eating opportunities, such as forcing themselves to eat without feeling appetite or desire, 316 

having an experimental approach to eating, reacting to small glimpses of desire and 317 
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distracting themselves while eating. They found their inner food fighter to deal with the 318 

abruption from unreflective eating and to underpin the aim of regaining control. In the process 319 

of complying with a changed body that tripped up their fight against cancer by challenging 320 

their ability to eat, the next-of-kin proved to be an invaluable support, through nudging, 321 

caring and taking charge. 322 

Findings from our study are highly relevant for clinical practice. We have highlighted the 323 

importance of acknowledging that eating while being treated with high-emetogenic 324 

chemotherapy is individual in nature and affects the entire lifeworld. It is very relevant for 325 

healthcare professionals providing care for the AYAs to know about this struggle and how 326 

eating may be hampered by the experiences of the body´s deceiving reactions. Knowing 327 

strategies to capture eating opportunities, willpower and the important role of AYAs’ next-of-328 

kin are crucial for preparing AYAs and their families for what awaits them in the course of 329 

cancer treatment.  330 

Acknowledgements 331 

We would like to take the opportunity to express our gratitude to the AYAs for their 332 

participation in the study. Moreover, the Danish Cancer Society [grant number R210-333 

A12911] and Aarhus University, Department of Public Health deserve great 334 

acknowledgement for providing financial support for this work and making this important 335 

study possible.  336 

 337 

Author Disclosure Statement 338 

No competing financial interests exist. 339 

  340 



15 

 

References 341 

1.  Loeffen EAH, Brinksma A, Miedema KGE, de Bock GH, Tissing WJE. Clinical 342 
implications of malnutrition in childhood cancer patients—infections and mortality. 343 
Support Care Cancer. 2015 Jan;23(1):143–50.  344 

2.  Brinksma A, Sanderman R, Roodbol PF, Sulkers E, Burgerhof JGM, de Bont ESJM, et 345 
al. Malnutrition is associated with worse health-related quality of life in children with 346 

cancer. Support Care Cancer. 2015 Oct;23(10):3043–52.  347 

3.  Brinksma A, Sulkers E, IJpma I, Burgerhof JGM, Tissing WJE. Eating and feeding 348 
problems in children with cancer: Prevalence, related factors, and consequences. Clinical 349 
Nutrition. 2020 Oct;39(10):3072–9.  350 

4.  Lange BJ. Mortality in Overweight and Underweight Children With Acute Myeloid 351 

Leukemia. JAMA. 2005 Jan 12;293(2):203.  352 

5.  Beauchemin M, Sung L, Hershman DL, Weng C, Dupuis LL, Schnall R. Guideline 353 

concordant care for prevention of acute chemotherapy-induced nausea and vomiting in 354 

children, adolescents, and young adults. Support Care Cancer. 2020 Oct;28(10):4761–9.  355 

6.  Linder LA, Erickson JM, Stegenga K, Macpherson CF, Wawrzynski S, Wilson C, et al. 356 
Symptom self-management strategies reported by adolescents and young adults with 357 

cancer receiving chemotherapy. Support Care Cancer. 2017 Dec;25(12):3793–806.  358 

7.  Keys A. Experimental human starvation; general and metabolic results of a loss of one 359 

fourth the body weight in six months. Fed Proc. 1946;5(1 Pt 2):55.  360 

8.  Kurk S, Peeters P, Stellato R, Dorresteijn B, Jong P, Jourdan M, et al. Skeletal muscle 361 

mass loss and dose‐limiting toxicities in metastatic colorectal cancer patients. Journal of 362 
Cachexia, Sarcopenia and Muscle. 2019 Aug;10(4):803–13.  363 

9.  Martin L, Senesse P, Gioulbasanis I, Antoun S, Bozzetti F, Deans C, et al. Diagnostic 364 
criteria for the classification of cancer-associated weight loss. J Clin Oncol. 2015 Jan 365 

1;33(1):90–9.  366 

10.  Sasaki S, Oki E, Saeki H, Shimose T, Sakamoto S, Hu Q, et al. Skeletal muscle loss 367 
during systemic chemotherapy for colorectal cancer indicates treatment response: a 368 
pooled analysis of a multicenter clinical trial (KSCC 1605-A). Int J Clin Oncol. 2019 369 
Oct;24(10):1204–13.  370 

11.  Ramos R, Nadal E, Peiró I, Masuet-Aumatell C, Macia I, Rivas F, et al. Preoperative 371 
nutritional status assessment predicts postoperative outcomes in patients with surgically 372 

resected non-small cell lung cancer. European Journal of Surgical Oncology. 2018 373 
Sep;44(9):1419–24.  374 

12.  Ameringer S, Erickson JM, Macpherson CF, Stegenga K, Linder LA. Symptoms and 375 
Symptom Clusters Identified by Adolescents and Young Adults With Cancer Using a 376 
Symptom Heuristics App: SYMPTOM CLUSTERS IN ADOLESCENTS AND 377 
YOUNG ADULTS. Res Nurs Health. 2015 Dec;38(6):436–48.  378 



16 

 

13.  Joffe L, Ladas EJ. Nutrition during childhood cancer treatment: current understanding 379 

and a path for future research. The Lancet Child & Adolescent Health. 2020 380 
Jun;4(6):465–75.  381 

14.  Arends J, Bachmann P, Baracos V, Barthelemy N, Bertz H, Bozzetti F, et al. ESPEN 382 
guidelines on nutrition in cancer patients. Clinical Nutrition. 2017 Feb;36(1):11–48.  383 

15.  Smith S, Moony Z, Cable M, Taylor RM. THE BLUEPRINT OF CARE for teenagers 384 
and young adults with cancer [Internet]. Coventry University, School of Nursing, 385 
Midwifery and Health: Teenage Cancer Trust; 2016 Dec [cited 2020 Dec 4] p. 138. 386 

Available from: 387 
https://www.teenagecancertrust.org/sites/default/files/BlueprintOfCare_2ndEdition.pdf 388 

16.  Guzik P, McKinney JA, Ulack C, Suarez J, Davis V, Teisberg E, et al. Outcomes That 389 
Matter Most to Young Adults Diagnosed with Cancer: A Qualitative Study. Journal of 390 

Adolescent and Young Adult Oncology. 2020 Nov 25;jayao.2020.0150.  391 

17.  Van Manen M. Phenomenology of practice: meaning-giving methods in 392 
phenomenological research and writing. Walnut Creek, California: Left Coast Press; 393 

2014. 412 p. (Developing qualitative inquiry).  394 

18.  General Assembly of the World Medical Association. World Medical Association 395 

Declaration of Helsinki: ethical principles for medical research involving human 396 
subjects. J Am Coll Dent. 2014;81(3):14–8.  397 

19.  Manen M van. From Meaning to Method. Qual Health Res. 1997 Aug;7(3):345–69.  398 

20.  Van Manen M. Researching lived experience: human science for an action sensitive 399 
pedagogy. London: The Althouse Press; 2012.  400 

21.  Van Manen M. Researching lived experience: Human science for an action sensitive 401 

pedagogy. New York: University of New York: Routledge; 1990.  402 

22.  van Manen M. Phenomenology in Its Original Sense. Qual Health Res. 2017 403 
May;27(6):810–25.  404 

23.  McCarter K, Baker AL, Britton B, Halpin SA, Beck A, Carter G, et al. Head and neck 405 

cancer patient experience of a new dietitian-delivered health behaviour intervention: 406 
‘you know you have to eat to survive.’ Support Care Cancer. 2018 Jul;26(7):2167–75.  407 

24.  Carel H. Phenomenology as a Resource for Patients. Journal of Medicine and 408 
Philosophy. 2012 Apr 1;37(2):96–113.  409 

25.  Carel H. The Philosophical Role of Illness: The Philosophical Role of Illness. 410 

Metaphilosophy. 2014 Jan;45(1):20–40.  411 

26.  Carel HH. Illness, phenomenology, and philosophical method. Theor Med Bioeth. 2013 412 

Aug;34(4):345–57.  413 

27.  Merleau-Ponty M, Landes DA. Phenomenology of perception. Abingdon, Oxon ; New 414 
York: Routledge; 2012. 606 p.  415 



17 

 

28.  Gibson F, Shipway L, Barry A, Taylor RM. What’s It Like When You Find Eating 416 

Difficult: Children’s and Parents’ Experiences of Food Intake. Cancer Nursing. 417 
2012;35(4):265–77.  418 

29.  Holm L, Tange Kristensen S. Mad, mennesker og måltider: samfundsvidenskabelige 419 
perspektiver [Food, people and meals: social science perspectives]. København: 420 
Munksgaard Danmark; 2014.  421 

30.  Koshimoto S, Arimoto M, Saitou K, Uchibori M, Hashizume A, Honda A, et al. Need 422 
and demand for nutritional counselling and their association with quality of life, 423 

nutritional status and eating-related distress among patients with cancer receiving 424 
outpatient chemotherapy: a cross-sectional study. Support Care Cancer. 2019 425 
Sep;27(9):3385–94.  426 

31.  Pennant S, C. Lee S, Holm S, Triplett KN, Howe-Martin L, Campbell R, et al. The Role 427 

of Social Support in Adolescent/Young Adults Coping with Cancer Treatment. Children. 428 
2019 Dec 23;7(1):2.  429 

32.  Ang SH, Koh SSL, Lee XH@ HT, Shorey S. Experiences of adolescents living with 430 

cancer: A descriptive qualitative study. J Child Health Care. 2018 Dec;22(4):532–44.  431 

33.  McNeil R, Egsdal M, Drew S, McCarthy MC, Sawyer SM. The changing nature of 432 

social support for adolescents and young adults with cancer. European Journal of 433 
Oncology Nursing. 2019 Dec;43:101667.  434 

34.  Wicks L, Mitchell A. The adolescent cancer experience: loss of control and benefit 435 
finding: Adolescent cancer experience: control & benefit finding. European Journal of 436 
Cancer Care. 2010 Nov;19(6):778–85.  437 

35.  Fleming CAK, Cohen J, Murphy A, Wakefield CE, Cohn RJ, Naumann FL. Parent 438 

feeding interactions and practices during childhood cancer treatment. A qualitative 439 
investigation. Appetite. 2015 Jun;89:219–25.  440 

36.  Norlyk A, Harder I. What makes a phenomenological study phenomenological? An 441 
analysis of peer-reviewed empirical nursing studies. Qual Health Res. 2010 442 

Mar;20(3):420–31.  443 

37.  Davies JP, McGill BC, Sansom-Daly UM, Wakefield CE, Kelly DM. “This Is the First 444 
Time I’ve Talked About This”: Considerations When Conducting Qualitative Research 445 
Interviews with Adolescents and Young Adults with Cancer. Journal of Adolescent and 446 
Young Adult Oncology. 2020 Dec 30;jayao.2020.0122.   447 



18 

 

Table 1 - Interview guide framed by the five existentials 448 

Topic Interview questions 

Opening 

statement 

 

Lived body 

 

 

 

Lived relation 

 

 

Lived space  

 

 

 

Lived time 

 

 

Lived thing 

 

 

General 

Please tell me what it is like being young and getting cancer. Please tell me how you 

felt about eating before you got sick. Please elaborate what eating means to you now.  

 

Please try to tell me how you experience hunger. How do you experience your body 

reacting just before you eat, when you eat and after you eat? How are you experiencing 

changes in your body?  

 

Do you usually eat alone or with others? What does it mean for you to eat with others? 

Please try to give me concrete examples of how you eat when you are at home.  

 

Please explain to me if it matters to you where you eat. How do you experience the 

importance of where you eat? How do you experience the difference between being at 

home and elsewhere?  

 

Please tell me about a specific day. How is eating planned in your home? What 

influences when you eat? How have you experienced changes from before to now?  

 

How are meals prepared in your home? How are you involved in preparing and 

cooking? 

 

Please try to tell me about a specific moment when you experienced having an appetite 

and a desire to eat. 

Please try to tell me about a specific moment when you experienced lack of appetite.  

 449 

 450 

  451 
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Table 2 – Illustrations of the process of analysis 452 

Citations Selective approach Detailed approach Theme 

´It hurt so much when I 

ate. My body started 

sweating, I got a headache 

and just had to lie down. I 

did not feel I could be in 

my own body´. ´I thought; 

what is happening? (19-

year-old male) As soon as 

I even think of e.g. meat, I 

get extreme nausea. 

Usually, I eat meat´. ´I eat 

because I have to. There 

are more times when I do 

not feel hungry than there 

are times when I feel 

hungry (28-year-old male).  

Eating while receiving HE 

chemotherapy involves 

experiencing cruel bodily 

reactions. 

 

Eating while receiving HE 

chemotherapy requires 

attention and awareness. 

 

Eating while receiving HE 

chemotherapy means 

acknowledging that usual 

eating patterns and 

preferences are invalid.  

 

AYAs realized that they 

had a fluctuating appetite 

due to unpredictable 

bodily reactions. 

 

AYAs had a failing body 

that made them feel out-of-

control. 

 

AYAs force-fed 

themselves when the 

desire to eat did not come 

by itself.  

Cooperating 

with a deceiving 

body 

HE = High-emetogenic    

 453 

 454 

 455 

 456 


