
COPING WITH A BRAIN TUMOUR 

 

1 

 

 

 

 

 

 

 

 

 

 

 

 

‘Make Them Wonder How You Are Still Smiling’: The Lived Experience of Coping with 

a Brain Tumour 

 

 

 

Anna Zanotto 

 

 

Karen Goodall 

 

 

Marion Ellison 

 

 

Chris McVittie  



COPING WITH A BRAIN TUMOUR 

 

2 

Abstract 

 

A brain tumour can be a life-threatening illness and cause unique symptoms compared to other 

types of cancer, such as cognitive or language deficits, or changes in personality. It is an 

exceptionally distressing diagnosis which can affect quality of life, even for those with a low-

grade tumour or many years after the diagnosis. This study sought to gain an in-depth 

understanding of the lived experience of adjustment to living with a brain tumour. Twelve 

individuals (83% female) with a primary brain tumour (83% low-grade) took part in the study. 

Participants were aged 29-54 years, on average 43 months following the diagnosis, and were 

recruited through the charitable support organisations in the United Kingdom. In-depth semi-

structured interviews were conducted, transcribed verbatim and analysed using interpretative 

phenomenological analysis (IPA). Six inter-related themes were identified: making sense of 

the diagnosis, seeking empowerment, feeling appreciative, taking charge of coping, learning 

to accept, and negotiating a new normality. Notions of empowerment, gratitude, and 

acceptance throughout the illness journey were prominent in the participants’ narratives. 

Receiving sufficient information and initiating treatment were important in negotiation of 

control. The results highlighted what facilitates and hinders adaptive coping. Among the 

aspects which facilitated positive coping were: trust in clinician, feeling in control, feeling 

grateful or accepting. Participants on a ‘watch and wait’ approach, while feeling appreciative, 

perceived the lack of treatment as difficult and frustrating. Implications for patient-clinician 

communication are discussed, particularly for patients on a ‘watch and wait’ who might need 

additional support in adjusting. 

 

Keywords: brain tumour, coping, psychosocial adjustment, interpretative phenomenological 

analysis (IPA)  
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‘Make Them Wonder How You Are Still Smiling’: The Lived Experience of Coping with 

a Brain Tumour 

A primary brain tumour is a relatively rare diagnosis in adults (DeRobles et al., 2015), 

and presents with a unique range of symptoms compared to other kinds of cancer (Rooney, 

Netten, et al., 2014). It is a highly diverse group of tumours, with classification depending on 

the location and type of brain cell from which they originate (Louis et al., 2021). Low-grade 

tumours are diagnosed more commonly than high-grade tumours, with 68 percent of central 

nervous system (CNS) tumours being reported as non-malignant (Ostrom et al., 2016). Cubis 

et al. (2018) highlighted the complex nature of the diagnosis, as it involves a threat to survival, 

but also a threat to personal identity. Symptoms may include language, memory, or cognitive 

difficulties, or changes in personality and behaviour (Rooney, Brown, et al., 2014), which are 

often self-defining qualities. Other symptoms, which commonly affect quality of life, include 

fatigue, problems with sleep, pain, and seizures (Liu et al., 2009). The diagnosis has also been 

linked with exceptionally high levels of distress (Herschbach et al. 2020; Liu et al., 2018) and 

depressive symptoms (Rooney et al., 2011). 

Quality of life in people with a brain tumour has been found to be significantly reduced 

compared to general population norms (Janda et al., 2007), even in those with a low-grade 

tumour diagnosis and many years after a diagnosis (Gustafsson et al., 2006; Reijneveld et al., 

2001). Reduced quality of life has been related more frequently to emotional and cognitive 

difficulties than physical symptoms (Gustafsson et al., 2006). Acute awareness of the potential 

impact of the tumour on physical and cognitive functioning can be a source of distress, even 

when the level of disability is not high (Cubis et al., 2018). As survival times can range up to 

decades, depending on tumour type, the lowered quality of life becomes an urgent concern 

requiring research attention. Studies of coping in this population have found that adaptive 

strategies, such as optimism or positive reappraisal (Goebel et al., 2018; Gustafsson et al., 
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2006; Moreale et al., 2017; Palese et al., 2012), or trust (Goebel et al., 2018) and acceptance 

(Keeling et al., 2013), are frequently adopted. However, levels of helplessness/hopelessness 

and anxious preoccupation may be higher than in people with other types of cancer 

(Trejnowska et al., 2020). 

To date, the majority of studies on individuals’ experiences of living with a brain 

tumour have been focussed on the supportive care needs, rather than subjective perceptions of 

illness, and few have been conducted with participants outside of the healthcare context. A 

systematic review conducted by Moore and colleagues (2013) on support needs of high-grade 

glioma patients concluded that the literature remains scarce and further research is needed. 

There are only a few studies qualitatively exploring the experiences of individuals with low-

grade brain tumour. For example, Edvardsson and Ahlstrom (2005) in the first qualitative study 

conducted with persons with low-grade glioma reported that they faced multiple problems 

concerning emotion, memory, cognition, and communication. The authors also highlighted that 

living with low-grade glioma was not automatically the same as living with cancer in general. 

Wong and colleagues (2011) highlighted that, in a sample of participants who had undergone 

craniotomy for low-grade tumours, individuals reported to have many unmet support needs 

and lack resources which are usually available to other cancer patients. Edvardsson et al. (2006) 

described individuals’ experience with the onset of low-grade glioma and reported that the 

process of diagnosis was stressful. Cavers and colleagues (2012) found that, in patients with 

glioma and in caregivers, distress was already elevated when waiting for the diagnosis. The 

authors identified that the course of illness and adjustment process were dynamic and different 

kinds of support were needed at the key stages. After the diagnosis, fear about loss of control, 

pain, or life expectancy was initially marked, however as the time went on, sense of hope and 

well-being were gradually restored (Cavers et al., 2012; Sterckx et al., 2015). Further, Cavers 
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et al. (2012) reported that as the tumours progressed, psychological and existential well-being 

were challenged again. 

Heightened distress, reduced quality of life, and a unique range of symptoms in this 

population all merit a qualitative study to help understand the individual experience of going 

through the illness. To the authors knowledge, no detailed phenomenological exploration of 

the subjective experience has been conducted. There is a need for research on how individuals 

adjust to living with this diagnosis and describe it in their own terms. Therefore, the research 

question addressed in the current study was: What is the experience of living with a brain 

tumour? 

Methodology 

 Interpretative phenomenological analysis (IPA; Smith, 2004) was chosen as a theoretical 

framework to guide the study design, data collection and analysis. IPA is built upon three 

philosophical pillars: phenomenology, hermeneutics and idiography (Smith et al., 2022). 

Phenomenology, originally developed by Edmund Husserl (1859-1938), highlights focussing 

on particular things (i.e., content of consciousness, experiences) in their own right, instead of 

attempting to fit them into predefined categories (Smith et al., 2022). These ideas were 

developed further by Martin Heidegger (1889-1976), who developed a concept of Dasein 

(‘there-being’). He emphasised that human beings are thrown into a world of objects, 

relationships, culture and language, and that existence is always ‘in-relation-to’ something. 

Heidegger was also one of the central figures in the development of the field of hermeneutics, 

which is the theory of interpretation (Smith et al., 2022). It assumes that our access to 

experience is always through interpretation and that the reader or researcher always brings their 

own preconceptions to the way they are looking at the new stimulus (Smith et al., 2022). IPA 

resonates with these ideas insofar as the analysis is an iterative process of moving back and 

forth between the data and their interpretations (Smith, 2011). The role of the researcher is 
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considered as IPA involves a ‘double hermeneutic’ (Smith & Osborn, 2003): the researcher is 

making sense of the participant, who is making sense of their experience. Finally, the central 

notion to IPA is idiography, which prioritises detailed accounts of particular experiences of 

particular participants (Smith et al., 2022). IPA was chosen as it best aligned with the study 

aim to explore the lived experience and participants’ understandings of the illness. It is 

commonly and successfully used within health psychology to aid an understanding of illness 

experience (see, e.g., Dickson et al., 2011; Hamill et al., 2010; Smith, 2011; Swash et al., 2018), 

and it has been increasingly applied in cancer research (Pringle et al., 2011). 

 Ethical approval for the study was granted by [Anonymised] University Research Ethics 

Panel. All participants provided written informed consent prior to enrolment in the study. The 

risk of distress for the participants arising from interviewing on sensitive topics was minimised 

by skilful interviewing manner by the researcher, who had prior experience of working as a 

psychologist in clinical settings. Participants were also debriefed and directed to relevant 

support sources. The risk of causing distress to the researcher was minimised by regular 

debriefing with other research team members. 

Sampling and Recruitment 

 The study was a second part of a larger research project, where the first stage involved 

completing online self-report questionnaires distributed internationally (Trejnowska et al., 

2020). Following the completion of the first study, participants had an option to volunteer to 

take part in an interview to gain a deeper insight into their lived experience. Inclusion criteria 

were: aged 18 or above and being diagnosed with a primary brain tumour. A purposive sample 

of participants who expressed their interest and provided contact details was contacted and sent 

an information sheet and consent form. Participants were selected based on their tumour types 

and time since diagnosis, as well as the geographical location (being based in Southeast 

Scotland or Northeast England) to find a homogeneous population and gain a shared 
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perspective on the phenomenon (including a shared experience of the National Health Service 

in the UK) (Larkin et al., 2019). Out of nineteen participants who were contacted, twelve 

returned signed consent forms. Participants were ten females and two males between the ages 

of 29 and 54 years (mean = 42 years). Time since the diagnosis ranged from 15 months to 8 

years 1 month (mean = 3.5 years). Eight participants were employed. Ten individuals were 

diagnosed with low-grade tumours and two with high-grade tumours. Five participants did not 

receive any treatment, three received radiotherapy and chemotherapy, and six participants 

underwent a partial or full tumour resection. 

Interviews 

 The interview mode, time and location were mutually agreed between the researcher and 

the participants. Two participants chose to be interviewed by telephone, one via an e-mail 

exchange, and nine took part in an interview face-to-face (in participant’s home or workplace, 

a quiet café, or at the researcher’s university meeting room). All interviews were conducted by 

the first author who has an extensive previous experience of conducting qualitative interviews 

and was a PhD student at that time. Participants were offered to be interviewed in the presence 

of a family member or a friend, however all chose to be interviewed alone. The interviews were 

semi-structured, so the order and wording of questions varied depending on participants’ 

responses. Efforts were made to establish rapport with the interviewees and enable them to feel 

comfortable. All interviews began with a broad question: ‘What has it been like so far for you 

to be diagnosed with a brain tumour?’, which intentionally left space for the participants to 

raise and explore the issues most prominent for them. Other questions followed, such as: ‘How 

do you cope with the demands of the illness?’, ‘What would it mean for you to ‘come to terms’ 

with the diagnosis? or ‘How has being diagnosed with a brain tumour affected the way you 

think or feel about yourself?’ However, the interviews were largely guided by the participants 

and the schedule was only used to provide cues when the participants had difficulties. The 
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interviewer used probes to follow up on areas which seemed significant for the participants. 

Interviews typically lasted around 60 minutes (ranging from 22 to 98 minutes) and ended only 

when the participants felt they did not need to add anything more about their experience of 

coping and adjustment. Interviews were audio-recorded and transcribed verbatim. During 

transcription pseudonyms were assigned and identifiable information removed to protect 

participants’ anonymity. Neither the transcripts, nor the findings were returned to participants 

for feedback, due to the potential distress caused by the sensitive nature of the interviews as 

well as out of respect to participants’ time.  

Data Analysis 

 The analytic procedure of IPA detailed by Smith et al. (2022) was followed. A reflexive 

journal was kept after each interview to ensure that the researcher’s personal experiences and 

evoked feelings were not imposed on the interpretations, but instead logged and acknowledged. 

First, the transcripts were read and re-read to allow immersion in the original data. The next 

stage involved exploratory coding, which took place on three levels. First, descriptive and 

content coding involved paying close attention to what participants said (e.g., participant 

describes that reaching a diagnosis took a long time). Second, linguistic coding attended to how 

language was used (e.g., participant uses a metaphor to express that her illness is an isolating 

experience). Third, conceptual coding facilitated the emergence of a more interpretative 

perspective (e.g., having a brain tumour impacts on the narrowed perception of the world and 

the outside reality). The emergent themes were identified and connected to each other to 

identify the clustered themes for each participant. Once this process was completed for each 

transcript, the researcher repeated it for all other transcripts. Next, connections were established 

across cases to form higher order, superordinate themes. The reorganisation of the themes took 

place while maintaining proximity to the original interview data. IPA is exploratory, process-

oriented, and takes an interest in the perceptions and views of the individuals (Smith et al., 
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2022). It is inductive in its principle and is data-driven (bottom-up). IPA is concerned with how 

individuals themselves make sense of their lived experiences, and particularly of the experience 

of a major life event. The first author took the lead on analysis and coded the data. The 

transcripts were reviewed, and the themes validated, by the other authors who are all 

experienced qualitative researchers. This article presents six inter-related themes concerning 

the issue of adjustment and coping with a brain tumour diagnosis. The extracts presented below 

have been selected to demonstrate the essence of a recurrent theme, and to ensure that 

researcher’s claims are supported by the data (Osborn & Smith, 1998). A discussion of 

divergent cases is included (Nizza et al., 2021). 

Findings 

 Following the analysis, six superordinate themes were identified: (1) making sense of the 

diagnosis, (2) seeking empowerment, (3) feeling appreciative, (4) taking charge of coping, (5) 

learning to accept, and (6) negotiating a new normality. Each theme is outlined below with the 

quotes from the participants to evidence them. 

Making Sense of the Diagnosis 

 Participants described the lead up to the brain tumour diagnosis as turbulent and 

characterised the initial period primarily by feelings of shock and disbelief. The initial stages 

were characterised by a sense of being out-of-control, described as ‘rollercoaster ride’ (May), 

‘like a blur’ (Melody), ‘surreal’ (Alexandra), and a suffocating sense of being closed in, as if 

in a ‘pressure cooker’ (May). The fearful anticipation of tumour growing, or symptoms 

worsening, was described as a feeling of ‘having this ticking time bomb, just waiting’ (May). 

Some participants highlighted a lengthy diagnostic process with repeated doctor’s visits and 

occasional difficulty with having their symptoms acknowledged: 

And then they changed the diagnosis again, so it was like, it was like a whirlwind. It was 

like being on a rollercoaster ride with no end. (May) 
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May, who had a low-grade tumour and was placed on a ‘watch and wait’ approach, described 

her initial reactions to the diagnosis using metaphors and portraying a sense of loneliness:  

It feels like I have walked into a very deep dark tunnel and there is no light at the end. 

(May) 

Once the diagnosis was reached, it also brought a sense of relief as it helped to explain and 

make sense of the changes in personality, mood or behaviour, which participants had observed 

before: 

And when I was told that I had a brain tumour, eh, in one way it made me feel better 

cause it kind of brought everything together what was actually wrong with me, but also, 

I was really angry, um, and upset. (Barbara) 

Participants also expressed appreciation for having their symptoms validated. However, strong 

emotional reactions of hopelessness featured in the participants’ narratives. The quote below 

comes from a participant with a glioblastoma, who was over three years post-diagnosis at the 

time of the interview: 

Initially I thought I wanted it over and done with. I remember saying if I died within six 

months, [tearful] my little girl wouldn’t remember me and that would have been easier 

for her. (Zoe) 

Thus, for some participants the diagnosis came as a relief, but for most, it was described as 

shocking, surreal, and frightening. 

Seeking Empowerment 

 Participants described wanting to negotiate control over the illness and medical decisions. 

Receiving sufficient information was seen as one way towards feeling empowered: 

And then they said, ‘don’t look on the internet, don’t look at any information’ and I 

thought that sounds… because that is the first place you would go. But the girl next door, 

her auntie had one, and then I got told all the information about what [it] was. (May) 
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Conversely, resisting the urge to access online information was viewed as surrendering of 

control and, here, May portrays how she attempted to keep herself informed in other ways. 

Participants also viewed initiating treatment as empowering and taking action: 

It was just like turning a corner really. Once I started the treatment I was like ‘right, this 

is it, I can do something about it’. (Zoe) 

Further, participants provided examples of how effective medical consultations could result in 

a changed outlook on illness. In this example, the aspects leading to Zoe trusting her consultant 

were a warm attitude, and the neuro-oncologist’s efforts in making Zoe feel confident and 

involved in the treatment plan. This also resulted in increased hope for the effectiveness of the 

treatment. 

I think because she had given me her trust in the beginning, I totally trusted her, that that 

was easier to manage. Just think ‘she knows best, not me, I don’t know what to do about 

this, she does.’ (Zoe) 

When treatment was not offered to the participants on a ‘watch and wait’ regime, it was 

perceived as frustrating: 

It sounds really terrible, but in some ways, I wished it had been [cancerous] because it 

would have been removed and I would have been able… I would have known where my 

life was at that particular point. (May) 

Participants expressed resentment when they felt they were not involved in the treatment 

decisions. Some disagreed with the labelling of the low-grade tumour as ‘benign’ by the 

healthcare professionals: 

He told me ‘benign’, which is basically wrong, and he shouldn’t really do that. […] And 

the fact that it's a low-grade glioma, I mean it's still a tumour, it's inoperable, it will never 

be cured even if they got 100% out, they don't give you information, no support, no 

counselling, nothing, not a thing. Which is disgraceful. (Phoebe) 
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The participant, who had been living with a grade 2 astrocytoma for over five years prior to 

the interview, uses strong terms to describe her initial encounters with the healthcare 

professionals. This view was shared also by other participants with low-grade tumours in this 

study, who experienced it as hurtful when they perceived that their condition was not being 

taken as serious enough.  

Another example of how participants were negotiating control over their illness was through 

relinquishing agency over medical decisions to healthcare professionals. They described their 

feelings as ranging from disagreement to acceptance. Hannah, who had been diagnosed with a 

grade 2 oligoastrocytoma for over two years, expressed scepticism towards the ‘watch and 

wait’ approach, as in her view the healthcare professionals ‘let it get really quite bad’. Below, 

she portrays the ruminations over potential treatment options, hesitation, and finally 

surrendering of control over to the clinicians: 

They are hoping to get about 70% of it out... so and... so it is a... it is a life prolonger, I 

guess. If things go to plan that way. Em... but I don’t know. I will just need to wait and 

see what is next said. (Hannah) 

Here, Oliver described how, after the build-up of anxiety, the outcome of the annual scans was 

linked to relief and joy: 

If you are told ‘it’s fine, no change’ you kind of go skipping out the hospital and then 

back again… it’s almost like it’s a pattern. For me, it’s well ‘you have got another year 

to live, off I go!’ (Oliver) 

The final aspect of this theme was negotiation of agency over the tumour itself. Participants 

debated how much attention in their lives should the tumour be allowed to receive and 

described attempts to reduce the tumour growth by, for example, avoiding stress and healthy 

lifestyle. Re-evaluation of the tumour as a chronic condition was also seen as empowering: 
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It has now just become a lifelong condition, that is what it has become and it is just like 

everybody else, we all have […] I’ve had psoriasis all my life, you know, so on some 

level I have obviously been able to cope and adapt but... (May) 

Here, the participant conveys a sense of somehow reluctant acceptance of the brain tumour 

illness. She describes how by starting to think about her condition as a ‘lifelong’, it seemed to 

minimise the psychological burden.  

Feeling Appreciative 

 The next theme features changing perception of the illness and appreciation of life more 

broadly. Participants portrayed how their priorities in life have changed as the time progressed 

after the diagnosis: 

So, at the beginning ‘get it out, it is the worst thing that has ever happened to me’. Four 

years down the line, actually it’s not the worst thing that has ever happened to me, it has 

given me perspective and it has enabled me to focus on what is really important. (May) 

This theme captures participants’ accounts of acknowledging the positives in their lives, which 

they did not notice or feel appreciative of previously.  

I feel like my life hasn’t changed as such but the way I see things has changed. 

(Alexandra) 

For some, the focus shifted from work to family: 

Now work is work and I want to go home, thanks. I come in to work, I work, and I want 

to go home and spend time with my family. (Alexandra) 

Having intense scheduled life with long-term plans and commitments shifted to a more mindful 

focus on the here-and-now and enjoying every moment: 

There was just this absolute joie de vivre... sort of thing. ‘Let’s enjoy life’ and life really 

is too short. (Melody) 
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Several participants concluded they were lucky to have a low-grade tumour or privileged 

compared to others with similar diagnoses. Participants used gratitude as a means of coping 

and facing subsequent challenges. Some highlighted how the experience of the illness affected 

their approach to life beyond the diagnosis itself: 

It changes your outlook on life. […] it makes you want to live it more. (Susan) 

Participants highlighted that the illness resulted in opportunities in life, which they would not 

have had otherwise. Lily, diagnosed with a grade 3 astrocytoma just over a year before the 

interview, expressed her gratitude for being able to spend quality time with her family: 

 There are lots of experiences that I wouldn't have had if I hadn't been poorly. (Lily) 

For other, however, feelings of resentment dominated. For example Adam, who had a grade 1 

acoustic neuroma for almost six years, did not view his experience of illness as valuable: 

Those thoughts of relief and appreciation came the weeks and months after surgery and 

fade away. This isn’t to sound like I don’t appreciate being alive. I do, and I did before I 

even knew something was wrong with me. (Adam) 

Learning to admire life, feeling grateful, broadened life perspective, and changing priorities 

were prominent experiences in participants’ narratives. 

Taking Charge of Coping 

 This theme depicts how participants wanted to play an active role in the way they coped 

with the diagnosis and its consequences. They highlighted deciding to cope well: 

My mantra was just ‘make them wonder how you are still smiling’ […] So I just smiled. 

My nurse specialist, as well, was ‘you are always smiling’. (Bridget) 

Maintaining an optimistic outlook was not a natural default reaction and remaining positive 

required effort; participants acknowledged the encouragement of others in helping them with 

this. Bridget had been diagnosed with a grade 2 astrocytoma for over one year and had 

undergone a full resection. She appreciated her parents magnifying her positive attitude. 
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They’ve got a picture of me going like that [showing thumbs up and smiling] when I 

woke up with my turban on. I was like ‘I am staying positive. It is out.’ (Bridget) 

Some participants alluded to others pressuring them to adopt a positive outlook throughout the 

illness experience. While they perceived it as encouraging, there was also a tension and an 

associated burden where participants felt unable to show a full range of feelings to others. 

Furthermore, participants described wanting to play an active role in their coping by making 

important life decisions to be more in control of their lives: 

It was like my body said, or my mind said, ‘this is it now, you need to start making 

decisions’ and I have, I have completely changed. I now have another job. I am much 

more happier. (May) 

For some, the way they were coping was part of how their families were used to dealing with 

adverse life events. Participants acknowledged that, while it was essential to take charge of 

their optimistic coping, they also recognised that there are aspects in life which are beyond 

one’s control. This realisation seemed to afford participants with the strength to invest their 

energy into what they could control: 

You always try and deal with something rather than not talk about it. Or ignore it and it 

will go away. It wasn’t like that in this situation. And that is part of the way I have been 

brought up as well. My nan was always ‘que sera, sera, what will be, will be’. I always 

remember her singing that to us and I think that kind of attitude towards your life is 

helpful. […] Nobody knows when their life is going to end, so live for what you have 

got, is I suppose the attitude to managing this for us. (Zoe) 

To summarise, this theme highlights the shift from the initial shocking reaction to hearing the 

bad news as described in the first theme, to decision-making process of participants to adopt a 

more optimistic outlook. 

Learning to Accept 
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 The diagnosis was described as something that made mortality more tangible. 

Participants portrayed how the acceptance of the certainty of death gave them a sense of 

freedom and ease. Below is a quote from Oliver, who had been living with a low-grade tumour 

for seven years: 

You kind of become more accepting that you are going to die. […] And you can say that 

is true for everybody, but I think dealing with that, just relaxed me a bit. There wasn’t so 

much need to escape from it. (Oliver) 

Further, some participants pointed out that the realisation of permanence of the tumour 

(regardless of whether it has been removed or not) was also something that helped facilitate 

acceptance. In the quote below, the participant discusses the challenges associated with having 

20 percent of the tumour left following an operation:  

We are kind of stuck together for the rest of our lives, I would say. I don’t know, maybe 

that is just my way of coming to terms with it. This is... yes... there is something in me 

now that is not going anywhere. (Oliver) 

They also highlighted that acceptance of their diagnosis and learning to live with it, became 

easier over time: 

So, then what I started to do was kind of... it became matter of fact, so […] I think I 

needed to do that to sort of lessen what it is. […] But that takes a long time. (May) 

The role of time in coming to terms with having a tumour and in building acceptance was also 

portrayed by Bridget, when she talked about the sense of joy and relief at realising that the 

thoughts about a tumour were not dominating her attention: 

I wanted to do something to say ‘it has been a year’ but because I was back at work I 

completely forgot about it. I was going ‘oh well it shows it is not on my mind all the time 

anymore’. (Bridget) 
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Others lamented features of their illness that were immutable over time. Here, Adam, whose 

facial nerve had been severed during a resection and left him with a disfigurement, described 

a sense of hopelessness about his situation: 

Over time it dawned on me that I was never going to be the same again and it was 

permanently damaging to me both mentally and physically. (Adam) 

Similarly, Barbara’s narrative seemed to be filled with regret and bitterness regarding what 

happened: 

I just feel robbed. Although grateful that I didn't have to get a lot of things done. I just- I 

think the word was robbed. I feel robbed. (Barbara) 

Hannah was diagnosed with a low-grade tumour just two weeks after her wedding. There was 

a sense of grief in her narrative, as although over two years passed, the passing of time did not 

seem to bring a sense of comfort: 

We haven’t had any problems in our marriage, it is just a sadness. (Hannah) 

She described the sadness which overshadowed her marriage as the couple longed to start a 

family. Therefore, acceptance was not necessarily a natural step in the illness journey and did 

not happen for all the participants. Overall, participants provided accounts of the role of time 

as an agent they found helpful in gaining distance from the most stressful events and thoughts. 

For participants who experienced more tangible impacts of the diagnoses on their lives (e.g., 

facial disfigurement for Adam, or being discouraged from having children for Hannah) 

acceptance was much harder to achieve. 

Negotiating a New Normality 

 The final theme depicts how the participants defined getting back to normal and changes 

to their identity. The role of work was highlighted as important in helping establish a new sense 

of normality: 

 I would like to work. I think that was part of my identity. (Zoe) 
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Being useful to others was seen as valuable and formed a part of the participants’ identity. 

It’s nice… I have to word this properly, not to have people relying on me… but again, to 

be there for other people, so it’s not me… needing the help again. (Melody) 

For some, being told they would never be able to work again was difficult to adjust to and 

Barbara portrayed numerous associated losses: 

Losing my career or having to give up my career, I think was a massive, massive blow. 

[…] And I still dream about work. (Barbara) 

However, not all aspects of the return to work were described as positive and professional 

identities continued to be negotiated. Some participants pointed out to their abilities being 

undermined and working lives were affected, even as they were getting better: 

And one of the times when I was coming off my medication and work were quite 

concerned that I was going to have another seizure at work, and they were talking about 

medically suspending me […] that really kind of broke my heart. Because it was like 

somebody questioning my ability to do my job. […] and it felt almost like I was being 

punished for getting better. (Melody) 

For most, being in employment was seen as part of continuing healthy life, as opposed to illness 

deterioration. Going back to work was part of the motivation during rehabilitation. Finally, 

participants outlined that the diagnosis affected their core identity and portrayed it as their 

defining feature from now on: 

But I keep saying to people ‘it’s a new me’ because it changes you when you have 

something like that. (Bridget) 

 I feel at the moment, I’m ‘[Lily] with a brain tumour.’ (Lily) 

Bridget portrayed a shift in her identity: the ‘new me’ was someone for whom work was 

important, but not the only focus in life. She discussed wanting to pursue her hobbies, in order 

to ‘concentrate on [her] life as well as [her] work’. Overall, while most participants saw going 
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back to work as part of newly established normality, others experienced a sense of loss or 

shifted their priorities from work to personal life.  

Discussion 

 This article has highlighted how individuals with a brain tumour experienced 

empowerment, appreciation, and acceptance when navigating through their adjustment 

process. Adjustment progressed from the initial shock and disbelief, to changing perspective 

in life, feeling grateful, and accepting the new reality. Participants found the diagnosis to be 

exceptionally distressing, which resonates with the previous literature (Goebel et al., 2011; 

Sterckx et al., 2015). The results of this study highlighted the aspects which facilitated coping 

and helped the participants navigate out of the initial feelings of shock and uncertainty. It is 

worth pointing out that the participants’ illness journey was by no means linear or staged, nor 

was it finalised by the time the interviews took place. 

 Aspects which were particularly helpful for feeling in control were: timely diagnosis, 

receiving sufficient information, initiating treatment, communication with clinicians, and 

efforts towards positive coping. The current findings suggest that participants were frustrated 

with having their symptoms dismissed, or with the lengthy wait before the diagnosis was 

reached. Indeed, Walter et al. (2019) found that the reason for late recognition of symptoms in 

this population could be that patients often experience multiple subtle changes and a feeling 

that there is ‘something not quite right’, as opposed to clear symptoms prior to being diagnosed. 

Previous research informs us that other patient groups can also experience trivialisation of the 

initial symptoms. For example, Smith et al. (2018) found that young adults with thyroid cancer 

went through multiple visits to the General Practitioner before getting diagnosed.  

 Perceiving the provision of information as sufficient helped the participants feel 

empowered. This theme is commonly reported in studies with individuals with a brain tumour 

or other cancers as ‘the need for information’ (Janda et al., 2006; Moore et al., 2013). While 



COPING WITH A BRAIN TUMOUR 

 

20 

the current study echoes this need, it also extends it by highlighting how the participants 

perceived information as a tool for feeling in control over the disease. Similarly, undergoing 

active treatment was seen as desirable and ‘doing something about’ the illness. Some 

participants with a low-grade tumour expressed that, had they had a choice, they would have 

preferred to have their tumour removed. Being placed on a ‘watch and wait’ regime resulted in 

feeling powerless, particularly when participants felt that they did not receive a full 

explanation. Participants placed high importance on communication, noting that support from 

healthcare professionals had a significant impact on emotional well-being. Trust in the clinician 

led to feeling more confident in coping with the illness, which contributes to a wider body of 

evidence on the positive effects of trust-building (Birkhauer et al., 2017; Hall et al., 2001). This 

aligns with research indicating that, in patients receiving bad news about their brain tumour 

diagnosis, around a third of their communication preferences were not matched by the doctors’ 

behaviour (Goebel & Mehdorn, 2018).  

 The current results also indicate that participants wanted to be in control of their positive 

coping. They described taking decisions and making efforts towards having an optimistic 

attitude, a finding which has not yet been reported in studies with patients with a brain tumour. 

Perception of illness as a chronic lifelong condition was also portrayed as enabling. Patient 

empowerment is becoming an increasingly important concept within healthcare (Bailo et al., 

2019). It is most often discussed in reference to self-management of chronic conditions as being 

empowering (McCorkle et al., 2011), or as part of decision navigation interventions (Hacking 

et al., 2013). The current findings highlight the importance of feeling in control for emotional 

coping in this patient group. The concept of control (loss of control, reasserting control) is well 

documented in the literature on experiences of other cancers (Matheson et al., 2020; Rodríguez-

Prat et al., 2022; Wicks & Mitchell, 2010). 
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 Participants felt grateful for a range of experiences during their illness journey (e.g., 

having survived an operation successfully), and they grew to appreciate and enjoy life to the 

fullest. Re-evaluating life priorities and appreciation of the everyday has been previously found 

in populations of patients with both low- and high-grade brain tumours (Cavers et al., 2012; 

Edvardsson & Ahlstrom, 2005). Cavers et al. (2012) found that patients reported hope, newly 

developed appreciation of nature and friendships. The current results outline how optimism 

was also facilitated by accepting one’s situation and mortality and focussing on the present 

moment. These findings resonate with the growing body of literature on post-traumatic growth 

and benefit finding in cancer survivors, where searching for a positive meaning in the illness 

journey and making changes in life accordingly is highlighted (Ruini & Vescovelli, 2013). 

Gratitude has been shown to be linked with post-traumatic growth in patients with breast cancer 

(Ruini & Vescovelli, 2013). For young adult survivors, cancer has been found to be a 

transformative experience which led to positive growth (Head & Iannarino, 2019). The rich 

narratives in the current study demonstrate the personal experience of the benefits of gratitude 

and acceptance. In the only study so far to explore this topic in brain tumour patients, Kangas 

et al. (2011) found that two thirds of the sample reported deriving moderate levels of benefit 

finding following their experience of a low-grade meningioma. It is worth noting, however, 

that the current findings reveal that there were variations in participants’ experiences and some 

of them continued to deal with challenging emotions and lack of acceptance. 

 This work brings a range of implications for practice. Participants’ attitudes in the study 

resemble striving towards a mindful approach, especially in relation to taking an accepting 

stance to life (Brown et al., 2007). There is therefore an indication that mindfulness-based or 

acceptance and commitment therapy (ACT) interventions, which are already widely used to 

help individuals with physical health conditions and associated psychological distress (A-Tjak 

et al., 2015), can also be valuable in providing supportive care for brain tumour patients. 
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Participants’ readiness to accept their situation, however, was shown to be dependent on their 

individual circumstances. Moreover, the crucial role of the patient-clinician communication 

was highlighted, especially for those healthcare professionals who have to communicate ‘watch 

and wait’ as a recommended regime. These patients might require additional support in their 

psycho-social adjustment. Patients might benefit from being provided with a full justification 

for the choice of this approach as best in their current situation, as it could reduce the distress 

related to the perception of no adequate treatment being offered. Finally, further attention is 

required regarding the use of the term ‘benign’ to describe low-grade tumours, as participants 

perceived it as downplaying of their condition. 

 The study does not come without limitations. Firstly, online recruitment based on self-

selection might have resulted in a sample of participants who are high-functioning and actively 

seeking support through the charitable organisations. Transferability of the findings to a wider 

population of people with a brain tumour may therefore be limited. Secondly, the sample was 

not diverse enough to represent the general society of the United Kingdom (with under-

representation of males and ethnic minorities), which is a common limitation in psycho-

oncology research. It should also be noted that the study mainly represents the views of 

participants with a low-grade tumour, and long-term survivors (time since diagnosis ranged 

from 15 months to 8 years 1 month). For example, participants’ sense of positivity could relate 

to the fact that many recognised that their prognosis could have been worse. However, a 

relatively homogeneous group is recommended when conducting research based on the IPA 

principles, as it offers a rich and nuanced perspective. The research reported here incorporates 

fidelity to the subject matter, and utility in achieving research goals that were set out. In so 

doing, it demonstrates that it meets the principle of methodological integrity, proposed by 

Levitt et al. (2017) as being the key criterion for conducting such research. Furthermore, the 

quality indicators of constructing an unfolding narrative, developing an experiential account, 
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attending to convergence and divergence, and close analytic reading of participants’ words, 

outlined by Nizza et al. (2022) as markers of quality in IPA were met. 

 Several avenues for future research are proposed. The findings on the role of 

empowerment in promoting positive adjustment encourage further research attention as to what 

and how people with a brain tumour find to be helpful for having a sense of being in control 

when negotiating life with the condition. Further, more research is needed to explore the 

concept of post-traumatic growth in this population, including identifying which groups of 

individuals may find it harder to accept their circumstances. Finally, as the adjustment process 

is dynamic, longitudinal evaluations should be undertaken to assess how it changes over time. 

 To conclude, this study provides unique insights into the experience of coping in people 

diagnosed with brain tumour. Participants described feelings of empowerment, gratitude, and 

acceptance as helpful for facilitating adaptive coping. Deepening our knowledge of the 

complex experiences of patients who are on a ‘watch and wait’ approach, and those with a low-

grade tumour, is especially valuable, as it was infrequently addressed in the previous literature 

(Hayhurst et al., 2011). Understanding the challenges faced by this group, and aspects which 

help to overcome them such as effective patient-clinician communication, is the first step 

towards the development of resources, interventions, and ultimately supporting positive 

adjustment.  
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