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Abstract

Background:

High-grade gliomas (HGG) are the most aggressive and infiltrative sub-type of primary brain tumors. The
average survival rate from diagnosis is less than two years, and all patients eventually experience a
recurrence. However, our understanding of patients' and their families' experiences and coping
mechanisms concerning the inevitable recurrence remains limited. This qualitative study explored how
patients with HGG and their close family members experience and cope with their fear of recurrence and

the diagnosis of HGG recurrence.

Methods:

Semi-structured individual interviews were conducted with patients with HGG and their family members.
Following an inductive phenomenological hermeneutical approach, the interviews were coded, and the

findings were divided into themes.

Results:

The study included 15 patients and 14 family members between the ages of 22 and 79. We identified
three interrelated themes illustrating the complex experiences related to an HGG recurrence. Theme I,
Navigating the fear of recurrence, describes experiences and coping mechanisms during the disease
trajectory. Theme 1l, Facing reality and preparing for death, and Theme 11, Redefining hope in the era of
recurrence, illustrate experiences related to the recurrence diagnosis and redefinition of hopes for the

future.

Conclusion:

Fear of recurrence is prominent in patients with HGG and their families, and the recurrence diagnosis

triggers thoughts about death and the end-of-life phase. This new knowledge can be used to tailor support
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to patients and family members during the disease trajectory and personalize advance-care-planning

consultations.
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Key points:

e Patients experience that the MRI scans are what determines whether they are ill or well
e The recurrence diagnosis is experienced as a shock

e The diagnosis of a high-grade glioma recurrence generates thoughts about the end of life

Importance of the study:

Patients with high-grade glioma and their families live with the awareness that despite aggressive primary
treatment, the tumor will inevitably recur. This study provides new knowledge on how patients and their

family members cope with fear of recurrence and the recurrence diagnosis.

Advance care planning is an important focus area within neuro-oncology, but there is an
ongoing discussion on when to introduce advance care planning to patients with high-grade glioma. The
results from the present study indicate that a high-grade glioma recurrence increases patients' and
families' awareness about the patient approaching their end-of-life phase. This new knowledge can help

inform and personalize advance-care-planning consultations and increase patient and family support.
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Introduction

High-grade gliomas (HGG) are primary brain tumors characterized by their aggressive behavior, rapid
growth, and a tendency to invade surrounding brain tissue.}? Treatment typically involves a multimodal
approach, including surgery, radiation therapy, and chemotherapy.®® Achieving maximal safe resection is
a favorable prognostic factor. However, even when all visible tumor masses are removed, the overall

survival rate remains under two years. 1’

HGGs lead to a range of physical, cognitive, and emotional symptoms, significantly
diminishing patients' quality of life.® Neurological deficits and cognitive impairments disrupt the patient's
daily life, increasing patients' dependence on their families.® In parallel, caregivers face a growing burden,

with families often experiencing stress and anxiety as they cope with the patient's deteriorating health..°

Studies based on other cancer populations have shown that fear of cancer recurrence is a
significant concern among cancer patients, impacting their emotional well-being, quality of life, and
survivorship experience.!®! Younger age, higher degree of uncertainty, an extensive symptom burden,
and a short survival time have been shown to indicate increased levels of fear of recurrence in cancer
patients.’® These triggering factors are all evident in patients with HGG. A study by Loughan et al.*?
suggests that patients with primary brain tumors experience a higher degree of death anxiety compared to
other advanced cancer populations because of the progressing disease, functional decline, and
neurological impairments.'? Additionally, previous studies have shown that the awareness of the
possibility of cancer recurrence does not necessarily mitigate the emotional distress of fear, anger, and
hopelessness when the recurrence is diagnosed. In addition, findings suggest that cancer recurrence has

a tremendous impact on the emotional well-being and daily life of both patients and their families.'*1®

Despite aggressive treatment, tumor recurrence of an HGG is inevitable and will be
encountered by all patients with HGG requiring supportive care and timely advanced care planning.
However, though patients' experiences of cancer recurrence and fear of recurrence have been extensively

studied in other cancer populations, knowledge about how brain tumor patients cope with their fear and
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anxiety related to recurrence is limited.® In a previous study exploring the decisional needs of patients
with recurrent HGG and their family members,*” we found that involvement, hope, and decision support
from healthcare professionals were essential to patients and families during the decision making about
treatment and care. With the present study, we aim to further increase the understanding of how patients

with HGG and their family members experience and cope with tumor recurrence.

The objective of this qualitative study was to explore how patients with HGG and their
close family members experience and cope with their fear of recurrence and the diagnosis of an HGG

recurrence.

Materials and methods

Design

This qualitative interview study employed a phenomenological hermeneutical approach to explore the
lived experiences of patients with recurrent HGG and their family members. It is a continuation of a
previous study exploring the decisional needs of patients and families when making decisions about

treatment and care concerning an HGG recurrence.’

The reporting of the study follows the Equator guideline "Standards for Reporting

Quialitative Research (SRQR)" 8 (SRQR checklist in supplementary).

Participants

Eligible participants included adult patients with an MRI-confirmed tumor recurrence and their adult
family members. Patients designated their close family members and provided consent for the family
members' participation. An overall sample size of 20-30 participants was assessed to be sufficient based

on considerations about information power in qualitative interview studies, as suggested by Malterud et

Gz0z |udy 20 uo Jasn Buayd 1y Aq Z | L9708/9z0sedu/dou/es0L 0 L/10p/a101e-aoueApe/dou/wod dno-ojwapede//:sdiy woly papeojumoq



al.,*® including reflections on the study aim, sample specificity, theoretical background of the study,

quality of interviews, and analysis approach.*®

Patients with aphasia or cognitive challenges could be included if they could provide
consent and communicate in coherent sentences. Occasional stuttering and search for words was
accepted. The patient's ability to provide consent was assessed by a clinical nurse specialist and an
experienced neurosurgeon. A neuropsychologist was consulted in questions of doubt. The exclusion

criteria for both groups of participants were the inability to understand and communicate in Danish.

Recruitment and setting

Following a purposeful sampling strategy?, potentially eligible patients and family members were
consecutively recruited at the neuro-surgical outpatient clinics at two large university hospitals in Odense
and Copenhagen, Denmark, between April 2019 and March 2020. Recruitment was performed during the
patients' attendance at a neuro-surgical consultation concerning their recently identified tumor recurrence.
Eligible participants were informed about the study by a clinical nurse specialist, and all provided

informed and written consent for participation.

Data collection

To explore the patients' and family members' experiences related to the recurrence and their decisional
needs (described in a previous paper'’), semi-structured interviews were conducted with patients and
family members individually. The interviews were guided by an interview guide!’ outlining four broad
guestions designed to allow the participants to narrate their experiences in their own words. The interview
questions emphasized the patients’ and family members’ experiences of the recurrence, the decision
making and their interactions with health care professionals. The full interview guide can be found in the

supplementary of the original paper.'’
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The interviews were conducted by telephone within 2-5 weeks after the patients had been
informed about the HGG recurrence. All interviews were performed by a clinical nurse specialist who
was experienced in communicating with patients with HGG (HSE). Given the life-threatening situation
and potential cognitive and communicative impairments of the patients, all interviews were conducted
with careful consideration of each participant's individual needs. The interviewer exercised patience with

stuttering, pauses, and the search for appropriate words.

All interviews were audio-recorded and transcribed verbatim. Interview and demographic
data on the participants were managed and stored using REDCap electronic data capture tools and NVivo
gualitative data analysis software hosted at OPEN (Open Patient Data Explorative Network, Odense

University Hospital, Region of Southern Denmark).

Analysis
The analysis was performed using NVivo qualitative data analysis software (QSR International Pty Ltd,

version 11.4, United Kingdom) to ensure transparency and methodological rigor in the analytical process.

In this secondary analysis, interview data from patients and family members were analyzed
separately to facilitate data triangulation and identify essential themes relevant to the two participant
groups. The analysis and interpretation followed a structured three-level approach inspired by the

phenomenological hermeneutical philosopher Paul Ricoeur.?!22

The first level involved reading and re-reading the transcripts to obtain an initial
understanding of what the text spoke about.?? At level two, a structural analysis was conducted to validate
or invalidate the initial understanding and explore the text's meaning.?? The structural analysis involved
coding sentences and paragraphs in the text and identifying units of meaning.?? The meaning units were

then further condensed into relevant themes and sub-themes.?? The results from patient and family
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interviews were integrated to establish overall themes. At level three, we aspired to attain a

comprehensive understanding? through critical reflection and discussion in the discussion section.

Quotes from participants were translated into English and presented in the result section to

illustrate the analysis and increase the reliability of the identified themes.

To enhance the credibility of the findings, investigator triangulation was employed.?® Two
researchers (HSE, KP) independently performed a naive reading of the transcripts, and the initial
impressions were discussed. The coding process was conducted by HSE in close collaboration with KP.
Subsequent thematic analysis and interpretation were conducted collaboratively by HSE and KP.
Researcher pre-conceptions were openly discussed to mitigate potential biases in the interpretation

process.

Ethics
Written informed consent was obtained from all participants. The study was conducted in accordance
with the Helsinki Declaration?* and registered by The Danish Data Protection Agency (19/177) and the

Danish National Committee on Health Research Ethics (20182000-126).

Results

Sample characteristics

A total of 28 patients and 21 family members were assessed for inclusion. Among them, four patients
were deemed ineligible due to aphasia or an inability to communicate in Danish. Two were excluded due
to severe postoperative complications. Seven patients and seven family members opted out of
participation, either due to emotional distress or because they did not respond to our contact attempts

regarding the interview. Ultimately, 15 patients and 14 family members were included in the study (Table
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1). The study involved 22 participants recruited from Odense University Hospital and seven from

Copenhagen University Hospital.

The median age of the included participants was 56 years for patients and 54.5 years for
family members. Most of the family members were spouses or partners to the patient. Two of the
included patients experienced mild aphasia but were able to understand and communicate in sentences
given sufficient time. All but one patient had a Karnofsky score above 80, indicating a high level of

functional independence.

Insert Table 1. Participant characteristics

Naive reading
Through the naive reading, we attained an initial understanding of the lived experiences of patients and

family members before and after the diagnosis of an HGG recurrence.

Patients: Patients described how they managed their fear of recurrence through conscious
attempts to push their fears and grief into the background and instead focus on living a meaningful day-
to-day life. Stable MRI scans showing no sign of tumor progression and the absence of symptoms were
interpreted as the HGG being under control and the recurrence far away. When the recurrence occurred, it

came as a shock, prompting intense thoughts and concerns about death.

Family members: The family members were constantly aware that they had to act strong,
hold onto the positive, and support the patient, and possibly children, during the disease trajectory. They
had actively pushed their grief and worries into the back of their minds. Though aware that the recurrence
would someday occur, the actual recurrence diagnosis felt like a punch to the gut. The practical
challenges of being a caregiver were exhausting, but the hardest part was feeling helpless. Redefining

hope and making the most out of the time left with the patient was crucial.
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Structural analysis

The structural analysis identified three overarching themes shared by patients and family members:
Theme I: Navigating the fear of recurrence, Theme Il: Facing reality and preparing for death, and Theme
I11: Redefining hope in the era of recurrence. The interconnected nature of the three themes is illustrated

in Figure 1.

Insert Figure 1. Patients' and family members' experiences and coping with fear of recurrence and the

high-grade glioma recurrence diagnosis

Theme I: Navigating the fear of recurrence

The awareness of HGG being a life-threatening disease challenged the lives of both patients and families.
They knew that despite successful primary treatment, the tumor would inevitably recur and someday end the
patient's life. Some described it as living with a ticking time bomb that they knew would detonate at some

point, casting a shadow of uncertainty over their lives.

But this was a type of cancer that 1'd most likely die from. Not die with, but die from. (Patient 07)

Because it's like a ticking time bomb, | know he's carrying it around in his head. (Family 13)

To navigate the uncertainty and live life to the fullest, patients and family members tried hard
to push their fears and anxieties into the background of their consciousness. They explained that they could

not live their lives fully if they had to think about the luring recurrence every day.

If I have to walk around being afraid that it might come back, maybe, possibly, or maybe not. | can't live

like that. No. (Patient 12)
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That's my way of dealing with things if you know what | mean. Like, "Well, it's fine for now. It's been
operated on, and he's doing well enough to live with it, and it will be a long time before the next one comes.

If it ever does." (Family 01)

The experience of multiple stable MRI scans indicating no progression or recurrence
reassured patients and families that the disease was under control, fostering a sense of comfort and

optimism. Some described it as being in a kind of "comfort bubble".

But every time | went for a scan and came back, | was always told there was no activity. And | was told

that every time, except for that one time. So, I thought it was going so well. (Patient 20)

He's been fine since 2013 without being sick, you know. So, you get into this comfort bubble where you think

everything is going well. (Family 11)

Patients described how the absence of disease-specific symptoms granted them a sense of
well-being and health. Because they did not feel sick, the consciousness about the disease faded into the
background, and they found that their state of health or illness was determined only by the MRI scans. The
potential incongruence between how they felt and what the MRI scan told them was experienced as quite a
paradox. In contrast, the experience of disease-specific symptoms awoke the worries about the life-

threatening situation and increased the fear of recurrence.

It's hard when only a scan can show if you're sick or healthy, and you can't feel anything at all yourself.

(Patient 08)

I could see that he had some weakness on the right side of his cheek. And I could tell from his words that he

was starting to have trouble finding them. So, | had a bit of a feeling. (Family 13)

Gz0z |udy 20 uo Jasn Buayd 1y Aq Z | L9708/9z0sedu/dou/es0L 0 L/10p/a101e-aoueApe/dou/wod dno-ojwapede//:sdiy woly papeojumoq



Theme I1: Facing reality and preparing for death

Patients and family members expressed how the optimism and sense of security fostered by the absence
of symptoms and previous stable MRI scans was a contributing factor to their feelings of chock when

they suddenly faced the unexpected reality of a recurrence.

| haven't gotten dizzy or had headaches or anything at all. Nothing. That's also why it was such a shock.

(Patient 07)

And then, we were told that the tumor had started to grow again. That was pretty tough to say the least. We

hadn't expected it after so many scans had gone well. So that was that. (Family 03)

Some patients experienced a recurrence even during their primary treatment, and they
described the confirmation of the recurrence as shocking. They were looking forward to fulfilling the
treatment plan and being able to enter the next phase of their lives when they found themselves back to

square one.

And we could somewhat see an end to it. | was starting to get better. I know one never truly becomes well

again. But at least to the extent that one can. (Patient 16)

I mean, | have to say, it was quite a shock because we thought it was almost over, you know? (Family 16)

Though the feelings of suddenness and shock when the recurrence became a reality were
shared by patients and family members, family members appeared to be better prepared for the inevitable

diagnosis than the patients.

And then he calls me at five minutes to half past two. I'm at home, in our house. Alone. And he tells me that,
unfortunately, there's something. It was a big shock for him, of course. It was also a shock for me, but
definitely not as big a shock as it was for him. At every scan, | always prepare myself for the worst or

something like that. (Family 17)
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Following the initial shock of the recurrence diagnosis, patients and family members began
to adjust to their altered reality. The recurrence highlighted the life-threatening nature of the disease and

brought the poor prognosis to mind.

I had been told | might live for another 2 years. So, | thought, no, it can't be happening right now. But it

did. But you're not happy to admit there is something because | kind of suppressed it. (Patient 18)

The recurrence was also experienced as bringing the patient one step closer to the end of

life, leading patients to begin actively preparing for this phase.

It also affected me a lot because he started talking about how, well, maybe he wouldn't survive again. You
know, buying farewell gifts for his child and things like that. And now you must remember [interrupts
herself]. And he's made me a guardian and those kinds of things. So, it really hit home how things could go

wrong. (Family 01)

The reiterated awareness about the end of life affected both patients and family members
individually, inducing feelings of grief and worry. This awareness also impacted their interpersonal
relationship, family dynamics, and priorities within the family. Family caregivers felt an urge to support
and comfort the patient, recognizing that it might be their last opportunity to do so. Conversely, patients

grappled with the heavy emotions of feeling like a burden to their loved ones.

And that's something I've come to realize that if I'm going to get through this and move forward, if [X] dies,
which I'm starting to be a little afraid of, then I need to be able to say I did everything I could. I won't look

back and say, "l wish | had done." (Family 15)

But there are so many factors at play when you become seriously ill. Oh. The worst part is that | feel like

I'm a burden on my family because | can't really do much anymore. (Patient 18)
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Theme I11: Redefining hope in the era of recurrence

Living with an HGG and the knowledge that it will someday recur framed the experience of hope as an
essential factor in the lives of both patients and family members. Though sometimes vague and not

directed at anything specific, hope was highlighted as extremely important.

Because if you start feeling sorry for yourself, | don't think it helps. I really don't. (Family 16)

Hope for the best. There's almost nothing else you can do. (Family 03)

Even when the recurrence was a reality, and many patients and families experienced an
increased awareness about the poor prognosis, some continued to cling to the diminishing hope of long-

term survival.

I read online that there are 3-4 people who have had the same glioblastoma as me. Grade 4. And they're
still alive. One has lived for 12 years, and one has lived for 15 years. And as | read.. Maybe | could be one

of them? (Patient 15)

Although the hope of being one of the few long-term survivors might never completely
fade, patients and family members tended to redefine their hopes and expectations when recurrence
became a reality. They experienced a shift from focusing on distant goals to concentrating on short-term

goals and being present in everyday life.

And then you learn to appreciate the present and be in the moment. All those little trivial things that used to
annoy you before, there's just no time for that anymore. So, you move forward. We've really gained a whole

new perspective on life. (Family 13)

But at the same time, it's like, "Oh, I shouldn't worry about their confirmations." Because she just turned
5, the oldest one. So, I won't be here for that, right? But then, maybe [short pause]. They're baptizing the

youngest one in a month. I'll manage that, I guess. (Patient 01)
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Patients and family members also described a change of focus from life quantity to life
quality. They recognized that the patient's life was likely to be shorter than they had previously anticipated,

and thus, ensuring the best possible quality of life became their top priority, regardless of its duration.

Well, we must admit that neither of us really holds onto the belief that we have a long life together ahead of
us anymore. Now, the most important thing is, at least, that the time we have left is as positive as possible.

(Family 15)

Discussion

To the best of our knowledge, this is the first study to explore the experiences of HGG recurrence from
the perspectives of patients and family members. A key finding is that the awareness and fear of
recurrence significantly impact their daily lives. Despite the constant awareness, the diagnosis of
recurrence is frequently met with surprise and shock. Furthermore, the recurrence raises thoughts about

death, leading some patients to actively prepare for the end of their lives.

Living with a life-threatening disease and the awareness of having a limited survival time
are two of the main factors contributing to the experience of fear of recurrence.'®! One of the participants
in the present study described it as "living with a ticking time bomb." Patients and their families know
that the HGG will eventually continue to grow, but they do not know whether it will be tomorrow or
several years from now. A recent review!! reports a tendency towards a higher level of fear of recurrence
among younger patients, patients with an expected survival time below 12 months, and patients with
severe physical or psychological symptoms and emotional distress.'* These traits more or less describe the
typical HGG patient,®?® and the review findings'! mirror the experiences of distress and fear of recurrence

found in patients with HGG and family members in the present study.

The severity of the HGG diagnosis and the patients' cognitive deterioration?® distinguish

patients with HGG from patients with other cancer types. However, it appears that the fear of cancer
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recurrence and the feeling of shock upon diagnosis of recurrence reported by the participants in the
present study are common experiences across various cancer populations,1%11:131527.28 |n this context,
Stewart et al.?® conclude that the experience of recurrent cancer appears to be more affected by individual
factors than by the specific cancer diagnosis.?® In the present study, we found that the recurrence came as
more of a shock to those who did not experience disease-specific symptoms, whereas those who did

experience or observe symptoms were better prepared for the recurrence diagnosis.

To cope with the fear of recurrence and the general uncertainty related to the HGG
trajectory, patients and family members described how they applied various coping strategies in their
struggle to maintain quality, redefine hope, and find moments of happiness in their everyday lives. The
most prominent strategy was trying not to think about the disease and future death but instead
appreciating the day-to-day life. This positive reframing strategy was supported by an optimistic
interpretation of stable MRI scans and the absence of disease-specific symptoms. On the other hand,
deteriorations in the patient's health state increased the fear of recurrence and death. This oscillation
between avoiding and confronting the life-threatening nature of the HGG disease shares significant
similarities with the dual process model of coping with bereavement.?® According to this model, coping
with grief can be viewed as a dynamic process between loss-orientation, where the loss is confronted, and
restoration-orientation, where focus is placed on coping with the changed reality.?® Though the patients in
this study were coping with fear rather than grief, we found that patients and family members applied
both strategies in their coping with fear of recurrence and impending death. Healthcare professionals must
understand these dual processes to tailor and provide timely and sufficient support to patients and families

during the disease trajectory.

Even though the participants' use of coping mechanisms indicates an awareness of an
inevitable recurrence, they often reacted with suddenness and shock when the recurrence was diagnosed,
as if they were unprepared for it. This raises the question of whether this reaction stems from inaccurate

prognostic awareness or from the effectiveness of their coping strategies. Previous studies show that
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patients with HGG often have an inaccurate understanding of the prognosis and may not fully grasp the
incurability or fatality of their condition.***2 Conversely, family members tend to have a more accurate
prognostic awareness. 332 With this in mind, the tendency of family members to seem better prepared and
less shocked by the recurrence diagnosis than the patients could be grounded in differences in prognostic

awareness.

However, when patients were asked to explain their reactions to therecurrence diagnosis,
they highlighted reasons like having no symptoms and not feeling ill. The experience of physical well-
being was interpreted as a sign of the tumor being inactive. This way of focusing on something positive
instead of something negative, such as the inevitable recurrence, resembles the coping mechanism of
positive reframing. In other cancer populations, positive reframing, acceptance, and active coping have
been shown to increase the patients' mood and quality of life in cases where the patients had an accurate
understanding of their incurable and life-limiting prognosis.® From this perspective, the participants' use
of positive reframing and active coping to increase their well-being and meaning in their daily lives
supports the argument that the participants' feelings of shock might be caused by efficient use of coping
mechanisms rather than an inaccurate prognostic understanding. In some cases, the family members
noticed physical or cognitive changes to the patient's health state before the patient did. This
confrontation with the harsh reality allowed the family members to begin coping with the recurrence
before it was formally diagnosed. Hence, the recurrence diagnosis was less surprising for the family than
it was for the patient. In addition, the family members expressed an urge to support and comfort the
patient, which might contribute to the family members striving to always be one step ahead regarding the

anticipation of bad news.

Advance care planning is a critical focus within neuro-oncology®**%, and there is an
ongoing debate about the ideal timing for introducing it to patients and their families.3*3® Introducing
advance care planning too soon may overwhelm patients and families or make it difficult for them to

engage in decision-making about an uncertain future. Conversely, introducing it too late may leave
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patients with HGG too cognitively impaired to participate effectively in decision-making.?” In addition,
the challenges of prognostic awareness further complicates the type and timing of advance care
planning®®-32 The results from the present study suggest that an HGG recurrence increases patients' and
families' awareness of the approaching end-of-life phase and a readiness to consider and prepare for end-
of-life issues. At the same time, all study participants were still cognitively capable of participating in
decision-making at this stage. These findings imply that the time of the recurrence diagnosis could be an
optimal moment to introduce advance care planning while taking the prognostic awareness and cognitive

abilities of the individual patient into account.

In addition to timely and personally tailored advance care planning, the results of the
present study suggest that patients and their family members might benefit from professional support to
cope with their fear of recurrence. Additionally, the increased awareness of death, changes in family
dynamics, and redefinition of hope following the recurrence diagnosis might require emotional,
psychological, and social support. These findings mirror the conclusions of previous studies exploring the
supportive care needs of patients with HGG and their families.**4° A recent study underscores the
importance of multidisciplinary support, including specialized neuro-oncology support, municipal
support, social worker support, and mental health support.®® This emphasizes the importance of individual
needs assessments and a flexible approach to providing support throughout the healthcare system. As
indicated by the present study, specific attention toward changes in the supportive care needs of patients

and families at the time of the recurrence diagnosis is essential.

Methodological considerations

A strength of the present study was the inclusion of patients with cognitive and communicative
impairments, which enhances the study's relevance to the actual patient population. Still, patients with
severe aphasia and severe cognitive impairments were excluded, and the perspectives of these patients

were merely included through the interviews with their family members. Fourteen eligible participants
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either did not respond to contact attempts or declined participation, primarily due to psychological
distress. This indicates that the study might not capture the experiences of the most vulnerable patients

and their families, limiting the transferability of the findings.

Tailored interview and communication techniques were employed in conjunction with data
triangulation to enhance credibility. Additionally, investigator triangulation, attention to researcher pre-
conceptions, and a transparent step-by-step analysis process strengthen the confirmability and
dependability of the findings. The Equator guideline "Standards for Reporting Qualitative Research" has

been followed to increase transparency and rigor throughout the study.

All included patients were eligible for further treatment at the time of their HGG

recurrence, which may limit the transferability of the study findings to this subgroup of HGG patients.

The study was conducted within the Danish healthcare system, and its applicability to other
cultural contexts might be restricted. This might be particularly evident for the information level and the
prognostic awareness in the study participants as patient involvement and information is highly prioritized

in the Danish healthcare system.

Conclusion
In this qualitative study, we explored how patients with high-grade gliomas (HGG) and their close family
members experience and cope with the fear of recurrence and the recurrence diagnosis. Using an

inductive phenomenological hermeneutical approach, we identified three overarching themes.

The first theme, navigating the fear of recurrence, describes how patients and family
members managed the inevitability of the HGG's return and employed various coping strategies to handle
their fears and worries. The second theme, facing reality and preparing for death, reveals that the

recurrence was experienced as a shocking step closer to the end of life. The third theme, redefining hope
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in the era of recurrence, highlights how the awareness of patients and families shifted focus from long-

term goals to short-term goals and generated thoughts about the end of life.

Based on these findings, it is crucial for patients and families that they receive support
tailored to their specific needs concerning their fear and grief processes and readiness to consider end-of-
life issues. Considering the redefining of hope and shift of focus following the recurrence diagnosis, this
might be a beneficial time to initiate advance care planning discussions, as patients are often ready to
engage in end-of-life planning. However, more research is needed to develop firm practice

recommendations for providing existential support and advance care planning.
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Captions

Table 1: Participant characteristics

Figure 1: Patients' and family members' experiences and coping with fear of recurrence and the high-

grade glioma recurrence diagnosis
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Table 1: Participant characteristics

Participants (n=29)

Patients (n=15)

Family members (n=14)

Male 9 4
Female 6 10
Age
<40 - 2
40-59 10 6
60-79 5 6
Median age (range) 56.0 (40-72) 54.5 (22-79)
Diagnosis
Glioblastoma grade 1V 10
Anaplastic astrocytoma grade 111 2
Anaplastic oligodendroglioma grade IlI 3
Karnofsky score
60-70 1
80-100 14
Family members' relation to the patient
Partner 11
Child or sibling 3
Highest education past primary school
<4 years 8 6
4-7 5 7
>7 2 1
Family status
Living alone 4 1
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13

11

Living with a partner

Having children

None
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