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Abstract

Objective: To understand factors influencing the process of adjustment to a diagnosis of glioma.

Methods: Twenty-six patients and 23 relatives took part in 80 in-depth qualitative interviews
conducted at five key stages: before formal diagnosis, at start of treatment, on completion of
treatment, 6 months post treatment, and post bereavement.

Results: High levels of distress were reported, particularly preceding and following diagnosis. Many
participants described lack of specific information in the early part of their illness and a lack of clarity
about what was wrong and what was going to happen next. They often desired more procedural
information, as well as information about their condition and treatments available, although there
was variation in the timing of when people were ready to hear this. Receiving reassurance and support
was essential to patients and their relatives to help them come to terms with their illness. This need was
particularly acute during the early phase of the illness when distress and uncertainty were at a peak

and lessened over time as people adjusted to their illness.
Conclusions: Offering suitable information about what to expect early and frequently in a supportive
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way is much appreciated by patients. There is an important balance between ensuring that patients and
their families are fully informed and fostering adaptive coping that allows for hope.
Copyright © 2012 John Wiley & Sons, Ltd.

Introduction

Receiving a life-limiting diagnosis of cancer is characterised
by profound distress and anxiety for patients and their
families [1-3]. Brain tumour patients have greater support
care needs compared with most other cancer patients [4]
and more intense and enduring distress [1]. The diagnosis
of a malignant glioma, an aggressive brain tumour with an
ultimately poor prognosis, has a devastating effect on cogni-
tion and mobility as well as social, emotional, psychological
and spiritual implications for those affected [5-9], and
information and support needs vary [10,11].

Concepts of distress, coping, disavowal, distraction and
a dynamic model of adjustment to cancer can help our
understanding of living with glioma. Distress is defined
here as an emotional state with diminished psychological,
social and existential well-being. Coping refers to the
active management of one’s situation, working towards
positive adjustment. Disavowal is defined as a conscious
avoidance of distressing thoughts and distraction as en-
gaging positive thoughts or tasks to avoid thinking about
one’s situation [12]. Brennan’s social-cognitive model of
adjustment usefully informs and explains distress and
coping over time [3]. An uncertain future is a source of
great distress. People use positive thinking, disavowal
and support from family and professionals to accommo-
date their changing circumstances, find meaning and
develop a new sense of self in order to cope with their
illness [3,13]. Much remains unknown about people’s
perceived needs and the role that professionals have in
supporting people through this process [4,5].

Copyright © 2012 John Wiley & Sons, Ltd.

In this paper, we describe insights into patients’ and
their families’ emotional experience of illness, informa-
tion and support needs and their impact on adjustment
from before histological diagnosis to bereavement. Find-
ings on their physical, social, existential and palliative
care needs are published elsewhere [14].

Materials and methods

Participants were identified at a UK regional neuro-surgical
centre and recruited to represent a range of ages, genders,
tumour types (including high and low grade gliomas),
symptom profiles and backgrounds, to gain a variety of
experiences [15]. Relatives were recruited via patients, with
most being the patient’s spouse (Table 1). Participants were
recruited until no new categories or information emerged
[16] Joint interviews with relatives were used to facilitate
interviews with patients suffering significant memory and
communication deficits and a flexible approach adopted
for those with memory problems, focussing on lived experi-
ence. Potential participants were given an information sheet
by the neuro-surgical team following their initial referral
and surgery but before a formal diagnosis and invited to take
part. Those who agreed to be contacted were followed up
with a telephone call from the researcher to confirm partici-
pation and schedule interviews.

Participant-guided in-depth qualitative interviews, ex-
plored the multi-dimensional illness experience including
psychological distress (see supplementay material). Interviews
lasted around 1 h and were recorded, transcribed verbatim
and anonymised. Interviews were conducted with patients
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Table I. Characteristics of participants interviewed while awaiting histological diagnosis

Details of surgical Relative Relationship to Joint or separate Location of
Pseudonym Age intervention pseudonym patient interviews interview Eventual diagnosis
Mary 76 Biopsy Jim and Allsa Husband and daughter Joint Home Anaplastic astrocytoma grade 3
Andrew 45 Resection Sheila Wife Separate Hospital +home  Glioblastoma multiforme
Winnie 59 Biopsy Norman Husband Joint Home Glioblastoma multiforme
Jenny 34 Resection Bob and Diane  Parents Separate Home Alternative diagnosis*
Hannah 35 Biopsy Not available Hospital Alternative diagnosis
Sarah 66 Biopsy James Husband Separate Home Alternative diagnosis
Ann 66 Resection Oliver Husband Joint Home Alternative diagnosis
Sandra 46 Resection Stuart Husband Joint Home Alternative diagnosis
Henry 65 Resection Alice Wife Joint Home Glioblastoma multiforme
Sandy 47 Partial resection Julie Wife Separate Home Glioblastoma multiforme
Deirdre 56 Resection Not available Home Glioblastoma multiforme
Malcolm 41 Partial resection Joan Wife Joint Home Anaplastic Astrocytoma grade 3
lan 46 Resection Sharon Wife Separate Hospital +home  Glioblastoma multiforme
Bill 63 Biopsy Audrey Wife Joint Home Glioblastoma multiforme
William 64 Partial resection Shauna Wife Joint Home Glioblastoma multiforme
David 48 None/imaging only ~ Not available Hospital Brain stem glioma
Angus 59 Partial resection Not available Home Glioblastoma multiforme
Harriet 64 None/imaging only  Alistair Husband Joint Home Glioblastoma multiforme
Adam 28 Resection Cindy Wife Separate Home Astrocytoma grade 2
Wilson 58 Resection Angie Wife Separate Home Glioblastoma multiforme
Barbara 45 None John Husband Separate Home Oligodendroglioma
Ron 64 Partial resection Betty Wife Joint Home Glioblastoma multiforme
Robert 36 Resection Beth Wife Joint Home Glioblastoma multiforme
Ewan 21 Resection Harry Father Separate Home Glioblastoma multiforme
Lois 50 Resection Steven Husband Separate Home Glioblastoma multiforme
Christine 37 None Not available Home Astrocytoma grade 2

*Alternative diagnoses not listed to protect patient identity as there were cases of rare and unusual diagnoses.

and then their relatives or together where they preferred, usu-
ally in their own homes. Subsequent interviews were sched-
uled via telephone and explored since the last interview.
Written consent was given at each interview.

Transcripts were analysed using a constructionist
grounded theory approach to integrate, interpret and ex-
plain the data using within and cross-case analysis [16]
assisted by QSR NVivo 7 (www.gsrinternational.com,
QSR International, Doncaster, Victoria, Australia). An ini-
tial set of transcripts were subject to ‘open coding’,
whereby the data was closely examined ‘line by line’,
followed by ‘focussed coding’, labelling sections of data
to assist with the conceptual development of categories
to describe phenomena. Constant comparison across inter-
view transcripts, reading and re-reading data allowed the
dominant findings shared across the data to be evaluated.
This method was iterated as further interviews were
conducted, refining and explicating developing themes.
Longitudinal interviews were included in this analysis
and further emergent categories were built into the
analytic framework, including issues specific to relatives.
All transcripts were analysed by D. C, with some also read
and analysed by S. A.M, B.H and P. G. M and discussed
as a multi-disciplinary research team.

Results

Eighty interviews were conducted with 26 patients (14
men); age range 21-76 years, mean age 50.7, SD 13.8)
and 23 relatives (Table 1). Two patients were too ill to take
part and four initially declined, but of these, three agreed to
be interviewed at time 3. Serial interviews were undertaken
over roughly 1 year as outlined below (Figure 1):

Copyright © 2012 John Wiley & Sons, Ltd.

Time 1: immediately preceding or in the week following
surgery but before confirmed pathological diagnosis;
Time 2: (approximately 3—4 weeks since time 1): after
confirmation of diagnosis immediately preceding the
start of radiation +/— chemotherapy or within the first
week of treatment;

Time 3: (approximately 8—10 weeks after time 2): after
initial treatment ends; and

Time 4: 6-month follow-up after time 3.

Bereavement interviews: no sooner than 3 months after
the patient’s death.

There was considerable attrition because of ill health
and death of participants. Three participants with a low
grade tumour not undergoing treatment were not inter-
viewed at time 3 but instead took part at time 4.

Three key themes emerged across the data in relation to
adjustment and are illustrated throughout the illness:

(1) Distress, anxiety and worry from before diagnosis
onwards;

(2) Variations and timing of information preferences;
and

(3) The importance of reassurance, support and hope.

Gender differences did not emerge as central to these
themes. Pseudonyms have been used.

Distress, anxiety and worry from before diagnosis onwards

A high level of emotional distress was apparent from first
presentation before confirmed diagnosis, a time of immense
uncertainty for patients and their relatives. The physical and
cognitive symptoms and the emotional turmoil of a possible
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Interviews
Conducted

Interview Stage Attrition

New Participants
Joined Study

10 patients] and 10

relatives

v

3 patiems2 and 2

/ relatives

! These were participants recruited as early as
possible but were already past the point of diagnosis
by the time an interview was arranged.

2 Participants recruited at this stage had previously
been unwilling to take part but had agreed to be
contacted again at a later date, at which time they
consented to participate.

Time 1: Pre 13 patients and 10
confirmed relatives
diagnosis
5 patients and 6
Time 2: Pre relatives (Not 18 patients and 14
glioma) .
Chemo- relatives
radiotherapy
4 patients (2 death, 2
; illness) and 6 relatives 3
Time 3: Post 15 patients” and 10
Chemo- relatives
radiotherapy
6 patients (due to /
death) and 3 relatives
Time 4: Six 11 patients and 7
Months Post relatives
Treatment
Time 5: Post 9 relatives
Bereavement

3, . . . .

Two patients recruited at time 2 but not undergoing
treatment, skipped an interview at time 3 and were
interviewed again at time 4.

Figure I. Summary of interviews conducted at different time points

brain tumour diagnosis generated distress, anxiety, worry
and anger, despite varying awareness of poor prognosis.
Participants voiced anguish at the life threatening potential
of their illness, and fear of death at this early stage,

Sheer and utter panic. And very, very stressful. I can’t
describe it any other way. There’s obviously lots of negative
thoughts going through your head and erm, morbid, lots of
morbid thoughts going through my head, you know. (Sandra,
47-year-old female, suspected glioma, time 1)

Participants were unsure what to think or feel as they
speculated about the unknown and were flat in their affect,

And well to be quite honest, you’re stunned, you know. I
think they were getting worried because I had no reaction,
you know, you just sit there. (Ann, 66-year-old female,
suspected glioma, time 1)

The period leading up to a diagnosis was for many a
time in ‘limbo’, waiting for results and having no idea
what course their illness might take, a source of great dis-
tress particularly when this period was prolonged.

For the majority, distress continued in the early stages
after diagnosis,

I do think that you have this [...] churning in your
stomach and this horrible feeling that your life’s never
going to be the same again. (Bill, 63-year-old male,
glioblastoma multiforme (GBM), time 2)

Living with difficult symptoms such as memory loss
and communication problems was a source of frustration

and distress for many patients. Whereas dealing with
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changes in personality was a particularly distressing and
enduring problem for relatives,

It’s made it sort of, unbearable sometimes. [..] It’s hard to
imagine being able to live the rest of my life with some-
body with that kind of temperament. (Sharon, wife of
Ian, 46-year-old male, GBM, time 3)

However, as time passed, many participants were able to
reflect on the earlier period of the illness and began to adjust,

The longer it goes on, the more you come to terms with it.
(David, 48-year-old male, brain stem glioma, time 3)

Although distress remained, some participants
attempted to adjust to their condition, drawing on support
and employing a range of coping strategies such as
disavowal and past experience of illness to help them
come to terms with their situation.

Use of disavowal became evident in a number of cases
where death was imminent or after a patient had died,

I wish to myself that it was pointed out to me that I never
let him speak about it. .. I just always said, oh no, we’ll get
better, we’ll get, do you know what I mean? .. .But, inside
I knew. (Sheila, wife of Andrew, bereavement)

Variations in information preferences

Many participants described the lack of clear clinical
information in the early part of their illness, a feeling of
being ‘left in the dark’ about what was happening, causing
uncertainty, and negative forecasting,
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Sometimes you feel like you’re dragging teeth to get some
kind of information out of them. (Ian, 46-year-old male,
suspected glioma, time 1)

And when you’re left to your own devices its only human
nature to come up with the wrong conclusions. (Jim,
husband of Mary, 76-year-old female, AA3, time 2)

Although having appropriate information reduced anxiety
for many people,

I like to know, information for me is the best because you
can be afraid of what you don’t know. (Sharon, wife of
Ian, 46-year-old male, GBM, time 2)

Others were torn between a desire for clear, direct and
honest information at the earliest opportunity and being
unsure if they were ready or could take in difficult
information. Ability to absorb information was often
affected, particularly in the early phase where shock and
a cognitive ‘shut down’ inhibited information absorption
and retention.

You know part of you’s saying well maybe I should have
asked more, but then I said well, I really don’t really want
to know. (laughs) You know, you’re sort of frightened.
(Ann, 66-year-old female, suspected glioma, time 1)

In some cases, participants kept knowledge at bay,
highlighting the link between individual methods of
coping and information preferences. They also used
distraction to help them deal with the situation,

I didn’t want too much information to come that many
weeks before the operation. Maybe the week or a few days
before the operation, I was ready to hear it all really. [..] I
was just wanted to spend the time thinking about
something else, thinking about my every day things really.
(Malcolm, 43-year-old male, suspected glioma, time 1)

Use of disavowal and distraction when seeking and
processing information was particularly evident in the
early crisis weeks surrounding diagnosis as participants
struggled to cope with overwhelmingly distressing
information. Having time to process the information, with
support from family and professionals, enabled some
participants to slowly make sense of and ultimately adjust
to their new circumstances.

Many participants were strategic in their handling of
information and sought only positive information to create
a sense of hope,

(If) I knew it was good news I’d want more information, (if)
you knew it’s bad news you do not want the information. So
what do you do? (Harry, father of Ewan, 21-year-old male,
GBM, time 3)

I don’t think you’d want it to be too doom and gloom in
case it frightened you too much. I think they need to give
you something positive to hold on to, something that’s
going to lift your spirits a wee bit. (Audrey, wife of Bill,
63-year-old male, GBM, time 3)

Copyright © 2012 John Wiley & Sons, Ltd.
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Differences between patients’ and their relatives’ infor-
mation preferences, such as about prognosis, were a
source of tension and distress,

Is she gonna be here in 3 years time? Is she gonna be here in
5 years time? [..] But every time I've been with [patient],
you’re not wanting to ask any questions in front of her.
(Steven, husband of Lois, 50-year-old female, GBM, time 3)

The importance of reassurance, support and hope

Supportive relationships and communication, enabling
people to maintain hope over time, were critical factors. This
need was, again, particularly acute during the early phase of
the illness when distress and uncertainty were at a peak, and
lessened over time as people adjusted to their illness.

Most participants greatly valued support received from
family and friends, particularly in the early period,

I couldn’t imagine doing this without my children. Erm,
they have been fantastic, . . .it’s making me more positive,
more determined. (Angie, wife of Wilson, 58-year-old
male, GBM, time 2)

Professional reassurance and support in the form of a
caring manner, availability, listening and provision of
information were also central to patients’ psychological
adjustment over time,

She just says the right thing at the right time. And she is
just supportive. And just easy to get to and use. [..]
And she has time for everybody. (Alice, wife of Henry,
65-year-old male, GBM, time 4)

For many participants, it was important to hope regard-
less of adverse circumstances, and the focus of hope
changed over time, giving participants a focus to help
move them forward. They spoke about hoping for a
positive outcome and good quality care along the way,

And even in the hardest times we’ll be comforted, there’ll
be something. It’s not all negative. (Audrey, wife of Bill,
63-year-old male, GBM, time 3)

Hope varied across participants. Those with low grade
tumours did not have the same immediate concerns about
death and were more likely to have a period of stability
and could focus on their daily lives. These participants
were more likely to hope for a recovery, despite facing
prolonged uncertainty,

So I just hope that it doesn’t start growing again. (Adam,
28-year-old male, AA2, time 2)

Professionals’ manner when delivering information
was central to creating and maintaining hope, and partici-
pants did not always feel it was handled sensitively. A
perceived lack of reassurance and emotional support,
instead focusing on physical care, was distressing for
relatives and patients and impaired their facility to adjust
as time went on,
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OK, the medical profession can cope with the, you know,
dispensing drugs and all the rest of it, but I needed to
understand what the hell was going on. [...] And obviously
I figured it out for myself. But a few, 2 or 3 months down the
line, by that time I was exhausted. (Sharon, wife of Ian,
GBM, bereavement)

Discussion

Summary

Professional empathy, reassurance and emotional support
greatly facilitate adjustment to a diagnosis of a life-limiting
illness such as glioma. Although many patients desire clear,
direct and honest information, a few tend to minimise the
significance of the diagnosis and focus on other aspects of
their lives. This does not imply that they do not understand
the reality of their situation, but they choose not to
focus on this as they are emotionally overwhelmed, particu-
larly in the beginning [17]. Disavowal, a form of conscious
self-deception, acts as an adaptive coping strategy and is part
of the normal process of adjustment and reaction to traumatic
life events, although in the long term, it can impede
emotional processing [3,13]. People faced with life alter-
ing news and an ‘amputation of the future’ experienced
acute distress and an inability to process overwhelming
information but embarked on a transitional process of ad-
justment, drawing on personal resources and external
support [3]. There are implications for the timing and
provision of honest, personalised yet optimistic information
to promote hope and adaptive coping. Recognition of
distress, along with appropriate and responsive support, is
central to the provision of supportive care.

Distress, anxiety and worry

Participants expressed high levels of distress and worry as
they faced a diagnosis of a brain tumour. This emotional state
was fuelled by uncertainty, particularly at the pre-diagnosis
stage [17]. A prolonged or difficult pathway to diagnosis
was also distressing and impacted on adjustment [18-20].

Psychological adjustment is not a static event but a
dynamic process and ‘re-thinking of a person’s biography
and self-concept’ [20]. Distress varies dependent on diagno-
sis, with patients with higher grade and advanced cancer and
receiving palliative care having significantly higher levels of
psychological distress [21]. Relatives also have different
sources of distress, dealing with changes in personality
being particularly difficult [22]. Our unique longitudinal
data reveals that distress is dynamic and also acute pre-
diagnosis. Professionals play an important role in providing
the supportive ‘scaffolding’ to facilitate adjustment.

Variations in information preferences

Participants reported a lack of information about investiga-
tions, tests, what exactly was wrong and what would happen
next, particularly before confirmed diagnosis. Patients and
relatives alike sought procedural information, telling them
of what was happening. However, individuals varied in the
level and nature of potentially harmful information they
wanted [10]. Moreover, participants were often unable to
absorb or recall much of what they were told, particularly

Copyright © 2012 John Wiley & Sons, Ltd.

around the time of diagnosis, as temporary blunting occurred.
It is also possible that diminished cognitive capacity as a
result of organic brain disease could affect patients’ ability
to absorb information, particularly as their tumour progressed.

On the whole, participants valued being given clear and
honest information, as reflected in the wider cancer litera-
ture [23]. However, there was a tension between wanting
to feel informed, yet not wanting to know potentially
distressing information, which could explain the variation
in the literature about active information seeking and
the specific types of information people wish to receive
[24-26]. People preferred hearing tailored information
that was also positive and reassuring, serving to reduce un-
certainty and help prepare for the future, minimise distress
and promote hope [10,27]. Some participants actively
avoided information that was too painful to contemplate or
which threatened their ability to create and maintain hope
[3,13,28]. We provide evidence for disavowal as an adaptive
response to manage distress and shift the focus on poor
prognosis, even before a confirmed diagnosis when people
are overwhelmed by distressing information.

Differences between patients and relatives in their infor-
mation preferences have been described as a source of
distress (with implications for coping and adjustment),
particularly for those with unresolved questions [6,22,29],
presenting a further challenge for health professionals.
Meeting separately with patients and relatives can be help-
ful but should be handled with great sensitivity, including
ethical issues of disclosing information to relatives. Profes-
sionals can support relatives with more general information
while respecting patients’ wishes.

A flexible approach is needed from health professionals
in assessing what patients and relatives already know, what
they would like to know and helping people to fill in infor-
mation gaps, reflecting individual patient and relative needs.
There is a difficult, yet important balance for health profes-
sionals to provide suitable timely information that fosters
control and hope without either encouraging unrealistic
expectations or risking despair, allowing hope to evolve
over time, for example, from hoping for a cure, to hoping
for a period of stable disease and a ‘good’ death.

Reassurance, support and hope

The presence of hope is well recognised [4,27], in addition
to its central role in helping people cope with their diagnosis
or that of their loved one [28,30,31]. All professionals caring
for glioma patients can engage in positive, reassuring
communication such as emphasising what can be controlled,
helping individuals create a realistic and dynamic hope,
shaping adjustment to the illness [32,33]. Lack of reassur-
ance, on the other hand, caused distress. Some patients and
relatives indicate that their supportive care needs were not
being met [5]. Although some health care professionals have
concerns about addressing non-physical issues, sensitive
communication about patients’ priorities, which may relate
to psychosocial domains, is perceived by patients and
relatives as supportive [34]. Furthermore, health profes-
sionals should routinely assess and monitor psychological
well-being and consider the use of a screening tool such as
the National Comprehensive Cancer Network’s Distress
Thermometer (www.ncen.org), to facilitate provision of
supportive, patient-centred care.

Psycho-Oncology (2012)
DOI: 10.1002/pon


http://www.nccn.org

There are implications for greater understanding of
variations in information needs and their links to coping,
and for providing individually tailored information to
address patients’ and their relatives’ (often separate)
needs. A supportive context that includes acknowledging
distress, listening to concerns, reassuring where possible
and providing information can facilitate the processing
of difficult information. Communication skills training
and suitable psychological consultancy may help health
care professionals enhance patient-centred communication
styles, reduce distress and foster realistic hope and adap-
tive coping [35-37].

Limitations and strengths of the study

The study took place in a single neuro-surgical centre,
where services for people with glioma are relatively well
developed. Although some aspects of health and social
care policy and service provision differ internationally,
our findings are likely to be applicable in similar settings.

A number of the interviews were conducted with both
the patient and their relative together where they preferred.
Participants may then have felt unable to share some
concerns in the presence of their relative. However, joint
interviews provide a rich insight into shared experiences,
help develop full accounts [38,39] and facilitate interviews
with, for example, patients with communication deficits [40].

The current study reports ‘real-time’ longitudinal data,
rather than relying upon retrospectively collected data. It
captures patients’ and relatives’ dynamic psychological
experience including their process of adjustment over
time. Repeated interviews help establish a close relation-
ship and gain a more private account [41].

Conclusions
Health professionals should offer suitable information

early and frequently in a supportive way to help cultivate
a positive relationship and sustain hope, impacting on

D. Cavers et al.

adjustment to a glioma [42]. There is an important balance
between ensuring patients and their families are fully
informed and fostering adaptive coping that allows for
hope [43,44]. It is suggested that communications skills
training should be routinely provided to help health
professionals involved in the care of people with life-limiting
conditions to provide information and support in a manner
which promotes reassurance and adaptive adjustment.

Supporting information

Supporting information may be found in the online version
of this article.
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