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ABSTRACT

Objective Being the next of kin of a person with a brain
tumour is a stressful experience. For many, being a

next of kin involves fear, insecurity and overwhelming
responsibility. The purpose of this study was to identify and
synthesise qualitative original studies that explore coping
in the role as next of kin of a person with a brain tumour.
Methods A qualitative metasynthesis guided by
Sandelowski and Barroso’s guidelines was used. The
databases Medline, CHINAL and PsycINFO were searched
for studies from January 2000 to 18 January 2022.
Inclusion criteria were qualitative original studies that
aimed to explore coping experience by the next of kin of
a person with brain tumour. The next of kin had to be 18
years of age or older.

Results Of a total of 1476 screened records data from 20
studies, including 342 participants (207 females, 81 males
and 54 unclassified) were analysed into metasummaries
and a metasynthesis. The metasynthesis revealed that
the next of kin coping experiences were characterised

by two main themes: (1) coping factors within the next
of kin and as a support system, such as their personal
characteristics, perceiving the role as meaningful, having
a support system, and hope and religion; (2) coping
strategies—control and proactivity, including regaining
control, being proactive and acceptance.

Gonclusion Next of kin of patients with brain tumours
used coping factors and coping strategies gathered
within themselves and in their surroundings to handle
the situation and their role. It is important that healthcare
professionals suggest and facilitate these coping factors
and strategies because this may reduce stress and make
the role of next of kin more manageable.

INTRODUCTION

In 2020, 308102 people with cancer in the
central nervous system were registered world-
wide.! The diagnosis of brain tumour is very
confronting, with 56% of patients experi-
encing one or more symptoms. Hemiparesis
and cognitive challenges are most frequently
reported but also headaches, nausea and
vomiting, vision challenges, epileptic seizures
and personality changes are considered
common symptoms.”” Changes in behaviour
and personality are considered particularly
challenging, both for the patient and for
the next of kin, as these may include apathy,

1,2,3

STRENGTHS AND LIMITATIONS OF THIS STUDY

= The qualitative approach makes an important con-
tribution to the research field by providing a deeper
understanding of coping factors and strategies used
by the next of kin of a person with a brain tumour.

= Most of the included studies in this metasynthesis
were high-quality studies.

= Our sample is highly multicultural with different
geographical origins represented and includes dif-
ferent welfare and healthcare systems, and different
cultures and religions.

= The majority of the sample were women, and a more
heterogeneous sample might have revealed more
nuanced findings regarding the role of next of kin.

loss of initiative and empathy, indifference,
selfishness, physical and mental aggression,
impaired emotional control and social skills,
and tendencies toward childish behaviour,
among others.” > ® Studies show that the
disease can be more challenging and stressful
for the next of kin than for the patients. The
next of kin have high rates of depression,
anxiety, various physical pain, adjustment
difficulties, loneliness and high work absence,
as well as a reduced quality of life.”"" Studies
also show that both patients and next of kin
miss additional follow-up, support and infor-
mation from healthcare providers, family,
friends and the community in their struggle
to cope with everyday life."*

All these strains can lead to next of kin
experiencing stress and lack of coping.
Lazarus and Folkman define coping as a
cognitive and behavioural endeavour under
constant change, dealing with external and/
or internal demands that a cognitive assess-
ment indicates as stressful or exceeding
personal resources. When dealing with these
demands, the next of kin has to review avail-
able coping strategies to be able to make the
situation more manageable, meaning active
actions the next of kin use to cope in the situ-
ation.” ? 1
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There are some original qualitative studies that have
explored coping in the role as next of kin of a person
with a brain tumour. To our knowledge, this research has
not been synthesised. Such information is of great impor-
tance, especially for healthcare providers working with
this group of caregivers. With improved understanding,
they may be better equipped to facilitate a more manage-
able everyday life among the next of kin. Previous quan-
titative research directed at these aspects exists,”"' '°
but we were interested in studies that were personal and
focused on the lived experience of next of kin, hence the
choice of qualitative studies. Therefore, the purpose of
this metasynthesis was to identify and synthesise evidence
from original qualitative studies regarding the experi-
ence of coping in the role as next of kin of a person with a
brain tumour. The findings are discussed in the context of
Lazarus and Folkman'’s stress theory'* and their approach
to coping with stress in order to interpret our findings in
a theoretical context.

METHODS

Design

The study is a metasynthesis within the interpretative
paradigm. It was inspired by a phenomenological-herme-
neutic design because the aim was to identify and synthe-
sise qualitative original studies that explored next of kin
attitudes and experiences.'” The metasynthesis process
consisted of five steps: (1) formulating the purpose and
rationale of the study; (2) searching for and retrieving
relevant qualitative research studies; (3) critically
appraising the included studies; (4) classifying the find-
ings, and finally; (5) synthesising the findings.

Search strategy

In collaboration with an experienced librarian, we
conducted a systematic search in the PsycINFO, OVID,
CHINAL and Medline databases via the EBSCO host from
January 2000 until 18 January 2022. For search strategy
see online supplemental material 1.

The inclusion criteria were qualitative original studies
published in English, Norwegian, Swedish or Danish that
aimed to explore coping experience by the next of kin
of a person with a brain tumour, regardless of tumour
type and stage which enhanced their role as next of kin.
The next of kin had to be 18 years of age or older. The
exclusion criteria were studies that did not clearly iden-
tify coping, coping that included the participants’ expe-
riences in the role of bereaved and not next of kin, and
studies including diagnoses other than a brain tumour.

Search outcome

The search strategy generated 1476 unique citations.
Titles and abstracts were screened by the authors using
Rayyan, a systematic review management software.'” A
final consensus regarding the eligible articles was obtained
through a group discussion between the authors. Seven-
ty-two papers were read in full and evaluated against
the inclusion criteria by both authors; twenty of these
were included in the metasynthesis. Figure 1 shows the
Preferred Reporting Items for Systematic Reviews and
Meta-Analyses (PRISMA) flowchart with a full overview
of the screening process. The search output is presented
in the PRISMA flowchart. The authors read the full text
of the eligible articles and independently extracted data
from the included studies; this process is also illustrated
in figure 1. Consensus for data extraction was obtained as
part of a group discussion between the authors. Online
supplemental material 2 lists the title, author(s), study
country, year of publication, aim, analysis and study
participants of all included studies. Most studies were
from Europe: Sweden (3), Great Britain (3), Denmark
(1), Belgium (1) and Turkey (1); seven were from Canada
(3) and the USA (4), two from Australia and two from
Taiwan. The tumour type and stage varied. For details, see
online supplemental material 2.

Quality appraisal

The quality of the 20 papers was evaluated using the Crit-
ical Appraisal Skills Programme (CASP) for qualitative
studies. The first evaluation was conducted blinded and
independently by AWL and GR whose CASP evaluations
were then compared. Using the criteria in CASP for inde-
pendent assessment, the authors mutually agreed on a
final quality evaluation. For details, see table 1.

The included studies that were appraised according to
CASP are listed in table 2. All studies had clearly stated
the study aim and the qualitative methodologies were
considered appropriate. Furthermore, several of the
studies had been published in highly ranked journals.
The most poorly addressed issue (criteria number 6 in
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the CASP list) was the influence of the researcher on the
research and vice versa.

Data abstraction and analyses
As suggested by Sandelowski and Barroso,'® two
approaches to qualitative synthesis were used. The first
of these involved qualitative metasummaries of quali-
tative findings from the original studies. This method
is defined as qualitative, but the findings are presented
quantitatively. The second involved a metasynthesis that
developed new interpretations of the target findings from
the original studies.'® The narrative analysis was inspired
by Lindseth and Norberg’s phenomenological-herme-
neutic methods." Three steps were followed. First, the
empirical materials were read several times. Second, after
extraction, the target findings were imported into NVivo
V.11 data management software for further analysis."?
The text was read line-by-line to identify meaning units,
subthemes and themes. Third, the researchers aimed to
achieve a comprehensive understanding of the empirical
materials, meaning units and themes, and to relate these
to the aim and research question of the metasynthesis."®
The analytic themes were identified by AWL and discussed
with GR. The process of deriving the themes was induc-
tive. The contribution of targeted findings from each of
the included papers is outlined, and quotations are used
to illustrate and support the findings, something which
increases the trustworthiness of the study. To validate the
findings, both authors participated in discussions of the
empirical analysis and in writing up the findings.
Qualitative metasynthesis enables researchers to iden-
tify specific research questions, search for, appraise,
summarise and combine qualitative evidence to address
the research question. Metasynthesis provides novel
interpretations of the target findings from the original
studies.'® In our methasynthesis we identified two main
themes: (1) coping factors within the next of kin them-
selves and as a support system and (2) coping strategies—
control and proactivity, each comprising 3—4 subthemes.
For a list of the studies that generated findings regarding
the main themes and subthemes, see table 2. When
analysing and organising the results into themes and
subthemes we chose to be in line with the content and
meaning of coping in the original included studies,
although some of the results could have been considered
to also contributed and organised differently. The results
will be elaborated below.

Patient and public involvement

No patients or patient organisations were involved in the
planning of the study, the analyses or the writing of the
metasynthesis. These were based on published original
studies some of which included patient involvement.

RESULTS
The results are presented as metasummaries supported
by tables and figures, and as a metasynthesis containing

two main themes. The themes are supported by illustra-
tive quotes from the included original studies.

Metasummaries
The 20 studies that were included comprised 342 partic-
ipants (207women, 81 men and 54 not classified). The
focus was on the following themes: the needs of the
next of kin? ?*?%; their overall experiences as next of
kin'’ 25_27; coping and coping strategies%_go; postop-
31 32, being a next of kin in the palli-
ative phase33 34; experienced support factors%; how
the caregiving changed over time™ and factors influ-
encing treatment choice in the palliative phase.37 Three
of the studies were undertaken 6months after diag-
nosis,”” %% and three in the patients’ palliative phase
or postmortem.” ** % In six studies the patients were chil-
10 29 30 33 34

dren of the informants.

erative caregiving

Metasynthesis

Main theme 1: coping factors within the next of kin and as a
support system

Nineteen of the included studies provided data regarding
the first main theme; coping factors within the next of kin
and as external support (see table 2). This main theme
comprised the following four subthemes: personal char-
acteristics, percetving the role as meaningful, having a support
system, and hope and religion.

Personal characteristics such as a strong and positive
personality were important coping factors for next of kin
in new challenging situations.”” * %" Being able to show
empathy for the patient and the health professionals was
important, if not the situation could easily engender feel-
ings such as discouragement and reproach.” A positive
mood and a sense of humour were also emphasised for
the same reasons.”

To perceive the role as next of kin as meaningful was
important, as it made the next of kin feel needed and
productive in the situation.” * * ¥ Engagement and
commitment in the care of their relatives were high-
lighted as important by many next of kin, especially when
the patients appreciated the help.23 The engagement was
even stronger when the emotional bond between patient
and next of kin was strong.?’ ! %

But caring for him is something I will do—it is not a
burden.*! (p81)

However, other studies revealed less engagement and
commitment, and underlined anger and reluctance with
the new role as the heavy responsibility and sacrifice
impacted the next of kin’s own needs and wishes.? %! 3

Having a support system made the role of next of kin
easier to cope with. The support was given by family,
friends, neighbours, colleagues and workplaces, health
personnel, schools, the religious community, people
in the local community and even strangers.” '’ ***° The
support from healthcare professionals was especially
important. This support included emotional support and
assistance during patient care and treatment.? '’ 20-2729-55
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The importance of assistance such as medical supervi-
sion and nursing care was emphasised,'’ ** ** with next
of kin noting that this made it possible to feel like a
partner again,” while at the same time allowing for antic-
ipated time alone.** A familiar healthcare professional
was crucial in making this possible, because it implied
that the patient would receive the best care as they were
known to the healthcare professional, and also because
the assistance was considered to be less intrusive.” ** To
experience the assistance with care as a coping factor, it
was crucial that the care was compassionate and of the
best quality. These qualities emphasised the health profes-
sionals genuine care and gave the patients and the next
of kin hope and a desire to fight the disease.'? ' 20272

She (neurosurgeon) had to give us some bad news
some of the time ... and you couldn’t ask for a better
manner in her delivery of that bad news, or her sup-
port in what we were going through.” (p8)

When next of kin experienced that their loved ones
received a low quality of care or suffered malpractice it
caused mistrust of the healthcare system and weakened
the experience of healthcare professionals as a support
factor.*"#** Emotional support from healthcare profes-
sionals implied an acknowledgement that the disease
affected not only the patients, but also their next of kin. It
also implied that the healthcare professionals recognised
and met the wishes of the next of kin for active participa-
tion in monitoring the patients disease course.”* 2°* Next
of kin who did not have such involvement felt ignored,
useless and helpless.”” * Supportive conversations with
healthcare professionals were highly appreciated by many
next of kin. However, this required the healthcare profes-
sional’s understanding and empathy for the situation of
the patient as well as of their next of kin, and preferably
that they should be always available ! 220203137

Support from family and friends was invaluable in the
care tasks and in coping with the role of next of kin.

Just support from family and friends, that was import-
ant to me, and just knowing that I could call on them
.2 (p1098)

Social, practical and emotional support was empha-
sised and included such things as economic help, child-
care, transport and housekeeping.'? #* #* % 29923435 go e
next of kin would have appreciated even more support
and help from family and friends, preferably given on the
family and friends’ own initiative.* ** #*2> 530

Discussions with family and friends were also
important,” **#**” and could even create astronger bond.”
Such a bond required families and friends to understand
and recognise the challenges faced by the next of kin.**
Support groups and conversations with other next of
kin were also highlighted as important,? 22 2430 343537 5
they might broaden the next of kin’s understanding of
the tumour and what they might expect in the future.”

These conversations could be face-to-face or via the
internet 2 22 2430343537

From time to time, I need to be able to talk to some-
one. Because when I lay down in the evening, then it
starts to work in the inside.? (p411)

On the other hand, support groups were also consid-
ered demanding because it was difficult to listen to other
families’ stories. Furthermore, for some it was considered
a waste of time to spend valuable hours with people other
than their closest family members.'* #°!

Hope and religion were emphasised as important coping
factors. The next of kin hoped that a miraculous treat-
ment would be developed so that their loved ones

could survive the disease or just have a better quality of
life 2 10 20-23 26 33 34

You see a positive evolution, and everything that goes
better is good for her. (...) Nobody can forbid us to
have hope. And miracles happen. Whether we be-
lieve it or not, that’s not the point, it is the only thing
to focus on.” (p409)

Hope gave a reason to fight, although it weakened in
the palliative phase.”' ** Faith strengthened the hope of
healing during the treatment period and gave some form
of peace in the final palliative phase. In most cases, hope
was related to faith,*27%0 397

Main theme 2: coping strategies—control and proactivity
Eighteen of the included studies provided data regarding
the second main theme; coping strategies—control and proac-
tivity (see table 2). This main theme comprised three
subthemes: regaining control, being proactive and acceptance.
Regaining control of the situation was a frequent coping
strategy, and for most this included gathering enough
information to allow an overview of what to expect, some-
thing which implied some form of security,'? 2023 273035 37

So it’s a, it’s a roller coaster of emotion but for the
most part I've been, ‘What do we need to do? Where
do we need to ber” And then just read, read, read
whatever I can find out, whatever information be-
cause I feel like whatever I know, I can ask for.” (p34)

The information that was gathered and provided
should preferably be adapted to the situation and the
disease trajectory, and had been given by healthcare
professionals.2’ % 232 272937 The pext of kin often hid this
information from the patients to protect them and not
diminish their hope.'?*0 3134

To regain control meant not only control of the diag-
nosis, but also personal control and control over own
reactions. In some cases, the next of kin denied their feel-
ings. Some even denied the entire diagnosis,” ****’ and
instead focused on being strong for the patient and the
entire family.” *** % One next of kin in Edvardsson
and Ahlstrom’s (2008) study™ reported:

I've sort of stowed it all away, I suppose. Itis as if I'd
experienced it from the outside or seen it on TV. It’s
often that way with sorrowful things. (p588)
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Being proactive, facilitating and encouraging the patient
to fight the disease were also important coping strategies,
as it felt better than accepting the morbid situation and
not do anything,'?#! 203

People ask you how you cope. But what if you were
to give up? You’ve got to cope—and we do have each
other! (...).” (p588)

This implied adopting a healthier lifestyle, including a
change in diet and exercise habits, hoping that this would
improve the effects of medical treatment® * or trying
alternative treatments.'”** However, an increasing feeling
of powerlessness was emphasised if the fight, in the form
of these actions and treatments, did not meet the hope of
a cure 2! 232634

As the disease progressed and life went on there was a
strive for normality, particularly in families with children.
This lead most next of kin into a strategy of acceptance,
as everyday life continued. This involved work, school for
children and hobbies, 10262628 2830 50 313334 3436z, 10y
this was an important and expected strategy, accepting
disease progression or a bad diagnosis was challenging,
especially when the patient was a child.**

DISCUSSION

This metasynthesis aimed to explore coping in the role as
next of kin of a person with a brain tumour. This gener-
ated two main themes: (1) coping factors within the next
of kin and as a support system, (2) and coping strate-
gies—control and proactivity. Valuable coping factors
included personal characteristics, perceiving the role as
next of kin as meaningful, having a support system, and
hope and religion. Active strategies to manage the situ-
ation involved regaining control, being proactive and
acceptance.'* ™

Being the next of kin to a person with a brain tumour
is considered to be a negative stressor because of the
challenging life situation and care tasks. Nevertheless,
several next of kin who were included in the metasyn-
thesis expressed a desire to be proactive, fight the disease
and to gain control over the situation. This is described
by Lazarus and Folkman'* as a secondary assessment
of the situation, in which the next of kin decide which
measures to implement. One such measure could be to
gain personal control—one of the most important and
stress-reducing personal strategies available.'*

A possible explanation for the proactive attitude of
next of kin toward the disease may be their obligation and
commitment to the patient. Commitment is an expres-
sion of something of great importance and can cause
some to be willing to meet threats and challenges that
he or she would otherwise avoid."* However, our findings
revealed that the experience of contributing to some-
thing meaningful, not the obligation to do so, promoted
coping in the situation. We consider that this is caused by
the fact that obligation does not automatically make an
action meaningful, but rather that it can be experienced

as a compulsion. This assumption is strengthened by the
findings that the tasks as next of kin may arouse emotions
such as anger and aversion towards the patient and the
diagnosis, rather than coping. Several studies refer to the
same ambivalent experience regarding commitment and
attitudes toward being a next of kin.* *’

Having a support system was the factor that most rela-
tives emphasised as promoting coping. It was described as
invaluable something which was also confirmed in other
studies,41 2 and in Lazarus and Folkman’s transactional
stress theory.'* At the same time, in both this metasyn-
thesis and in other studies, next of kin voiced a strong
desire and longing for even greater external support.*' **
The findings of the metasynthesis also showed that the
configuration and arrangement of the support, especially
that given by healthcare providers are of great impor-
tance. An explanation for the next of kin’s experience of
unmet needs might be lack of knowledge among health-
care providers about how to assist at the right time. This
may indicate that in some cases healthcare providers
should pay more attention to offering support in line
with the individual needs of the next of kin and the care
situations.

The findings of this metasynthesis show that several next
of kin considered hope to be an important coping factor,
especially during the disease trajectory. Hope has also
been shown to be a strengthening coping factor in several
studies,” ** and transactional stress theory states that faith
and hope are two of the most important personal factors
in the cognitive assessment of stressors.'** Furthermore,
according to Lazarus and Folkman,' the two factors are
strongly related, which is consistent with the findings
in our metasynthesis. For several next of kin, hope was
strongly grounded in religion. This was especially prom-
inent in the studies conducted in the palliative phase,
which indicated that faith is strengthened when there
is no hope of curative treatment. The same pattern has
also been reported in other studies describing cancer
patients’ experiences of palliative care.* *°

As the disease progressed, several next of kin chose an
acceptance strategy toward the diagnosis and its burden.
Their fight against the disease diminished to some extent,
and instead the relatives tried to ‘normalise’ everyday life
as much as possible. A similar strategy is also reported by
next of kin of other cancer patients, especially in the palli-
ative phase.'” *® Lazarus and Folkman describe this as a
reassessment, referring to a changed cognitive assessment
of the stressor based on new information from the envi-
ronment and/or the person himself or herself.'*

Strengths and limitations

A strength of this metasynthesis is that the primary search
in the databases was conducted with the assistance of an
experienced librarian in an attempt to ensure that as many
as possible of the relevant studies were included.* Further-
more, most of the included studies were of high method-
ological quality (see table 2). Our sample was also highly
multicultural (see table 1). This attribute strengthens the
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validity of the metasynthesis since geographical origin
might have affected the study sample because of different
participant backgrounds related to different welfare and
healthcare systems, cultures and/or religions.

A limitation of our metasynthesis is that one of the 72
articles that was intended to be read in full text could not
be obtained.” The formation of the subthemes is also a
possible limitation. Some of the subthemes, or parts of
their content, could also have been categorised in the
other main theme. Both main themes and subthemes
overlap in several cases, and we have read similar
studies®*’ where the findings are categorised differently
than in our metasynthesis. We chose to be true to the
informants’ statements, the organisation and meaning of
the original studies that were included, and allocated the
findings based on the informants’ way of speaking and
description of the experience. Another possible limita-
tion is that our sample consisted mainly of women (see
online supplemental material 2). A more heterogeneous
sample might have revealed more nuanced findings and
different experiences of the role of the next of kin.

CONCLUSION

The findings of this metasynthesis show that next of
kin experience and use a range of coping factors and
strategies in their role. Their experience is marked by
individual differences. It is of great importance that
healthcare providers offer assistance which is individually
adapted to these coping factors and strategies because
this may reduce stress among the next of kin. The coping
experience seems to go through phases, and further
information is needed to fully understand how and when
the various factors and strategies are used as the disease
progresses. Longitudinal studies would therefore be of
particular interest in this field.
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